
Introduction  

Transition in CEMA 
Antwerp 



Purposeful and planned movement of adolescents and young adults with chronic physical and medical conditions 

from child- centred to adult-oriented health care systems ( Society of Adolescent Medicine) 

Goal: effective communication to independent self-care and informed decision making, optimizing quality of life 

and future potential of young adults with chronic diseases 

Ideally healthcare during transition is uninterrupted, comprehensive, accessible and individualized 

Became important since the 1980’s   

• 1989: first congress on Growing Up and Getting Medical Care: Youth with Special Health Care Needs. 

improved therapeutic possibilities,  many grow up into adulthood 

• > 90 % of children with a chronic disease have a life expectancy > 20 y 

 

Transition- definition 



Inherited metabolic diseases are rare but there are plenty of patients 

Large heterogeneous spectrum of diseases 

• Life threatening in early childhood to mostly stable disease in adults 

Vs Progressively physical or mental debilitating conditions 

• “Simple” conditions with a small team of caregivers to diseases requiring  a 

large multidisciplinary care 

Transition has been studied in many chronic diseases but due to their rare nature, 

studies in adolescents and young adults with IMD are scarce 

 

Transition from pediatric to adult care in patients with 

inherited metabolic diseases 

general remarks 



Transition in metabolic care 
CEMA Antwerp protocol 
 

Elien Raets 



What is transition? 

Transitioning from child to adult 

 

 

 

 

 

 

  



Tasks of adolescence 

• Develop and apply a more complex level of thinking – 

abstract thinking 

• Develop a capacity for deeper relationships with peers 

• Establish a personal identity – an identity seperate to 

their family 

• Building educational and social skills in obtaining 

employment 

• Renewed relationships with parents 

• Develop skills for intimate relationships 

Source: Young people with chronic illness: the approach to transition (2007) 

A. Kennedy , F. Sloman , J. A. Douglass , S. M. Sawyer  

https://onlinelibrary.wiley.com/action/doSearch?ContribAuthorStored=Kennedy%2C+A
https://onlinelibrary.wiley.com/action/doSearch?ContribAuthorStored=Sloman%2C+F
https://onlinelibrary.wiley.com/action/doSearch?ContribAuthorStored=Douglass%2C+J+A
https://onlinelibrary.wiley.com/action/doSearch?ContribAuthorStored=Sawyer%2C+S+M


CEMA Antwerp 

• Transition from child-centered to adult health care 

Patient 

Dietician 

Parents Psychologist 

Paediatrician 

(expert metabolic 

diseases) 

Paediatric metabolic unit 

Internal 

medicine 

F. Eyskens – Transition 2014 

Transition coordinator 

Cave: lost in transition 



Program for effective transition 

• Preparation phase 

• Transition phase 

• Evaluation phase 

 



PREPARATION PHASE 



Information brochure 



Key interventions for adequate transitional care 

• Transition consultation 

• Transition coordinator 

• Continuity between the paediatric setting and the adult 

setting (joint pollicy) 

• Transition meetings (multidisciplinary) 

• Information brochure  

• Increase independence / preparing transition 

 

Transition protocol 



Preparation process 

Knowledge of condition, diet and medication 

Self-advocacy  

Guided self-management / responsibility 

Health and lifestyle 

Daily living 

School/career/future 

 Leisure 

Mental health 

 Transfer to adult care 

 

 

 Source: The Ready Steady Go Transition Programme 



Paediatric care 

• Family-centered 

• Generalistic/inter-

disciplinary team 

approach 

• Informal 

• Holistic focus: 

developmental and 

learning issues, school 

and social functioning 

• Patient is seen as 

vulnerable, dependant 

Adult care 

•Individual-based care 

•Specialist orientation 

 

 

•Formal/direct 

•Disease-oriented focus: 

treatment, complications and 

compliance 

 

•Patient seen as 

coresponsible, self-reliant 

Paediatric vs adult care 

Source: Young people with chronic illness: the approach to transition (2007) 

A. Kennedy , F. Sloman , J. A. Douglass , S. M. Sawyer  

https://onlinelibrary.wiley.com/action/doSearch?ContribAuthorStored=Kennedy%2C+A
https://onlinelibrary.wiley.com/action/doSearch?ContribAuthorStored=Sloman%2C+F
https://onlinelibrary.wiley.com/action/doSearch?ContribAuthorStored=Douglass%2C+J+A
https://onlinelibrary.wiley.com/action/doSearch?ContribAuthorStored=Sawyer%2C+S+M


Practice in CEMA Antwerp 

Preparation phase 

16 y/o First transition consultation 

17 y/o Regular consultation with 

paediatrician + psychological consult 

18 y/o  Second transition consultation 

19 y/o Regular consultation with 

paediatrician + psychological consult 

Transition phase 

20 y/o Third and last transition 

consultation 

 

Evaluation phase 

20+ y/o Regular consultation with adult 

metabolic specialist + evaluation 



Practice in CEMA Antwerp 

Source: Opeigenbenen.nu 
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EVALUATION PHASE 
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Satisfaction survey 

Source: Opeigenbenen.nu 



Future challenges 

• Patients with intellectual disability, physical disabilities or 

limited self-reliance 

Common in metabolic care 

 Independence, self-management are unrealistic goals 

Continuity of family-centered care!  



Dr. Ann Verhaegen 

Endocrinologist 

Antwerp University Hospital 

ZNA Jan Palfijn 

Opportunities and practical problems 
encountered in the transition from 
pediatric to adult care:  
Everything from independent adults 
to multidisciplinary care for adults in 
childrens bodies and minds 



Medical history:  

• Galactosemia - well controlled and compliant with therapy 

• Autism spectrum disorder 

Transition at age 25 - no big problems encountered 

Living with her parents who always join her at consultation 

At 27 she wants to want to live on her own 

Works as administrator in a police office 

 

Lydia, 28 y 



Spastic quadriplegia, visual disturbance, feeding problems ( tube 

feeding) and therapy resistant epilepsy 

(sub) acute medical problems: 

• Epilepsy 

• Recurrent pulmonary infections 

Transition at age 21y 

Living with his parents who are primary care givers 

 

Jeff, 24 y 



Not for public use 

short stature  

122.4 cm 

Underweight 

BMI 17,7 kg/m² 

Low  IQ 

macrocephaly (head circumference 57 cm) Dysostosis multiplex  

Bilateral limited  
abduction shoulder joint 

camptobrachydactyly  
(claw hands) 

 

Cervical medullar 
compression 

 

Motoric decline: e.g. 
reduced  walking 
endurance 

 
 

Underdeveloped 

secondary  sexual 

characteristics  

 

Hepatomegaly 

 

Sensorineural hearing 

loss 

 

Visual disturbance 

mild bilateral macular  
degenerative changes 

   
Severe OSA  
 
 
  Mild valvular disease  
(thickening aortic, mitral) 
 
  
 Severe restrictive and  
obstructive lung disease  
(VC 39% pred. value) 

MPS VI  



Parents  

Family 

Friends  

  

Adult care team 

Physicians / family doctor 

Dieticians/nurses 

Psychologists 

Social workers 

Physiotherapists 

School 

Work 

Social life 

 

Pediatric care team 

Physicians 

Dieticians / nurses 

Psychologists 

Social workers 

Physiotherapists 

Adolescent 

Young adult 

Dependency on others Independent life 

Organisation of health care facilities 

Social security 

Reimbursement rules 



Pediatric care 

 

•Family centred 

• Parental involvement 

•Protective/nurturing 

•Prescriptive 

•Focus on development and 

growth 

 

Adult Care 

 

•Independency  

( emotional and financial) 

•Autonomy for health 

•Collaborative 

•Empowering 

 

Care models 

Contuinity in care 

  in particularly vulnerable time in the maturation of patients with IMD 

Patient safety 



Who’s taking care of the patients with inherited metabolic 

diseases?  

General Internal Medicine 

Nephrology 

Gastroenterology 

Cardiology  

Hepatology 

Endocrinology 

Nutrition specialist 

Hematology 

Pneumology 

Psychiatry 

Rheumatology 

Transplant team 

Ophtalmology 

Physiotherapist - Rehabilitative care 

Inherited metabolic diseases 

Orthopedic surgeon 

Ear nose throat 

Clinical genetics 

Neurology 



Who’s taking care of the patients with inherited metabolic 

diseases?  

General Internal Medicine 

Nephrology 

Gastroenterology 

Cardiology  

Hepatology 

Endocrinology 

Nutrition specialist 

Hematology 

Pneumology 

Psychiatry 

Rheumatology 

Transplant team 

Ophtalmology 

Physiotherapist - Rehabilitative care 

Jeff 

Orthopedic surgeon 

Neurosurgeon 

Ear nose throat 

Clinical genetics 

Neurology 



Adult caregivers concerns and barriers in taking 

care of patients with IMD 

Many different (sub) specialties of adult medicine involved 

 

Inadequate formal training in inherited metabolic diseases which still are 

considered as pediatric diseases 

 

Multidisciplinary care in most patients 

• Hard to organise in most adult care clinics 

• Time consuming 

• Lack of administrative support 

 

Lack of skills in team ( dietitians, nurses e.g. day clinic for specified 

therapy) 



Focus in adult care on self management of disease 

Implies knowledge of their disease, treatment plan and prognosis 

• (Re)-education of the patient  

Can contrast with the potential of a patient 

• Involvement of parents and other family care givers  

 over protective parents can interfere with self-management 

Supportive team of psychologists  

• Assessment of cognitive functioning 

• Follow up on coping skills 

• Providing practice skills needed to participate in self-care 

• Ensuring the patient is given a ‘voice’ and enable communication 

Transition should focus on developmental level, not on chronological age  

Adult caregivers concerns and barriers in 

transition of patients with IMD 



Jeff needed to be hospitalized for pneumonia acute care 

Multiple problems were encountered:  

 Emotional distress and discomfort when no family members were 
in his neighbourhood -> parents stayed with him 

 His body weight was 38 kg – adult dosing? -> training of nurses 

 Jeff is noisy – doesn’t speak but produces sounds to express 
himself and he snores -> inform other patients 

 

Due to illness of his mother, his parents needed a vacation and other family 
care givers were not in the possibility of taking care for him 

 Needed to be hospitalized since no rehabilitation centres could 
take care of him in meanwhile -> conflict with social security 

 

Specific needs for patients with progressive disease and/or 

physical or mentally inability to gain independency in live 

structural and organisational problems 



Progressive disease or acute deterioration can impede transition to adult 

care 

• Instead of gaining independence, dependence on others can 

increase ( e.g. for mobility, need of ventilatory assist, feeding 

assistance,…) 

 

= bad moment for transition 

 

Inadequate formal training in physical or intellectual disabilities in internal 

medicine 

 

 

Specific needs for patients with progressive disease and/or 

physical or mentally inability to gain independency in live 

structural and organisational problems 



Specific needs for patients with progressive disease and/or 

physical or mentally inability to gain independency in live 

structural and organisational problems 

Special needs during hospitalisation 

• Dietary needs of patients with IMD not always compatible with regular hospital 

food 

• But also this can be an opportunity in re-education of patients 

• Collaboration with pediatric dieticians or education of adult dieticians 

• Difficulties to handle with mentally ill patients or patients with psychiatric 

disorders 

Difficulties to handle with physically high demanding patients 

• Need for extra training of nursing staff  

• Support of psychologists and social workers is essential 

• Nurses (day clinic, hospitalisation) training with IMD and therapies ( enzyme 

replacement, other specific therapies) 

 



Medical history:  

• Galactosemia - well controlled and compliant with therapy 

• Autism spectrum disorder 

Transition at age 25 - no big problems encountered 

Living with her parents who always join her at consultation 

 

At 27 she wants to want to live on her own , doesn’t get any support of her friend – less compliant – 

deterioration of her liver function and mentally deterioration ( concentration disturbance, 

motoric agitation) 

 increasing psychiatric problems – autistic behaviour 

Works as administrator in a police office 

 uncapable of performing her tasks – partial invalidity requested 

 

Lydia, 28 y 



Financial support can be hazardous in young adults willing to prepare for an 

independent life 

• Chronic disease can impede educational achievements and/or impede 

working capacities-> will have an impact on earning 

• Disease itself is costly  

 

Social benefits are harder to get for adults than for families with children with a 

chronic disease 

  

In Belgium social security is provided for young adults until 25y by the insurance of 

the parents, afterwards they will have to take care of it themselves except in 

cases of prolonged dependence where an administrator is indicated  

 

Financial and legal considerations of transition 

Well trained social workers and  

cooperation with social care organisation are essential  

 



Close communication between pediatric and adult health care teams 

• Staff meetings involving all members of both teams 

• Transfer of the patient file 

• Medical history 

• Social history ( adherence, distress situations,…) 

• Organising  shared ambulatory consultation 

 

Timely preparation and information to patients and parents 

• Timely getting to know each other – gradual transition and period of joint care 

• Shared decision on moment of transition if possible and feasible 

 

Meeting providers alone during consultations is often seen as a useful intervention 

to encourage self-efficacy and self-reliance in adolescents 

Opportunities to be taken into account 



Our experience 

Adult care specialist  

• UZA: formerly general internal medicine – shift to endocrinology for practical 

reasons 

• Familiar with transition care ( Type 1 diabetes, obesity in youth, rare 

endocrine diseases manifesting in childhood,…) 

• Familiar with multidisciplinary approach ( dietician, nurses/educators) 

 

Other members of the team ( psychiater, psychologists, dieticians, social workers) 

remain the same as in pediatric team, embedded in CEMA 

• Patient and parents are familiar with them 

• Well trained in inherited metabolic disease  

• Affordable and accessible 

 

• Can be a problem when patient is hospitalized 

• Patient can be uncomfortable in his path to independence   

• Distance between the wards – practical organisation 

 



Formal training of internists in IMD including diagnostic procedures 

 

Formal training of adult dieticians, psychologists and social workers 

 

Multidisciplinarity should be encouraged 

• Between specialists 

• Other departments 

 

Structural adaptations ( e.g. possibilities for parent-child hospitalisation in 

adult care) for those that need it 

 

Close collaboration with general practitioner and first-line social workers  

 

 

Needs to optimize care of adults with IMD in adult care 

setting 



Transition is team work 

Transition is an evolution, not a moment 

Pediatric care 

giver 

Adult 

care 

giver 

Patient 
Family 

Social 

network 

Social worker 

Dietician 

Psychologist 

Other care 

givers 



Pediatric 

care giver 

Adult care 

giver 

Patient 

Family 

Social 

network 

Social worker 

Dietician 

Psychologist 

Other care 

givers 

We all have still much to learn about best practice in transition of rare diseases 

More emphasis on research in this field and exchanging experiences 

Transition is team work 

Transition is an evolution, not a moment 

Transition plan 

Transition coördinator 
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