Instelling Naam van Expertise Centrum Cluster van / Specifieke aandoening

AMC Solvent Team Rare intoxication

AMC Center for Idiopathic Nephrotic Syndrome Idiopathic nephrotic syndrome

AMC Centre for Crigler-Najjar syndrome Crigler-Najjar syndrome type 1
Crigler-Najjar syndrome type 2

AMC Vascular malformations and hemangiomas centre | Diffuse lymphatic malformation
Mucocutaneous venous malformations
Dandy-Walker malformation - facial hemangioma; all
subs
Familial multiple nevi flammei
Gorham-Stout disease

AMC AMC Pulmonary Hypertension Center Eisenmenger syndrome

AMC Amsterdam Multidisciplinary Lyme borreliosis Lyme disease

Center

AMC Center for Paediatric oncology Osteosarcoma
soft tissue sarcomas

Erasmus MC Erasmus MC Bone Center Primary bone dysplasia

Erasmus MC Erasmus MC Leprosy Centre Leprosy

Erasmus MC Center for Pediatric Hematological Malignancies [Acute lymphoblastic leukemia
Lymphoma; Hodgkin and non-Hodgkin Lymphoma
Chronic myeloid leukemia
Myelodysplastic syndromes
Juvenile myelomonocytic leukemia
Acute myeloid leukemia

LUMC Center for Complement mediated renal disease  [C3 glomerulonephritis

LUMC Center for Inherited kidney disease Autosomal recessive polycystic kidney disease
Autosomal Dominant Polycystic Kidney Disease, PKD1
mutation
Autosomal Dominant Polycystic Kidney Disease PKD2
mutation
Autosomal Dominant Medullairy Cystic Kidney Disease

LUMC Alphal International Registry (AIR) Alpha-1-antitrypsin deficiency

LUMC Center for Narcolepsia Narcolepsy-cataplexy

LuUMcC Expert center for familial cutanous melanoma Familial melanoma; incl. FAMMM syndrome and
FAMMMPC syndrome

MUMC+ Limburg renal registry EGPA, GPA and MPA

Idiopathic membranous glomerlonephritis
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Cryoglobulinemic vasculitis

MUMC+ Gastro-intestinal center Maastricht Biliary tract carcinoma en Hepathocellular carcinoma

MUMC+ Maastricht Soft Tissue Tumor Center Rare soft tissue tumor; long list, together all soft
tissue sarcomas in adults

MUMC+ Maastricht Gynaecological Oncology Center Rare ovarian cancer; epithelial and non- epithelial,
also tumor of Fallopian tubes
Rare cancer of the corpus uteri

MUMC+ Center for Endocrine tumors Thyroid carcinoma

MUMC+ Neuroendocrine tumours Center Bronchial NET en Merkelcell carcinoma

MUMC+ Neuro-oncologie centrum Maastricht Glial tumor
Tumor of cranial and spinal nerves

MUMC+ Maastricht Head & Neck Cancer Center Rare otorhinolaryngologic tumor; as a group

MUMC+ Lung cancer center maastricht Small cell lung cancer

Radboudumc Radboud Intestinal failure Unit Chronic intestinal failure

Radboudumc Cleft (lip and) palate center Nijmegen Cleft palate; cleft hard and / or soft palate
Cleft palate; cleft lip/palate
Cleft palate; Submucosal cleft palate
Oculo-auriculo-vertebral spectrum (=hemifaciale
microsomia)

Radboudumc Radboudumc Center for Pulmonary Hypertension [ldiopathic pulmonary arterial hypertension; all kinds
of PH

Radboudumc Radboudumc - Center for Central Airway Diseases |Rare bronchopulmonary tumor; trachea carcinoom

Radboudumc/UCCZ Center for Mycobacterial diseases Tuberculosis; also incl. nontuberculous mycobacterial

Dekkerswald

inf.

Radboudumc Radboud Center for Congenital Diaphragmatic Congenital diaphragmatic hernia; non- syndromic and
Hernia and neonatal pulmonary hypertension syndromic
Pulmonary hypertension owing to lung disease and/or
hypoxia; Persistent Pulmonary Hypertension of the
Newborn
Radboudumc Radboud Pituitary Center Cushing disease

Somatotropic adenoma

Prolactinoma; also incl. other rare types of functioning
pituitary tumor

Pituitary deficiency; also incl. all hypothalamic and
pituitary diseases resulting in pituitary def.
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Radboudumc Nijmegen Centre for adult persons with Down Down syndrome
Syndrome
Radboudumc Radboud Sarcoma Center Bone sarcoma; incl. bone and soft tissue tumors and
GIST (gastointestinal stromal tumors)
Radboudumc Radboud Centre for vulvar and cervix cancer and |Gestational trophoblastic neoplasm; all different
Dutch Mole Registry subgroups
Vulvar intraepithelial neoplasia; rare vulvar cancers
and VIN
Radboudumc Radboudumc Neuro-oncological center Tumor of the neuroepithelial tissue
Tumor of the meninges
Radboudumc Center for Head and Neck Oncology Squamous cell carcinoma of head and neck
Malignant epithelial tumor of the salivary glands
UMCG UMCG Pituitary Center Rare pituitary disease
UMCG Pediatric Oncology group UMCG Tumor of hematopoietic and lymphoid tissues
uMcu Center for Rare Ear and Hearing Diseases Middle ear anomaly

UMCU & NKI-AvL

Expert Center of Neuroendocriene carcinomas

Gastroenteropancreatic endocrine tumor

UuMcCuU Center of vascular anomalies Utrecht Vascular anomaly

VUmc Fetal Akinesia Deformation Sequence Centre Fetal Akinesia Deformation Sequence

NKI-AvL Sarcoma Expertise Centre Amsterdam Soft tissue sarcoma
Rare soft tissue tumor; Gastrointestinal stromal tumor
(GIST)

NKI-AvL Expert Center of familial Gl tumours Genetic digestive tract tumor; 1. Hereditary
nonpolyposis colon cancer 2. Familial adenomatous
polyposis 3. Attenuated Familial adenomatous
polyposis 4. Hereditary mixed poliposis syndrome
Familial gastric cancer

NKI-AvL& Expert Center of Neuroendocriene carcinomas Gastroenteropancreatic endocrine tumor

UMCU

NKI-AvL Expert Center for rare Lymphoma Hodgkin lymphoma - classical

NKI-AvL Expert Centre of rare thoracic tumours Mesothelioom

NKI-AvL Expert centre for rare urological diseases Testicular cancer
Penile cancer

NKI-AvL Center of rare head and neck tumours Rare otorhinolaryngologic disease; Tumours of the

head and neck
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Rare otorhinolaryngologic disease;Tumours of the
salivary glands

NKI-AvL

Expert Center for Hereditary Cancer

Li-Fraumeni syndrome

Hereditary breast and ovarian cancer syndrome

Bartiméus

Bartiméus Diagnostisch Centrum

Genetic vitreous-retinal disease

Congenital stationary night blindness

Oculocutaneous or ocular albinism

Cerebral visual impairment in children

Kempenhaeghe

Center of Sleep Medicine Kempenhaeghe

Rare Sleep disorders

The Rotterdam Eye
Hospital

Rare Eye Disease Center Rotterdam

Uveal melanoma

Central serous chorioretinopathy

Rare acquired eye disease; Herpes simplex virus
keratitis, stromal, neurtrophic and endotheliitis

Uveitis

Rare genetic eye disease; Retinal Dystrophies

STZ-Albert Schweitzer
hospital, Dordrecht

Centre of expertise Retroperitoneal Fibrosis

Retroperitoneal fibrosis

SZT-Medisch Spectrum
Twente

Solvent Team Enschede

Rare intoxication

STZ-OLVG Center for HME-MO (Hereditaire Multipele Multiple osteochondromas; Hereditary Multiple
exostosen-Multipele Osteochondromen) Exostoses - Multiple Osteochondromas
STZ-OLVG EC for interstitial lungdiseases OLVG Idiopathic pulmonary fibrosis en Idiopathic interstitial

pneumonia

Exposure-related interstitial lung disease; in its
broadest sense

STZ-St. Antonius Ziekenhuis

Interstitial Lung Diseases Center of Excellence

Interstitial lung disease

idiopathic pulmonary fibrosis (IPF)

hypersensitivity pneumonitis (PH)

sarcoidosis

STZ-St. Antonius Ziekenhuis

Center for Pulmonary vascular diseases

Hereditary hemorrhagic telangiectasia

Chronic thromboembolic pulmonary hypertension

Idiopathic pulmonary arterial hypertension

STZ-St. Antonius Ziekenhuis

AHMaZON (Aangeboren hartafwijkingen Midden
en ZuidOost Nederland)

Atrial septal defect - ostium secundum type

Patent foramen ovale

STZ - St. Antonius
Ziekenhuis

St. Antonius Oesofagus Centrum

Esophageal carcinoma
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STZ-CWZ Nijmegen

Malignant Hyperthermia investigation unit
Nijmegen

Malignant hyperthermia

STZ-Maxima Medisch
Centrum

SolviMax, Center of Excellence for Abdominal
Wall and Groin Pain

Anterior cutaneous nerve syndrome (ACNES)

STZ-Maxima Medisch
Centrum

Center for Adrenal Tumors

Adrenocortical carcinoma

STZ-Maxima Medisch
Centrum

Center for Neuroendocrine Tumours

Neuro Endocrine tumor (NET)

SZT-St. Elisabeth
Ziekenhuis

Neurovascular Center Tilburg

Neurovascular malformation

SZT-St. Elisabeth
Ziekenhuis

Neurovascular Center Tilburg

Acquired aneurysmal subarachnoid hemorrhage

STZ- St Elisabeth Hospital
Tilburg

Neuro-oncology Center Tilburg

Glial tumor

STZ-Jeroen Bosch Hospital

Center for Primary immunodeficiencies

Transient hypogammaglobulinemia of infancy

STZ-Jeroen Bosch Hospital

Center for Down syndrome (Downsyndroom)

Down syndrome

SZT-Maasstad Hospital

Burn Centre Maasstad Hospital, in cooperation
with Burn Centre Red Cross Hospital and Martini
Hospital (ADBC: Association of Dutch Burn Care
Centers)

Toxic epidermal necrolysis

STZ-Medisch Centrum
Haaglanden-Bronovo-Nebo

Center for Neuro-oncology The Hague

Gliomen

*: voor deze aandoeningen geldt een voorlopige erkenning voor 1 jaar




