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Appendices

List of abbrevations

AMH = anti-Mdullerian hormone

BMF = bone marrow failure

BMI = Body Mass Index

BMT = bone marrow transplantation

CC = chronic condition

cGVHD = chronic graft versus host disease
COVID = corona virus disease

CVA = cerebrovascular accident

Distress Thermometer for Parents (DT-P)

FSH = follicle stimulating hormone

FT4 = free thyroxin

GVHD = graft versus host disease

HBP = hemoglobinopathies

HCP = health care professional

HPA = hypothalamic-pituitary axis

HPV = humane papillomavirus

HRQoL = health related quality of life

HRT = hormone replacement therapy

HSCT = hematopoietic stem cell transplantation
ICHOM = International Consortium for Health Outcomes Measurement
IEl = inborn errors of immunity

IEM = inborn errors of metabolism

IGF = insulin-like growth factor

LCl = Landelijke Coo6rdinatie Infectieziektebestrijding
LEEF = Late Effects Follow-up

LH = |uteinizing hormone

NAH = near adult height
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NFU = Netherlands Federation of University Medical Centers
NVK = Nederlandse Vereniging voor Kindergeneeskunde
PRE = patient-reported experience

PREM = patient-reported experience measure

PRO = patient-reported outcome

PROM = patient-reported outcomes measure

PTH = parathyroid hormone

SAA = severe aplastic anemia

SDM = shared-decision making

SCID = severe combined immunodeficiency

SS =short stature

TAI = total abdominal irradiation

TBI = total body irradiation

TSH = thyroid stimulating hormone

VBHC = value-based healthcare

Dankwoord
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