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Charité – Universitätsmedizin Berlin 
Germany
Dr. Birgit Köhler
Paediatric Endocrinology
Phone: + 49 (0)30 450 566615/550885
Birgit.köhler@charite.de
elena.bennecke@charite.de 

University of Luebeck, Germany
Prof. Ute Thyen
ute.thyen@uksh.de

LMU München, Germany
Dr. Nicole Reisch
Endocrinology
phone: + 49 (0)89 5160-2111 (Pforte)
nicole.reisch@med.uni-muenchen.de

Westfaelische Wilhelms-Universität 
Muenster, Germany
PD Annette Richter-Unruh
Paediatric Endocrinology
richter-unruh@web.de

University of Birmingham, United Kingdom
Prof. Wiebke Arlt
Endocrinology
Phone: + 44 (0)121 414 3826
w.arlt@bham.ac.uk

Childrens Memorial Health Institute, 
Warsaw, Poland
Dr. Maria Szarras-Czapnik
Paediatric Endocrinology
Phone: + 48 (0)22 8157066
m.szarras@czd.pl

Medical University of Lodz, Poland
Prof. Dr. Jolanta Slowikowska-Hilczer
Andrology
Phone + 48 (0)42 633 07 05
jolanta.slowikowska-hilczer@umed.lodz.pl

VU University Medical Center, 
Amsterdam, the Netherlands
Prof. Dr. Peggy T. Cohen-Kettenis, 
Dr. Annelou L. C. De Vries, 
Dr. Baudewijntje P.C. Kreukels
Medical Psychology
Phone: + 31 (0)20 444 2550/0861 
PT.Cohen-Kettenis@vumc.nl
alc.devries@vumc.nl
B.kreukels@vumc.nl

Radboud University Nijmegen 
Medical Centre, the Netherlands
Dr. Hedi Claahsen - van der Grinten
Paediatric Endocrinology
Phone: + 31 (0)24 361 4430
H.Claahsen@cukz.umcn.nl

France Assistance Publique,
Hopitaux de Paris, France
Dr. Claire Bouvattier
Paediatric Endocrinology
Phone: + 33 (0)1 4521 7852
claire.bouvattier@bct.aphp.fr

Le Centre Hospitalier Universitaire 
de Toulouse, France
Dr. Catherine Pienkowski
Paediatric Endocrinology
Phone: + 33 (0)5 34 55 85 56
pienkowski.c@chu-toulouse.fr

Université Claude Bernard Lyon 1, France
Prof. Pierre Chatelain
Paediatric Endocrinology
Aude Brac-de-la-Perriere MD
Endocrinology
Prof. Pierre Mouriquand
Paediatric Surgery
Phone: + 33 (0) 427 12 9526
pierre.chatelain@chu-lyon.fr

Centre Hospitalier Universitaire de 
Montpellier, France
Prof. Charles Sultan
Paediatric Endocrinology
Phone: + 33 (0)467 336 968
c-sultan@chu-montpellier.fr

Karolinska Institutet, Stockholm, 
Sweden
Prof. Anna Nordenström
Paediatric Endocrinology
Phone: + 46 (0)8 5858 1433
anna.Nordenstrom@ki.se

University Medical Center 
Goettingen, Germany 
Prof. Dr. Claudia Wiesemann
Medical Ethics
Phone: + 49 (0)551  399 006
cwiesem@gwdg.de
stephanie.bernstein@medizin.uni-
goettingen.de

http://www.dsd-life.eu

Contact

in Germany, United Kingdom, the Netherlands, France, Poland 
and Sweden: 

Clinical European study 

You are invited to take part in 
this European study involving 
15 medical centres in Europe.

Improving clinical care by exploring 
needs and views of patients with various 
conditions due to hormonal imbalances 

of the gonads and adrenal glands



AIMS OF THE STUDY

Our fi rst aim is to improve treatment and care of patients with 
various conditions due to hormonal imbalances of the gonads or 
adrenals.

This broad group includes e.g. Turner Syndrome, Klinefelter Syn-
drome, Mixed Gonadal Dysgenesis, Androgen Insensitivity Syndro-
me (AIS), XY and XX Gonadal Dysgenesis, Androgen Biosynthesis 
Defects (e.g. 5-Alpha-Reductase-2 and 17-Beta-HSD-3 Defi ciency), 
Congenital Adrenal Hyperplasia (CAH) and Hypospadias. All of 
them are summarized under the medical umbrella term disorders 
of sex development (DSD). However, for various reasons some 
affected persons and interest groups do not agree to this term. In 
this study, these concerns will be taken into account. In particular, 
your suggestions for naming your conditions are requested.

Very little is known about the long-term outcome in this group in 
terms of long-term health, quality of life and psychological well-
being. For this reason we want to evaluate the medical status, va-
rious aspects of well-being and general quality of life of patients, 
in order to develop European guidelines for treatment and care. 
The second aim of the project is to explore affected persons‘ 
satisfaction with their treatment and their views on how socie-
ty, and medicine in particular, responds to their condition. The 
third aim of the study is to inform and educate medical professi-
onals, nurseries, schools and the general public in Europe about 
needs and care of individuals with these rare conditions. 

The priorities, in terms of medical and psychological issues, 
vary considerably between the different patient groups. The 
study will take account of these diverse concerns. 

LONG-TERM CARE 
AND TREATMENT
Most persons affected by adrenal or gonadal hormonal imba-
lances need early and lifelong therapy with hydrocortisone, or 
therapies with testosterone or oestrogen starting at puberty. 
Some persons will have had reconstructive genital surgery in 
childhood or adulthood. Besides medical care, some persons 
may have had psychological counselling.

Although treatment and care may infl uence various aspects of 
well-being, the long-term effects of these interventions have 
not been studied in detail.

WHAT IS INVOLVED 
We would like to investigate possible effects of the different 
therapies on health and general well-being. If you decide to 
participate, we need information about your medical history 
and medication. We also want to evaluate your current health 
with a medical examination and blood test, which will be per-
formed by specialized endocrinologists, urologists or gynae-
cologists. Furthermore, we will ask you to fi ll in questionnaires 
to evaluate the various aspects of your well being. 

YOUR VIEW
An important prerequisite to improve care is to know more about 
your personal experiences and ethical issues of treatment and 
care. These will also be investigated through the questionnaire.    

COURSE OF THE STUDY 
We would like to evaluate your health status through a medical 
exam, gynaecological/urological exam, blood test, bone scan, 
ultrasound and measurement of body composition. We would 
also like to learn about your experiences and your current 
situation through the questionnaires.

Your participation in one or more parts of the study is optional 
and your decision to participate or not has no consequences 
for your treatment. All personal information in the study is 
strictly confi dential and personal data will not be transferred 
to anybody. Study data will be stored pseudonymized in an 
electronic database (dealt with under a different name or a 
number). 

SUPPORT
If you have any questions on your health, the members of the 
study group will help to fi nd answers or provide referrals. A 
psychologist will be at your disposal for non-medical concerns. 

PARTICIPATION
If you want to participate in the study, please contact your 
local study centre and we will provide you with more details. 

Travel costs will be refunded.


