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ranged from 1 week to 6 years with Hi-F duration of 3 days
to 5 years. 24-hour urine free cortisol (UFC) levels were
17 - 301 times the upper reference range (RR) during Hi-F
periods. During Eu-F, lowest UFCs were within RR in 9
patients and subnormal in 3. Hypokalemia occurred in 11
patients with Hi-F; increasing values paralleled movement
to Eu-F.

Conclusion: Patients with possible ectopic ACTH-
secretion and CCS may pose a diagnostic challenge: clin-
ical and biochemical evidence of hypercortisolemia may
not be present, depending on the timing and/or duration of
hypercortisolism. Furthermore, test results may inappropri-
ately suggest Cushing’s disease if performed after less than
8 weeks of hypercortisolism, or with recent eucortisolism.
Thus, weekly UFC measurement may facilitate diagnosis
of cyclical Cushing’s syndrome and determine appropriate
timing of dynamic testing such as inferior petrosal sinus
sampling. Potassium may be a useful marker to determine
when medical treatment can be tapered or stopped.

1. Meinardi JR, et al. Eur J Endocrinol. 157:245, 2007.
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Background EuRRECa (European Registries for Rare
Endocrine Conditions) is a group of web-based projects
that work closely with the European Reference Network
(ERN) for Rare Endocrine Conditions (endo-ern.eu)
and helps the ERN with inventorying its clinical ac-
tivity. To understand the number of new encounters of
rare conditions within this network, it has launched an
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e-reporting programme for rare endocrine conditions
(e-REC) that are covered within this network. Methods
46 endocrine centres within 18 countries volunteered to
participate in e-REC from July 2018 to June 2019. An
electronic reporting ‘card’ developed through REDcap
was issued monthly to enquire whether clinicians had
encountered a new case of any condition within the 8
Endo-ERN main thematic groups (MTGs). Results On
a monthly basis over 1 year, a median of 14 (range 11,
21) paediatric centres and 13 (11, 25) adult centres ac-
tively reported cases. A median of 53 (22, 80) paediatric
cases and 96 (42, 250) adult cases were reported monthly.
Amongst paediatric cases, conditions within the Sex
Development and Maturation (SDM) theme were most
commonly reported comprising 38% of all reported
conditions, with XY, DSD being the most commonly re-
ported condition (24% of cases). Amongst adults, Pituitary
and Thyroid conditions were most commonly reported,
34% and 26% of all conditions, respectively. Amongst
conditions within the Pituitary group, pituitary adenoma
was the most commonly reported condition (74% of cases)
and non-metastatic thyroid carcinoma was the most com-
monly reported condition (95% of cases) amongst the
Thyroid group. In children, the median number of cases
reported per centre was 21 (9, 32) for conditions affecting
SDM. In adults, a median of 37 (6, 75) Pituitary and 22 (5,
80) Thyroid cases were reported per centre. Conclusion
e-REC is a simple, yet effective, platform that can be used
to capture information on new encounters with patients
with several rare conditions and can be adapted to serve
the needs of other discrete networks that are interested
in understanding the occurrence of rare conditions.
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Background: Somatrogon (hGH-CTP) is a long acting re-
combinant human growth hormone (rhGH; somatropin) in
development for once weekly treatment of children with
growth hormone deficiency (GHD). Somatrogon contains
the amino acid sequence of hGH and three copies of the
carboxy-terminal peptide (CTP) derived from human cho-
rionic gonadotropin. A 12 month phase 2 trial of once
weekly Somatrogon vs daily Genotropin in children with
GHD demonstrated that 0.66 mg/kg/wk of Somatrogon
had a similar benefit - risk profile as 0.24 mg/kg/wk of
Genotropin. The open label extension of this phase 2 study
has generated an additional 5 years of longitudinal efficacy



