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Twenty-nine centres from 17 European countries and 1 from Australia participated, including 2148 Table 1. Estimated and captured prevalence of patients with adult growth hormone deficiency per country (1)

AGHD patients, ot which 28% were of childhood onset (see Figure 1 ar_1d '!'able_1)._ Countries Population Estimated AGHD AGHD patients Estimated % of total AGHD
The _aetlology _mcluded, as most freq_uent causes of_AG_HD, non-funct_lonmg pituitary adenoma (26 %), (million inhabitants) patients captured patients per country
craniopharyngioma (14%) and genetic/congenital mid-line malformations (14%).

In concordance with guidelines, the most common stimulation tests performed (n=1037) were GHRH Australia 24 4200 9 0.2%

plus arginine, insulin-tolerance test and glucagon test, although in 7% other less recommended tests Bulgaria 7 1225 87 7%

were performed. However, in n=305/2148 patients (15%) the presence of 3 or more other pituitary Croatia 4 700 25 4%
deficiencies and a low baseline IGF-I, made a stimulation test unnecessary. Denmark 5 875 281 32%
Centres reported a maximum of 254 and a minimum of 9 patients with AGHD, of which 83% were France 66 11550 206 1%
treated with GH. Greece 10 1750 28 2%

While in some centres all AGHD patients diagnosed received substitution therapy with rhGH, in others Hungary 10 1750 45 3%

none did, since it was not an approved indication or it was not reimbursed. taly 60 10500 622 6%
Eighty-four percent of GH treatments were still ongoing at the end of the study period. Lithuania 3 525 10 2%

The main reasons for interruption were adverse events (n=162, 27% of patients, including new cancer, Portugal 10 1750 65 4%
tumour recurrence fluid retention, arthromyalgia or hyperglycaemia), administrative reasons (n=54, 14%), Romania 13 3325 83 2%

lack of compliance (n=61, 16%), lack of positive perceived effect by the patient (n=51, 13%) and death Serbia_ / 1225 30 2%

(n= 12, 3%). SIO\{enla 2 350 70 20%
Adherence to guidelines varied in different countries regarding diagnostic tests, cut-off values for GH, >pain 46 8050 192 3%
treatment initiation and/or transitioning from childhood to adult care. Serbia / 1225 30 2%’

In 64%, no quality-of-life (QolL) questionnaire was reported. sweden 10 1750 254 “E)A’
Requirements for treatment initiation beyond a diagnostic biochemical test included, in some centres, f}vlzltzerland 696 111557550 ;? 1;’

patient compliance (72%), impaired QoL (45%), severe fatigability (35%), central obesity (10%), and age -

<65 years (10%). 1. Regal M, Paramo C, Sierra JM, Garci-Mayor R V. Prevalence and incidence of hypopituitarism in an adult Caucasian population in Northwestern Spain. Clin Endocrinol (Oxf). 2001,55(6):735-740.

Full- public reimbursement was available in 23 out of 29 centres at the time of study and it was correlated
with higher number of treatments prescribed (p=0.015).

A frequently reported major cause of dissatisfaction among endocrinologists was low AGHD awareness

among non-endocrine health care professionals, and to a lesser extent, quality of post-graduate AGHD e Despite available guidelines on AGHD since 2007 recommending GH replacement in adult hypopituitary patients,
curriculum training (see Figure 2). there are still countries in Europe where AGHD substitution therapy is not reimbursed.

e Knowledge among non-endocrine professionals and health administrators of AGHD deserves improving, in order
to optimize care of adults with hypopituitarism and GHD.
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