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L E T T E R

A UK healthcare professional survey on the islet 
autoantibody status of children and young people with  
pre-stage 3 type 1 diabetes, on behalf of the British Society 
for Paediatric Endocrinology and Diabetes

Screening research programmes around the world are 
identifying children and young people (CYP) with early-
stage type 1 diabetes (T1D), defined by the presence of 
≥2 islet autoantibodies (IAb), before the onset of clinical 
disease (pre-stage 3 T1D).1 It has been recognised that 
monitoring IAb-positive individuals is key to observing 
the clinical benefits, which include a reduction in diabetic 
ketoacidosis and the need for hospitalisation at clinical 
onset, and identifying CYP eligible for immune inter-
vention.2–5 Recent international consensus guidance has 
provided recommendations for the monitoring of affected 
individuals in clinical care.6

Several screening research programmes exist in the 
United Kingdom, offering testing to first-degree relatives 
and the general population.7 Anecdotal reports suggest 
that CYP may also be identified through clinical care 
(personal communication R Besser). We therefore sought 
to identify the numbers of children with pre-stage 3 T1D 
being managed by paediatricians and how they were 
identified. In addition, since dropout from screening and 
follow-up can be as high as 50%,2,8,9 we sought to gather 
information on the number of CYP with ≥1 IAb who are 
not on insulin, and their management, from research 
screening platforms as well as those who had been identi-
fied in clinical care.

We distributed an electronic survey via all 188 UK pae-
diatric diabetes units (PDUs) between March 2024 and 
July 2024. Data were collected on the type of centre (dis-
trict general hospital or tertiary hospital), reason for IAb 
testing, IAb status (single or multiple), management strat-
egies and attitudes to sibling testing.

The survey was completed by 124/188 (66%) of PDUs 
contacted: 111/172 (65%) from England and Wales, 9/11 
(82%) from Scotland and 4/5 (80%) from Northern Ireland. 
Of those PDUs who responded to the survey, 106/124 
(85%) were district general hospitals and 18/124 (15%) 

were tertiary centres. This is similar to PDUs that did not 
respond (55/64 (86%) district general hospitals, and 9/64 
(14%) tertiary centres). Twenty-eight per cent of units 
(35/124) reported managing 145 CYP with ≥1 IAb: 41/145 
(28.3%) with a single IAb, 102/145 (70.3%) with ≥2 IAb 
and 2/145 (1.4%) with unknown IAb status. Of the PDUs 
who reported managing IAb-positive individuals, 24/35 
(69%) were district general hospitals, with a median of 1 
IAb-positive child per PDU (IQR, 1–2) and 11/35 (31%) 
were tertiary centres, with a median of 5 IAb-positive in-
dividuals per PDU (IQR, 2–12). Of these 35 PDUs with 
IAb-positive individuals, 49% reported that CYP were 
identified from a clinical care setting (44% from secondary 
care and 5% from primary care), and 51% from a research 
screening programme.

The reasons units reported for IAb testing included 
screening as part of a research programme (39%), clinical 
symptoms suggestive of new-onset diabetes (32%), family 
screening in secondary care (13%), non-specific symptoms 
resulting in an autoimmune screen (13%) and a high gly-
cated haemoglobin (HbA1c) from a primary care practi-
tioner/general practitioner (GP) (3%) (Figure 1a).

The strategies used to manage IAb-positive children 
were broad. The most commonly used were to provide ed-
ucation (24%), safety netting by providing a glucose meter 
for home testing (19%), glycaemic assessment (17%) and 
referral to a research study (13%) (Figure  1b). To assess 
glycaemic status, a variety of tests were used, most com-
monly HbA1c (34%), oral glucose tolerance test (21%), 
sensor glucose monitoring (17%) and self-monitored 
blood glucose (16%) (Figure  1c). When asked about sib-
ling testing, most clinicians opted to refer unaffected sib-
lings to a research study (64%). However, 18% of clinicians 
did support IAb testing of unaffected siblings in clinical 
care, with the majority (17%) stating they would organise 
IAb testing in a hospital setting, if requested by parents. 
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The remainder chose not to test or refer, but instead, re-
assure (15%) or offer follow-up monitoring (3%), with the 
remainder uncertain, seeking advice from the multidisci-
plinary team (1%) (Figure 1d).

This survey shows that CYP are being identified 
from both clinical care as well as research screening 
programmes across the United Kingdom. There is het-
erogeneity in the approach to monitoring IAb-positive 
individuals. Although the larger proportion of re-
sponding PDUs were district general hospitals, tertiary 
centres report managing more IAb-positive individuals 
per PDU. We have not surveyed GPs on their attitudes 
and frequency of screening and monitoring, although 
this survey would suggest it is low. However, in the 
United Kingdom, childhood diabetes is managed as 
a specialist service in the hospital setting, and so the 
monitoring of IAb-positive children is likely to be led 
by specialists with experience in T1D. Some clinicians 
considered offering IAb testing to unaffected siblings 
of IAb-positive CYP in routine clinical care, as sug-
gested by recent American Diabetes Association (ADA) 
recommendations.10

An international consensus has recently been devel-
oped to guide monitoring. However, our finding of hetero-
geneity in the management strategies used for monitoring 
implies that a UK-specific guideline to support both a 
screening and follow-up management pathway in clini-
cal care is urgently needed. Further, the service and cost 
impact of integrating screening into clinical care systems 
needs to be fully addressed.
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F I G U R E  1   (a) The reasons reported for islet autoantibody testing in children and young people. (b) Management strategies used for 
children identified as islet autoantibody-positive. (c) Methods used to assess glycaemic status. (d) Clinicians' attitudes to islet autoantibody 
testing in unaffected siblings of islet autoantibody-positive children and young people. GP, general practitioner; HbA1c, glycated 
haemoglobin.
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