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We propose an inquiry into whether the NSC and the process for adding new conditions to
the newborn screening programme are fit for purpose and improve public health by
preventing avoidable death and suffering.

The programme has fallen behind.

e One condition added in ten years (ten conditions total), well behind Norway (39),
Poland (36), the Netherlands (31), Denmark (25), Germany (23) and France (16),
which averaged ten additions over a similar period.

e The NSC process does not work, including consistently requiring In-service-
evaluations (or similar).

e Has failed to keep up with modern treatments, risking public confidence.

The inquiry should span rare diseases where early identification is essential, though the
problem is exemplified by the NSC’s recent recommendation against MLD screening.

e Considering the same evidence, criteria and international standards, the UK is the
outlier: Norway', the USAf Canada" and Sweden' have recommended screening.
e The stated reasons (that screening does more harm than good, treatment won't
improve outcomes, and cut-offs aren't established) are heavily disputed by experts
and other jurisdictions' outcomes.
The NSC reviewed just 3 of 25 pieces of evidence it deemed credible".
The treatment is effective, holding NICE approval.
Norway'’s screened over 80,000 newborns without issue"". Multiple pilots confirm
screening works™.

What evidence should the Committee collect?

e Why the UK lags comparable countries (one positive recommendation in ten years,
despite the same criteria, evidence and standards).

e Time taken to review and recommend conditions: the NSC has considered SMA for
eight years* (20+ European countries began screening in this time*'), SCID for
thirteen',

e The human impact of screening fewer conditions than peers: 2-3 children born with
MLD, SMA, SCID, MPS | and ALD a week - all screened elsewhereX but not in the
UKXiV.

The disconnect between treatment and screening approvals.

The NSC's accountability, governance, transparency and performance, including
whether its processes suit rare diseases and how underperformance is identified and
addressed.

What we aim to achieve



A programme that keeps pace with clinical progress and international peers, so fewer
children miss timely diagnosis of rare, treatable conditions. The inquiry should test whether
the NSC's outcomes and processes are fit-for-a-modern screening system and recommend
reforms where they fall short or where the government's early-diagnosis intentions go unmet.

Suggestions for witnesses

e Rare-disease patient-organisation representative - Georgina Morton, Chair,
ArchAngel MLD Trust.

e Representative of the Newborn Screening Collaborative - Giles Lomax, CEO, SMA
UK.

e Clinical expert (rare disease) - Dr Arunabha Ghosh, Clinical Research Fellow in
Paediatric Inherited Metabolic Diseases, Central Manchester University Hospitals
NHS Foundation Trust.

e Laboratory expert (newborn screening) - Teresa Wu, Director of the Willink
Laboratory.

e International screening expert - Andreas @berg, Senior Consultant at Oslo University
Hospital.

NSC representative.
DHSC representative.
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