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1. To ask the UK National Screening Committee (UK NSC) to make a recommendation, based on

the evidence presented in this document, as to whether or not antenatal screening for
Human T-cell lymphotropic virus (HTLV) meets the UK NSC criteria for a systematic

population screening programme

Previous reviews

2. Thisis the fourth time that antenatal screening for HTLV has been considered by the UK NSC.

A baseline assessment of the case was established in 2000. This was undertaken by Ades et
al and published in the BMJ. The paper is referred to in the current review and can be

accessed at https://www.ncbi.nlm.nih.gov/pmc/articles/PMC27390/

A key outcome of the 2000 assessment was that the balance of benefit and harm from
antenatal screening to detect HTLV had not been well explored in primary research. It was
suggested that an economic evaluation would help with this. It was proposed that, if
screening was found to produce a net benefit, a strategy in high prevalence areas would be

the preferred option.

The last UK NSC review on HTLV screening in pregnancy was published in 2012. This
concluded that no new studies had been published which significantly changed the evidence
base relating to screening. However stakeholder concerns about a lack of up to date
information on the UK prevalence and a stated interest in addressing the condition in areas
of high prevalence was noted. While selective approaches such as this are outside the UK

NSC remit the recommendation was that the National Centre for Human Retrovirology



should discuss work in this area with specialised commissioners. The coversheet from 2012

is attached at Annex A for background information.

Evidence Summary

5. The current review was undertaken by Solutions for Public Health, in accordance with the

triennial review process https://legacyscreening.phe.org.uk/htlv.

6. The review looked for and evaluated studies addressing the prevalence of HTLV-I and Il in
the UK, studies exploring the performance of HTLV screening in the pregnant population and
the effectiveness of breastfeeding avoidance in reducing mother to child transmission of

HTLV.

7. The main conclusion of this review is that universal antenatal screening for HTLV should not
be recommended in the UK. This is because the review did not identify any new evidence
published since January 2011 that would change the conclusions of the 2012 review. The key

concerns from the 2011 review still stand:

a. no studies updated the baseline estimates of the epidemiology of HTLV infection in
the UK pregnant population. Criterion 1 not met

b. while screening test performance estimates are derived from blood donors there
was an absence of evidence in the pregnant population. Criterion 4 not met

c. a single study reported transmission rates related to breastfeeding duration which
were in keeping with those established in earlier estimates. Criterion 9 no change

from the previous review

Consultation

8. A three month consultation was hosted on the UK NSC website. Direct emails were sent to
10 organisations. Annex B

9. Two responses were received, one from the Royal College of Midwives (RCM) and the other

from the National Centre for Human Retrovirology (NCHR), see Annex C below.

10. The RCM agreed with the overall conclusion of the review. This was mainly because the
absence of an intervention for screen positive women limited the impact of screening and

harms such as depression and anxiety have been reported in screened women.

Recommendation



11. The Committee is asked to approve the following recommendation:

A systematic antenatal screening programme for HTLV is not recommended.

Action

The UK NSC is asked to approve the recommendation and to note that the Secretariat will contact
the NCHR to highlight that proposals to develop targeted testing strategies should be taken forward

via a relevant body, for example NICE or BHIVA.



Based on the 20 UK NSC criteria set to recommend a population screening programme,

evidence was appraised against the following four criteria:

Criteria Met /
Not met
The condition
The condition should be an important health problem as judged by its frequency Not met
and/or severity. The epidemiology, incidence, prevalence and natural history of I

1 |the condition should be understood, including development from latent to
declared disease and/or there should be robust evidence about the association
between the risk or disease marker and serious or treatable disease

The Test

4 There should be a simple, safe, precise and valid screening test. Not met

The intervention

There should be an effective intervention for patients identified through
screening, with evidence that intervention at a pre-symptomatic phase leads to
better outcomes for the screened individual compared with usual care. Evidence Met
9 |relating to wider benefits of screening, for example those relating to family v
members, should be taken into account where available. However, where there is

no prospect of benefit for the individual screened then the screening programme
should not be further considered.




ANNEX A
Review of antenatal screening for HTLV-1
Aim of the paper

This note provides background to the agenda item addressing the review of antenatal screening for
HTLV-1.

Current policy
The current policy is that screening should not be offered.

The previous review was undertaken in 2003 and the rationale for the policy is explained in the
attached update review document which was developed by Professor Catherine Peckham.

Review process
The update review addresses literature produced between January 2003 and March 2011.

The document was considered by the FMCH in November 2011. A three month consultation was
hosted on the UK NSC website and this closed in April 2012. The following stakeholders were
contacted directly: British Infection Association, British Society for Immunology, Health Protection
Agency, National Centre for Human Retrovirology, RCOG.

Comments were received from professionals and patients associated with the National Centre for
Human Retrovirology which was established to manage and study HTLVs.

While both responses are very critical of the review and its conclusions it should be noted that much
of the review’s content is accepted. For example the patient group accept that there is a lack of
information on prevalence, transmission and outcome. It is notable that both responses mention
the possibility of screening within the high risk groups associated with HTLV — 1 infection. In
particular, the patient group equates a recommendation not to screen with a perception of the
condition being ‘insignificant’.

Both sets of comments are attached.
Proposed policy position statement

It is proposed that the current policy position should be retained: screening for HTLV1 is not
recommended.

This is because:

e The prevalence of infection is very low in the UK with limited data on prevalence in the
defined risk groups

e The risk of mother-to-child transmission is low and data on the long term consequences of
infection lacking

e There is no effective treatment

e The impact of avoiding breastfeeding is uncertain



e The negative impact of maternal diagnosis of HTLV on the woman and her family must not
be underestimated

Recommendations

The National Centre for Human Retrovirology should be encouraged to approach specialised
commissioners regarding work in high risk groups / areas.

Action

The UK NSC is asked to consider the above.



List of organisations\individuals contacted:

1. Association for Improvements in the Maternity Services

2.

8.

9.

British Association of Perinatal Medicine
British Infection Association

British Society for Immunology

National Centre for Human Retrovirology
National Childbirth Trust

Royal College of General Practitioners
Royal College of Midwives

Royal College of Obstetricians and Gynaecologists

10. Royal Society for Public Health

Annex B
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