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Anscombe Statement:
Another Child Denied the Right
to Travel for Medical Treatment

The case of Indi Gregory! is depressingly familiar. We have seen it too many times
before.2

A severely-ill child is being treated in an NHS hospital in England with a condition that
involves brain damage. The doctors have reached a point when they think that the child’s
situation cannot be improved. Life could be extended, perhaps by weeks or even months,
but death is inevitable and in the meantime, they believe that the treatment is futile and is
imposing a burden. The doctors wish to withdraw ‘invasive’ treatment including
ventilation, while maintaining pain relief. It is not clear from what is currently in the public
domain whether the less-invasive care plan would involve provision of food and fluids.

Indi’s parents, Dean and Claire, still hope against hope for future improvement. They also
believe that, in the meantime, Indi has meaningful interactions with them and is soothed
by her hair being stroked by them and that these positive experiences outweigh the
occasions of discomfort that Indi may experience when the doctors or nurses need to
intervene. They want all life-sustaining treatment to be given.

The NHS Trust took the case to court to allow withdrawal of life-sustaining treatment. In
this legal battle the resources of NHS Trusts are vastly greater than those of the parents
(in 2021, Nottingham University Hospitals NHS Trust had an annual budget of £1.3 billion,
the parents are reliant on legal aid). The parents are faced with a process that is unfamiliar
and where it is difficult to get access to medical information about their child. In court the
child is represented, not by the parents, but by a guardian. In principle, the guardian
could take the same view as the parents but in this case, as in most such cases, the
guardian emphasised the burdens of treatment rather than the benefits of life and viewed
Indi’s quality-of-life very negatively. The judge, again as in most such cases, sided with

1 Nottingham University Hospitals NHS -v- Gregory, Family Division, High Court Case No: FD23P00452 (13 October
2023): https://www.judiciary.uk/wp-content/uploads/2023/10/Nottingham-University-Hospitals-NHS-v-Gregory-
judgment-121023.pdf; Nottingham University Hospitals NHS Foundation Trust -v- Indi Gregory and others [2023] EWHC
2798 (Fam) https://www.judiciary.uk/wp-content/uploads/2023/11/Re-Indi-Gregory3-1.pdf.

2 Press Statement = Char//e Gard: Domg the Right Th/ng for the R/ght Reasons Anscombe Bloethlcs Centre (5 July
2017): . d

February 2018):
statement-of-the- fundamental ethlcal DrlnCIoIes/ Press Statement — Pippa Knight: The Benefit of Being Cared for
Unawares, Anscombe Bioethics Centre (4 February 2021): https://www.bioethics.org.uk/press-room/press-statements/
press-statement-pippa-knight-the-benefit-of-being-cared-for-unawares/; Press Statement — Alta Fixsler: Subsidiarity

and the Importance of Circumstances, The Anscombe Bioethics Centre (4 August 2021) https://www. bloethlcs org.uk/
bsidi

circumstances/; Press Statement on Archie Battersbee: ‘Very Likely Dead’ is not Dead Enough, Anscombe Bioethics
Centre (17 June 2022): https://www.bioethics.org.uk/news-events/news-from-the-centre/press-statement-on-archie-
battersbee-very-likely-dead-is-not-dead-enough/.
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the doctors and with the guardian and declared that it would be in Indi’s best interest for
‘invasive’ life-sustaining treatment to be withdrawn.3

As Indi would not be able to receive the treatment that the parents thought in her best
interests if she stayed in England, the parents asked permission to have Indi transferred
to the Bambino Gesu Paediatric Hospital in Rome, which was prepared to accept her. Indi
was also granted ltalian citizenship.

Transfer for healthcare abroad is difficult in practical terms and financially and it carries
risks for a child, but it is sometimes done with the agreement of a hospital. In disputed
cases however, the Trust almost always opposes transfer of care. In this case the Trust
objected, the case returned to court, and the court refused permission for her to leave.

In response the lItalian Consul, acting as Indi’s guardian, made the application under the
1996 Hague Convention on parental responsibility and the protection of children.4 In a
final cruel twist however, the court ruled on 10 November that not only could Indi not
travel to Italy but that life-sustaining treatment must be withdrawn and the final
withdrawal of treatment and end-of-life care could not occur at the family home.
Extubation occurred in a hospice on Sunday 12 November.

It is important to acknowledge that there are limits to what medicine can achieve and
sometimes we need to recognise this and withdraw treatment that is causing harm for
limited benefit.? It is also true that sometimes parents make medical decisions on behalf
of their children that are harmful, and that ultimately the courts may need to step in.
However, until parents are shown to be making decisions that are both unreasonable and
harmful then they must be recognised as the first judges of what is in the best interests of
their children. To take this responsibility away from parents peremptorily is an injustice not
only to them but also to children who have the right to be cared for by their parents.6 In
particular, as a patient has a right to seek medical treatment abroad, so parents should
have the right to seek treatment for their child where those offering the treatment are
properly qualified and properly regulated.

For people outside the United Kingdom, it seems scandalous that parents are prevented
from taking their child to a recognised hospital within the European Union, where the
standard of healthcare is certainly equivalent to the NHS in the United Kingdom. If
doctors in England do not wish to treat the child, why do they not at least allow the child
to be treated by a properly qualified medical team in another country? This agonising
outcome is the result of the way that decisions are made in NHS Trusts and is also due to
flaws in the way that the courts decide such questions.

3 Nottingham University Hospitals NHS -v- Gregory, Case No: FD23P00452, para 44.

4 Convention of 19 October 1996 on Jurisdiction, Applicable Law, Recognition, Enforcement and Co-operation in
Respect of Parental Responsibility and Measures for the Protection of Children: https://www.hcch.net/en/instruments/
conventions/full-text/?cid=70

5 The Ethics of Care of the Dying Person, Anscombe Bioethics Centre: https://www.bioethics.org.uk/media/z0dhvfbb/
the-ethics-of-care-of-the-dying-person.pdf; A Practical Guide to the Spiritual Care of the Dying Person, Catholic
Bishops’ Conference of England and Wales, London: CTS, 2010, chapter 2: https://www.bioethics.org.uk/media/
mv4ik5jx/a-practical-guide-to-the-spiritual-care-of-the-dying-person-cts-2010.pdf

6 UN Convention on the Rights of the Child, articles 5 and 7.1: https://www.unicef.org.uk/wp-content/uploads/2016/08/
unicef-convention-rights-child-uncrc.pdf
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To address this issue properly would require a fundamental change in the culture within
NHS Trusts and a change in the law properly to recognise the authority of parents as
judges in the first instance of what is in the best interests of their child. Nevertheless, the
situation could be improved significantly if the Health and Care Act 2022 were simply
amended to reintroduce the amendment proposed by Baroness llora Finlay? and
supported by a majority of peers.8 That amendment was a modest change, informed by a
palliative care perspective, that sought only to prevent Trusts from going to court without
having explored less burdensome options. Going to court is very costly not only
financially but also on a human level.

This whole process has added greatly and unnecessarily to the suffering of Indi’s parents
and has not shown English healthcare or English law in a good light. If any good could
come of this terribly sad case it would be to revisit that much needed amendment to the
law.

It seems that legal options have been exhausted and Indi is in her last hours or days but
where there is life there is hope. The staff of the Anscombe Bioethics Centre wish to
express our solidarity with Indi, with her parents and all her family as they go through this
deeply painful time and assure them of our prayers for Indi in this life and in the life of the
world to come.

END

Notes to Editors:
For more information on the Anscombe Bioethics Centre, see our website:
www.bioethics.org.uk.
For interviews or comment, contact: media@bioethics.org.uk or 07900925708.

7 Amendment 172: https://bills.parliament.uk/bills/3022/stages/16122/amendments/91480
8 https://votes.parliament.uk/Votes/L ords/Division/2741
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