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SUBMISSIONS ON BEHALF OF DISABLED PEOPLE’S ORGANISATIONS:
DISABILITY RIGHTS UK, DISABILITY ACTION NORTHERN IRELAND,
INCLUSION SCOTLAND AND DISABILITY WALES (ANABLEDD CYMRU)

Preliminary Hearing — 22 May 2024

Further to the Counsel to the Inquiry Note for the second Preliminary Hearing dated 2 May 2024
(“CTI Note”) and the proposed hearing agenda, the following brief submissions address: [I]
Expert consideration of vaccine prioritisation (Agenda Item 2e); and [11] Redactions (Agenda

Item 2c).
I: EXPERT CONSIDERATION OF VACCINE PRIORITISATION

1.1.GENERAL: Disabled Peoples’ Organisations (“DPO”) note the update as to the instruction of
experts and the proposed remit of their reports at p.14 853 of CTI note.

1.2.PARTICULAR ISSUES: DPO refer to their previous M4 submissions of 5 September 2023. DPO

have identified four essential issues for the Inquiry’s consideration in this module, which
may be summarised as (i) Development; (ii) Prioritisation; (iii) Accessibility and (iv)
Monitoring and Efficacy.! The DPO consider that each of these (interlinked) issues will
require expert consideration, however the DPO are particularly concerned that the issue of

Prioritisation is properly explored by the identified experts.

1.3.PRIORITISATION: As noted in DPO’s September 2023 submissions at §2.1, DPO are

concerned that there was inadequate prioritisation of Disabled people and their carers on the

vaccine prioritisation list. This lack of prioritisation was manifest in a number of ways:

1.3.1. LACK OF CONSULTATION: There was a marked lack of representation of the interests

and health vulnerabilities of Disabled people within the JCVI, which did not have

1 DPO Submissions M4 Preliminary Hearing, 5 September 2023 p.3 8§2.2.
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a single sub-group relating to the risks Covid-19 specifically posed to Disabled
people.?

1.3.2. Low CATEGORISATION: It is notable that the first piece of interim prioritisation
advice, published by the JCV1 on 25 September 2020, only placed “high-risk adults

under 65 years of age” in category 6, along with all those on the CEV list who
were under 65.2 When the JCVI confirmed its priority list on 30 December 2020,
although those on the CEV list had been re-prioritised, this was only a rise to
Category 4 and those with underlying health conditions which put them at higher
risk of serious disease and mortality were still only placed in Category 6.* The
JCVI’s advice, published at the same time, confirmed that “prioritisation is
primarily based on age” and contained no specific consideration of Disabled
people.

1.3.3.  LEARNING DISABILITY: The vaccination invitation for all individuals on the GP

Learning Disability Register (as against those with a learning disability defined as
‘severe or profound’, who were placed in Category 6) did not take place until 24
February 2021° (this invitation did not include those in Scotland, where there is no
GP Learning Disability Register®). That was despite published studies at the time
making it clear that individuals with learning disabilities were 3.6 times more likely
to die from Covid-19 after adjustment for under-reporting.” The DPO remain
concerned by the JCVI’s imposition of a distinction between so-called ‘mild and
moderate’ and ‘severe and profound’ learning disabilities, that in practice would
require Doctors having to carry out time-consuming assessments of the
approximately 1.5 million individuals with a learning disability in the UK, and left

individuals resorting to individual legal challenges to their prioritisation.®

1.3.4. CARERS: The position of carers is a further source of concern. There was

widespread confusion regarding the prioritisation of carers, including unpaid carers

2 Draft Module 4 Statement from Kamran Mallik, p.5 §15
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https://www.gov.uk/government/publications/priority-groups-for-coronavirus-covid-19-vaccination-advice-from-the-jcvi-25-september-2020/jcvi-updated-interim-advice-on-priority-groups-for-covid-19-vaccination
https://www.gov.uk/government/publications/priority-groups-for-coronavirus-covid-19-vaccination-advice-from-the-jcvi-30-december-2020/joint-committee-on-vaccination-and-immunisation-advice-on-priority-groups-for-covid-19-vaccination-30-december-2020
https://www.gov.uk/government/news/jcvi-advises-inviting-people-on-learning-disability-register-for-vaccine#:~:text=To%20ensure%20those%20most%20at,part%20of%20priority%20group%206.
https://healthandcare.scot/stories/2446/k/
https://www.gov.uk/government/publications/covid-19-deaths-of-people-with-learning-disabilities
https://www.bindmans.com/knowledge-hub/news/access-to-the-covid-19-vaccine-for-those-with-learning-disabilities-letter-before-claim-sent-to-the-secretary-of-state-for-health/

and personal assistants. In England, Wales and Scotland, where the JCVI
prioritisation list was followed, those working in care homes for older adults were
placed in Category 1; and those who were frontline health and social care workers
were in Category 2. However, unpaid carers were only placed in Category 6. In
contrast, in Northern Ireland, all carers were called to be vaccinated at the same
time.® Given the reliance of many Disabled people on unpaid carers, the DPO
consider that it should have been self-evident that unpaid carers be prioritised
throughout the UK.

1.4.COMMUNICATION: Linked to the issue of prioritisation is that of communication. The DPO’s

view is that there was insufficient accessible and targeted communication to allay fears
within Disabled communities regarding the issue of vaccine safety. Such communication is
likely to have been particularly important for individuals with learning disabilities, given
reports suggesting that some individuals were prevented from accessing vaccines by family
members and carers who did not trust vaccinations.'® Disabled people were more likely to
identify as being unlikely to receive a vaccine!*. The DPO consider that likely reasons for
this include lack of information about whether the vaccine was safe for Disabled people in
light of any long term health conditions or impairments and/or potential interactions with
medications that they may be taking. The DPO are keen to understand further any links
between low prioritisation, lack of communication and vaccine hesitancy within Disabled

communities.

1.5.QUESTIONS FOR THIS MODULE: It is important that the Inquiry understands why Disabled

people and particularly those with learning disabilities were consistently overlooked and
under-prioritised in relation to vaccine roll-out and communication. Those questions clearly

fall within this Module’s preliminary scope, which includes “the ethics of prioritisation

decisions and impact on particular groups”;*? “disparities in coverage and the causes of

disparities in coverage”;*® and “the interplay between the UK Covid-19 Vaccines roll-out

® Northern Ireland Department of Health Press Release 19 February 2021.

10 Rebecca Thomas, “Vulnerable people denied vaccines by ‘anti-vaxxer’ carers and families”, The Independent,
15 January 2022.

11 Office for National Statistics, Coronavirus and the social impacts on disabled people in Great Britain:
February 2021, 9 April 2021).
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https://www.independent.co.uk/news/health/vulnerable-people-vaccines-antivaxxer-b1990132.html
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/disability/articles/coronavirusandthesocialimpactsondisabledpeopleingreatbritain/february2021#:~:text=For%20both%20disabled%20and%20non,remained%20poorer%20in%20February%202021.
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/disability/articles/coronavirusandthesocialimpactsondisabledpeopleingreatbritain/february2021#:~:text=For%20both%20disabled%20and%20non,remained%20poorer%20in%20February%202021.

and pre-existing inequalities and structural discrimination.’* They are questions of

complexity where the Inquiry would be assisted by technical analysis and expert opinion.

1.6.ScopPe OF EXPERT REPORTS: The DPO therefore seek confirmation that the identified experts

for this Module will be asked to specifically consider the issues of vaccine prioritisation for
Disabled people (in particular, for those with learning disabilities), the timing of decisions
around prioritisation and communications around vaccine safety to Disabled people. With
regard to the issue of prioritisation and timings, the DPO submit that these are questions that
Professor Ben Kasstan-Dabush and Dr Tracey Chantler, already assisting the Inquiry on
vaccine roll-out and vaccine hesitancy (including the interplay between the UK Covid-19
Vaccines roll-out and pre-existing inequalities and structural discrimination), would be
particularly well-placed to address. Professor Heidi Larson would be well placed to address

the issues of communications regarding vaccine safety to Disabled people.
I1: REDACTIONS

2.1 PROCEDURAL MATTER: DPO note MPCAG’s submissions on the issue of Parliamentary
Privilege dated 10 April 2024 and the response at CTI note 8829-49. DPO do not make

substantive submissions on the issue of Parliamentary Privilege at this stage, but would refer
the Inquiry back to its submissions on Parliamentary Privilege in the M2 preliminary hearing

of 1 March 2023.2> DPO do however raise one procedural matter.

2.2 NoTICE: DPO note that in light of MPCAG’s submissions, “the Inquiry is now undertaking
a review of the examples given by MPCAG and will apply any redactions to the published
material where it considers necessary”®* The ‘examples’ given by MPCAG include
Disability Rights UK’s evidence that was before the Inquiry in Module 2.1 DPO therefore

seek confirmation that CPs will be notified of any proposed redactions and given an

opportunity to respond and file any addendum statements. It is respectfully submitted that

such notice is required as matter of fairness and proper participation.

14 I bid.

15 DPO Submissions M2 Preliminary Hearing 24 February 2023, p.14 §5.4
16 CTl note p.12 §41.

" MPCAG Submissions at p.8 §23.
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