MDS UK response to FAQs from NHS Cancer Programme 20/01/2022

Key point from FAQ doc from
NHS Cancer programme to
charities

Our findings

Our comments/questions

Around 1.3 million of these highest
risk patients are due to be contacted
from 20 December with information
on how they may be considered to
receive these treatments if they test
positive for COVID-19 by PCR

Most of our key volunteers who have MDS/CMML
— treated and untreated - have not received this
letter.

An MDS patient was advised by NHSE that
inclusion on the list is dependent on the correct
SNOMED code being on a patient’s health record.
As patients, we cannot find out what our SNOMED
code is or whether it is one which would trigger
this letter about Covid treatment?

Most of these key volunteers were identified as
immunosuppressed and offered a 3™ primary Covid vaccine.

If they were identified as immunosuppressed for this, why were
they not identified for Covid treatments?

Has the re-coding meant that some conditions were missed —
particularly those added after 21° Dec after the initial letter
should have been sent to patients?

Who decides on the SNOMED code and was this already on our
records re immunosuppressed status re vaccine eligibility?
What plans are there to re-code/ “catch up” all those patients
who may have been missed?

NHS Test & Trace are sending you a
PCR coronavirus test kit

Most of our key volunteers have not received this
test kit

People who did not receive the letter are not aware that they
should be receiving a kit

Call 119 for advice, selecting the
option for Test & Trace, if you have
not received a PCR test by 10 January
2022

119 call responders on at least 2 occasions had no
knowledge of this nor what action they should
take. They referred the callers to get a PCR test
online by stating that they had been asked to get
the test by a Health professional.

NHS Scotland advises people to obtain a priority
PCR test by (falsely) declaring that they are an
essential worker!

Again, people who did not receive the letter do not know about
the 10th January deadline. Very long calls -35 minutes+ and
complex set of options to get through.

119 staff do not seem to know about this and do not appear to
be able to action the request for a test kit.

Online request system for PCR test is complex for people
without IT confidence.

Patients are being advised of workarounds to the system —
when it is the system that seems to need revising.

If the PCR test shows that you have
got coronavirus, the NHS will contact
you within 24 hours to arrange a
telephone appointment with a health
professional. If you are not contacted
about treatment within 24 hours of
your positive PCR test result, please
contact your GP surgery or call 111.
They can make an urgent referral.

Some GP practices do not seem to be aware of
their part in this process. i.e. referral to the CMDU
(Covid-19 medicine delivery Unit).

People who have not received the letter do not know what they
should expect/do.

If treatment letter was not received, it seems unlikely,
therefore, that Test and Trace system will identify and set the
automatic treatment process going?

Contacting a GP practice these days can be well-nigh impossible
without hanging on the phone for long periods of time.

Can be costly for some people too. Not ideal if time is of the
essence.
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Other sources of NHS information
for patients, or issues

Our findings

Our comments/questions

NHSE Contact us

Very complex and time consuming to contact.
Staff assistance varies.

Patients report that their records ‘cannot be
accessed’ by staff to look up whether the correct
codes are applied.

Or ‘cannot locate’ records.

Staff end up requesting patients to re-contact GP
again.

Could NHSE staff liaise directly with GP staff to ensure the right
codes are used?

Currently the onus is on the patient to do the leg-work, in an
attempt to prove a known high-risk/vulnerable status.

NHSE Resolution Team

Not able to resolve some cases — struggling with a
highly complex and inflexible system.

Can/should the Resolution Team contact details be shared widely to
assist with the issues?

Clinician awareness of the NHSE
documents

(specifically interim report of the
24/12/21)

GPs not always aware of the NHSE updates.
Specifically, we heard that Gps were not aware of
the 24/12/21 Interim Report.

Informed patients are having to share the document
with GP practice managers.

GPs tell their patients the coding for being in the High risk Covid Group,
is correct — as far as they can tell — but if the NHSE decisions are not
shared sufficiently — the system fails.

Other cancer services

Delays on scheduling and obtaining vaccines are
impacting on elective cancer surgery for patients
who have both MDS and another cancer.

Some patients need the full protection of 4 doses
prior to any surgery — as they must sign a disclaimer
stating they risk contracting COVID while in hospital.

One MDS patient has bowel surgery (for cancer) scheduled — but
cannot obtain her 4" dose, as her vaccine records are inaccurate.
NOBODY in any of her health care teams is able to vaccinate her — she
has contacted her GP 5 times and being sent from pillar to post.
(NHSE Customer Centre ‘cannot access her records’).

Use of temporary vaccine locations

These interim locations may not get recorded by the
NHSE vaccine system/database

Leads to patients unable to prove they received a vaccine dose — and
means they are unable to book their remaining required vaccine.
Could NHSE please check the status of these interim vaccine locations
—and ensure data is included?

Conclusions

The NHSE vaccine recording system seems faulty: either not recording accurately, or not updated in time.
Clinicians and vaccination staff cannot assist. GP time is wasted, patients are worried, frustrated, and struggling
to obtain what they need, at a time when COVID-19 restrictions are being lifted.

Needs/solutions?

NHSE vaccine record system needs to be amended to allow clinicians to override the system.
Eligible patient lists need urgent review — and codes allocated to their records.
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Facebook poll in our MDS group (919 members) - conducted over last 2 days

Question

Responses

MDS UK Comments

3rd dose received as booster or primary
vaccine?

As a booster: 27

As primary vaccine: 25

A large proportion of issues stem from this situation — requiring
patients to convince/prove to their GP they need the 4th dose as
a booster

Many clearly eligible patients have NOT received any letter or
notification about 3/4" vaccine doses

4th dose status?

4th dose received: 19

Struggling to receive 4th dose: 15

4th dose issues?

Not aware of the need for 4th dose: 19

No issues receiving 4th dose: 17

GP not aware of 4th dose requirement: 8

GP confused between primary/booster status: 5
GP stating, they cannot give 4th dose: 4

Patient told they need the CEV letter: 2

Many GP’s have no knowledge of the NHSE scheme to offer 4t
doses for blood cancer patients — meaning they:

o refer back to hospital clinicians to get a formal eligibility
letter

e or claim the patient has had the required 3 vaccine doses (2
primary + 1 booster)

e orimply patient is confused — mixing up booster and primary

Vulnerable letter status?

YES, received by now: 36
Received but had to chase: 2
Not received: 5

Told not CEV: 1

Issue is still not resolved in some cases.
Some GPs are still none the wiser who constitutes a highly
vulnerable patient

As a reminder — this survey and comments are purely from fairly
well-informed patients.

PCR kit/antibody treatment letter
received?

Received letter: 16
NOT received: 20

Trying to obtain: 9

Again — this feedback is from patients who have been informed
by us.

Cannot comment on patients who are not connected to a
support group
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PCR kit received? Received PCR kit: 20

Waiting: 2

Not aware: 2
Aware of SNOMED code? YES, aware: 3 The SNOMED code arose purely from robust investigations by
frustrated and concerned patients — unprompted by us.

NOT aware: 57

COVID-19 infection? NOT infected: 36 The only reason the infection rate in MDS patients is low, is
because they have been living in fairly strict isolation.
YES: 2 —home treatment Families are split up in some cases - living almost separate

lives.

YES: 2 — hospital treatment

Patient quotes

The 4th dose vaccines and fast track access to antivirals are both great initiatives but become worthless if they are not effectively and universally
implemented. Having spent countless hours trying to sort issues out for myself I'm convinced the widespread problems with implementation are
bureaucratic rather than clinical failings. My consultant flagged up my need for a third primary and booster jab as soon as it was announced last
year, but | have had to struggle and argue to get this.

Yesterday | saw my consultant, who confirmed that all my SNOMED codes are correctly entered onto my medical records, but | have still not
received either a letter or the priority PCR test. As someone receiving systemic anti-cancer treatment (lenalidomide) | should have received this
even before guidance was amended on 24 December to include all MDS patients.

As we move into the ‘learning to live with the virus’ phase of COVID the care and support of the CEV becomes all the more critical.
Every time politicians big themselves up for the effective implementation of the vaccine programme they need to be reminded of this.

A huge thanks to MDS UK the thorough preparations in advance of meeting with NHSE’

‘It's mega stressful trying to sort out the issues with 4th vaccination, home PCR tests and the antiviral treatments, correcting SNOMED coding etc.

And | too have been greatly helped by reading posts from (fellow patients) .... thank you to all’

MDS UK -20/01/22



