
Susan Spence, Manager of the Welsh Renal
Clinical Network, chaired the event. Lee White,
Renal Pharmacist at Swansea Bay UHB, gave a
presentation outlining who would be eligible
for Covid-19 treatments, the different types of
treatment and how they can be accessed. We
were joined by Prof Chris Brown, Consultant
Renal Pharmacist at Swansea Bay UHB, and Mr
Mike Stephens, Consultant Transplant Surgeon
at the University Hospital of Wales, for a Q&A
session afterwards. The full summary and
recording of the webinar can be viewed at
http://kidneypatientconference.wales/

Vaccination remains the best form of defence
against Covid-19, which is 95% effective after
two doses for the general population, reducing
the number of people who have become
severely unwell and limiting the spread of the
virus. However, many of those with kidney
disease have found it less effective and
required an additional primary dose later in
2021 prior to a booster.

Treatments can be offered if in the last five
days you:

● Have a positive test (either lateral flow
test that has been reported, or PCR) AND

● Have symptoms of Covid-19

The eligible kidney conditions to access Covid-
19 treatments are:

● CKD stages 4 & 5 (eGFR <30ml/min)

● Kidney transplant recipients (including
failed transplants within past 12 months)

● Patients on immunosuppression for non-
transplant conditions

● Haemodialysis or peritoneal dialysis

Once you have received a positive lateral flow
test that has been reported or a PCR, you will
be contacted by a medical professional, who
will check if you have symptoms and when
they started, before offering you a treatment
most suitable to you.

There are two types of treatment:

Neutralising Monoclonal Antibodies
(nMAb) treatment is a one-off intravenous
infusion of antibodies which prevents the virus
taking hold. It can only be provided in a
clinical setting as you will need to be observed
for 30 minutes afterwards. The type of nMAb
currently in use is called Sotrovimab and can
be delivered during your usual in-centre
dialysis session by staff who are experienced
with dialysis access. If you are not an in-centre
haemodialysis patient, you will be booked into
your local infusion centre to receive this
treatment. Sotrivimab can reduce the need for
hospitalisation by ~85%. A different type of
nMAb called Ronapreve® was previously set to
be used but is much less effective against the
omicron variant of Covid-19.

Antivirals such
as Paxlovid®

are the first line
of treatment in
the general
population as

they are oral tablets delivered to the patient’s
home that do not need to be taken in a clinical
environment. A combination of two separate
tablets are taken twice daily for five days.
However, Paxlovid® has significant interactions
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Welcome to the latest edition of the Covid-19 Update Newsletter,
which focuses on treatment options for Covid-19. Here you will find
a summary of recent webinars and Q&A sessions, along with
information from the Welsh Government.

We hope you find the information of use, if you have any questions regarding
the content of this newsletter or would like to provide feedback on what we
can include in future issues, please contact any of the charities from the details
at the bottom of this newsletter.

Previous editions are also available online
www.kidneyresearchunit.wales/news.htm?id=94

We hope you enjoy reading this edition!

Covid-19 treatment options for
people with kidney disease
Kidney Care UK, Kidney Wales and Paul Popham Fund joined forces to host a
free webinar on 16th February for kidney patients, updating the community on
the latest information.



with certain medications and is not suitable
for a vast majority of kidney patients. People
with moderate kidney impairment can be given
a reduced dose, but it is not recommended for
those with severe kidney impairment or a
transplant.

Another antiviral,
Molnupiravir, is
an oral capsule
that has been in
use since
December 2021.
It has few drug
interactions and
is safe for kidney

patients, however is less effective against
omicron variants than nMAb and is the less
preferred choice.

A third antiviral available is an intravenous
infusion called Remdesivir, which is not
suitable for people with moderate to severe
kidney impairment. Partly due to the
unsuitability for kidney patients and the fact
that it needs to be administered over three
consecutive days, it is unlikely to be a
treatment used often.

In order to receive the appropriate treatment
as soon as possible, there are some actions
you can take:

● Isolate and take a test as soon as you
experience symptoms of Covid-19

● Register the result of your LFT either:

■ Online www.gov.uk/report-covid19-result
■ If you cannot use the online service, call

119 (free from mobiles and landlines).
Lines are open every day 7am to 11pm.
119 provides support in 200 languages.

■ SignVideo is a free online British Sign
Language (BSL) interpreter service for 119.

■ You can use the free Be My Eyes app to get
help from trained NHS Test and Trace staff.

Download the app, go to ‘Specialized Help’
and select ‘NHS Test & Trace’ in the ‘Personal
Health’ category.

● If your lateral flow test is negative, book a
PCR test as these are more sensitive at
detecting the virus

● Keep an up-to-date list of all your medications
to help determine which treatment is most
suitable to you during triage

● Expect a call following a positive test, the NHS
often calls from a withheld number which
some will avoid believing it’s a cold caller

What if I don’t receive a call?

All positive PCR tests are automatically
registered, but if you test positive using a
lateral flow test, you will need to register this
via one of the methods above.

Once the test has been registered you will be
contacted directly by a specialist (usually one of your
own kidney pharmacy team) to discuss if these new
treatments will benefit you. The treatment itself will
be delivered in your own Health Board area.

If for whatever reason you have not received
a call within 2 days of receiving a positive test
result that has been reported, it is suggested
that you call your Renal Team direct.

To listen to a full recording of the Webinar
copy this link into your browser:

Kidney Patient Conference Wales - Treatments
for Kidney Patients - YouTube

For further information on any of the
content in this article please contact any of
the charities detailed in this newsletter.

Children between 5 and 12 living with
an immunocompromised person are now
being invited to receive a Covid vaccine.
As vaccinated children can still contract
Covid and pass it on, are there any
benefits to vaccination considering that
children get a mild illness and are often
asymptomatic?

The Green Book, a guide to the latest
information on vaccines and vaccine
procedures, recommends that children aged 5-
11 years who are household contacts of
immunosuppressed individuals should be
offered two doses of the paediatric dose of
Pfizer BioNTech vaccine (this is a lower dose
than the adult dose). This has been carefully
considered by the Joint Committee on
Vaccination and Immunisation (JCVI). Although
children can have a milder illness when they
test positive for Covid-19, they are still able to
pass the virus on. We don't have strong data
on this but it is thought that vaccination will
reduce the chance of both contracting COVID
and also of passing it on, although it probably
doesn't eliminate it completely. Exactly how
much of difference it will make we just don't
know at the moment.

In regard to vaccines for children who
are immunosuppressed themselves, has
any additional advice been provided?

Whenever we offer a treatment we are always
weighing up the risks and benefits, in those
individuals who are higher risk the case for
vaccination is even stronger.

Are there any developments for renal
specific vaccines, is that actually
required?

As a renal population, we’re not expecting any
major changes to the way we offer vaccines to
Clinically Extremely Vulnerable (CEV) patients.
There are studies within people with kidney
disease that look at the effectiveness of the
vaccines, a lot of these trials are happening
within NHS Wales for people with transplants
and people on haemodialysis. We are looking
at our population’s own response to the
vaccine schedule and this will inform how we
go about vaccines in the future. While there is
not a specific vaccine for kidney patients, there
is plenty of information being gathered that
will inform our thinking within the community.

Is it likely that there will be further
primary doses or boosters for those in
the kidney community?

It is very likely that in the future we’ll need
further vaccines and it’s almost inevitable that
we’ll see further variants of the Covid-19 virus.
We don’t yet know what this will look like, but
we know that Pfizer are reformulating a
slightly different vaccine, it might be that in the
future we have something similar to the flu
vaccine which is polyvalent (targeting multiple
strains within the one vaccine) but at this
stage it’s a bit early to tell what that’s going to
look like. We can expect further vaccines going
forward but hopefully at more spread out
intervals than we’ve seen so far.

Given that restrictions around isolating
and testing are reducing in England,
possibly soon in Wales, is there any
guidance as to how long the CEV
population should continue to test for
Covid-19?

With restrictions easing we can fully appreciate
the anxiety that members of our community

are experiencing. Since shielding formally
ended the advice to CEV population has been
to take precautions but it is hard to weigh up
your personal risk. You need to test yourself for
Covid-19 before you can access treatment and
we’ve moved from PCR testing to lateral flow
testing which is an ever changing dialogue.
This is why we’ve created the animation and
will continue to updating it, to ensure that we
are providing the latest information to kidney
patients. If you are in the group of people
eligible for Covid-19 treatment it is important
that you continue to take tests to determine if
your symptoms are caused by Covid-19,
without a positive test you will not be able to
access treatment. If you test positive for Covid-
19 and are not contacted by NAVS you can
self-refer to the service or contact your renal
centre for support. A lot of the decisions on
national guidelines are made at a population
level and we won’t necessarily agree with the
approach that’s being taken, but these
decisions are out of our hands. What we’ll
have to do is observe how things progress over
the coming months and update people
accordingly. It is likely we’ll need more updates
such as this webinar going forward. There’s no
doubt that the situation is much more stable
now than it has been since the start of this
pandemic, it is much better controlled than it
has been before and the risk of getting
severely unwell if infected is now much
reduced. The situation is now better than it
was before, but it is still too early for us to say
we can now stop doing all that we have been
to protect ourselves. We may need to have
different strategies to protect our kidney
patients than what the general population is
having going forward.

Questions Raised at the Webinar



Given that timing is key, are there any
plans for treatments to be routinely
available at home as a “just in case”
pack should the need arise?

Some of the treatments have to be given in
a clinical setting unfortunately, due to some
rare but serious side effects that may
experience such as infusion reactions which
are like an allergic reaction. For belts and
braces, these need to be given by trained
staff in the hospital. The oral antivirals can
be taken at home but there is no guidance
at the moment that these should be given
as a “just in case” medicine or a delayed
prescription and you will only be eligible to
receive it if you have tested positive for
Covid-19 and have symptoms. NAVS was
set up in December 2021 and we’ve already
seen that treatments have moved on since,
what was first line treatment then is no
longer first line now. The situation has
progressed rapidly as to how the services
are given, capacity within renal services and
NAVS has improved since December and we
are able to get treatment to you quickly
through local infusion centres, dialysis
centres and sending oral antivirals through
Royal Mail. Access to treatment will be
readily available, so long as you get a test
and report the results as early as you can. A
clinician will always be involved in delivering
the treatment that is right for you at the
time you test positive, so having supplies of
medication at home may not be the best
approach and we need to ensure that a
supply is readily available for those who
have tested positive.

Is there any provision for people who
are hard of hearing and unable to
access treatment through the
telephone service mentioned?

If you cannot use the online service, call 119
(free from mobiles and landlines). Lines are
open every day 7am to 11pm. 119 provides
support in 200 languages.

SignVideo is a free online British Sign
Language (BSL) interpreter service for 119.

You can use the free Be My Eyes app to get
help from trained NHS Test and Trace staff.
Download the app, go to ‘Specialized Help’
and select ‘NHS Test & Trace’ in the
‘Personal Health’ category.

Report a COVID-19 rapid lateral flow test
result - GOV.UK (www.gov.uk)

What is the next step for those that
have not had a good antibody
response from the vaccines?

We would prefer to see some antibodies in
the blood of patients who have received
vaccinations or have had Covid-19 already,
because that means you are more protected
against having severe Covid-19 in the
future. There are other parts of the immune
system, we don’t just rely on antibodies and
it may well be the case that although your
blood test isn’t showing any sign of

antibodies you may still have some
protection in your blood against Covid-19. It
is not the end of the world if you haven’t
got any antibodies, but it is probably correct
that you are more vulnerable than someone
who does have antibodies, so it is
appropriate that you take more care
perhaps than the general population. It
seems to be the case that the more vaccines
you have, a small number of people will
respond better each time. We’ll see if there
will be further vaccines for people who have
haven’t developed antibodies so far. The
new treatments we’ve spoken about tonight
definitely add an extra safety net, they are
effective and will reduce the chance that
you get seriously unwell if you do get Covid-
19. As the rest of the population and the
people around us are developing immunity,
that will naturally mean that there will be
fewer viruses circulating and that will
provide all of us protection even if we don’t
have antibodies ourselves. The situation is
now better than it has been before and
there are reasons to be optimistic. We are
not routinely monitoring antibody response
in our kidney patients and it does not
inform our decisions on what treatment you
would get if you test positive.

Does this mean that antibody
response is not such an important
factor and prevention is more about
personal precautions?

There have been studies such as the Melody
study which was an at home test which
looked for antibody levels, but there are so
many factors that contribute to your risk. It
is quite hard to determine as an individual
but a cautious approach is best. Antibody
testing may form some of our armory in the
future but the difficulty is that we don’t
know what to do with this information and
it can create an awful amount of anxiety
amongst kidney patients. There are lots of
possibilities around how we could use
prophylactic antivirals which are currently
being trialed, whether or not we do routine
antibody testing, or whether none of these
are relevant because the virus has become
less aggressive as time goes by, which will
happen but is difficult to say exactly how
long we’ll have to wait. It is getting towards
the point where the general population are
no longer as anxious about contracting
Covid-19 but the kidney community are not
quite there yet. As time goes on we’ll learn
more about what these levels of antibodies
mean, but there’s no doubt at the moment
that a full primary dose of the vaccine
followed by a timely booster does provide
you with a significant level of protection and
we've seen that at ground level. It is
important that everyone takes up the offer
of a Covid-19 vaccine and receives all
necessary doses. We are now very fortunate
that those most at risk have timely access to
treatments

Your Questions
Answered
On the 25th of Jan 2022, Dr Mike
Stephens, Consultant Transplant Surgeon
at the University Hospital of Wales in
Cardiff, answered your questions relating
to the latest COVID treatments including
neutralising monoclonal antibodies.
You can view the full report and watch the live
recording here: – Kidney Wales We have
highlighted questions raised relating to the original
vaccine treatments and COVID-19 in general.

PCR tests are important, how do patients
get a hold of PCR tests?

Wales has not yet introduced home testing kits
unlike England where patients have a home PCR
test automatically sent to them. There are no plans
to change this in Wales, you can book a PCR test
very quickly, with results being back in 24hrs. The
new treatment does not need to be given within
the first 24hrs of testing positive, and can be given
after a positive lateral flow test has been recorded.

If I have Covid, will I need to ring the renal
unit straight away or wait until it becomes
worse?

It is important that you get take a lateral flow test,
or book a PCR test if you do not have access to
lateral flow. The teams should be picking up who is
positive, they are notified of every positive test.

Transplant patients are recognised as some of the
most vulnerable, the team goes through the list of
patients who have tested positive daily. If you are
concerned or want to update them yourself, please
give your kidney team a call and inform them that
you have tested positive.

Has the communication from the antiviral
team been more streamlined?

This has become a more streamlined process. In
the beginning, calls were being received by
patients who felt they were not given enough
information. This has been modified and a better
service is now in place with great pharmacists’
assistance.

Do the new treatments give us any more
freedom i.e., visiting large venues knowing
that if we catch Covid there is a safety net?
Also is this only available in the UK,
meaning that foreign travel is still not
advisable?

This is not the time to drop our guard. You should
still be sensible, especially for the next few months.
There has been a lot of research into this and as
time passes more treatments will become
available.



Kidney disease is common and affects 1 in 10
of the adult population, and can have huge
impact on families, carers and friends of people
living with kidney disease. As the population
ages, the number of people at risk of kidney
disease will continue to grow.

We feel it’s important that we act to make sure
that kidney disease is better understood and
that people living with this disease get the
care and support they need to live well, both
now and in the future.

The work of this group is vitally important and
we want to:

● Raise awareness of Kidney disease and its
treatments

● Support people who are affected by kidney
disease get the help they need to live the
best life that they can

● Be a trusted voice of people living with
kidney disease, families and carers

● Drive and champion better outcomes in
kidney disease prevention, treatment and
lifelong support for everyone affected.

The Welsh Renal Clinical Network (WRCN) are
the responsible commissioners for adult kidney
specialised services in Wales. The WRCN sets
standards and holistic care pathways for all
forms of kidney replacement treatments
(haemodialysis (HD), home HD, Peritoneal
dialysis, Transplantation, Vascular Access).
The chair of the Kidney patient representative
group will sit on the WRCN Board and
represent the voice of people living with kidney
disease when reviewing, planning and
developing kidney services in Wales.

This group is a credible voice of people living
with kidney disease and if you would like to be
involved and interested and require more
information please contact 
Jonathan Matthews:

Mobile: 07768266246
Email: Jonathan.matthews@wales.nhs.uk

We need you!

Alison Salter
Patient Representative Group member

’As many of you know, kidney disease often
involves a 'journey' over many years through
various forms of kidney treatments.

As service users, be we patients, family
members and/or carers, there is a clear
recognition and valuing of our experience,
knowledge and opinions from all services
providers. The PRG invites us to be an integral
part of the discussions, planning and
development of all Kidney Services across
Wales. 

Being a member is not a big commitment,
perhaps meeting 4-5 times per year.
Additionally, meetings have been virtual, so
you can be anywhere in Wales. I feel that the
mix of patients, family members and carers is

also important as we all experience services
differently and therefore have unique
contributions to make.

So far I have attended two very interesting
meetings. Although receiving kidney services
for some 20 years now, these two my
meetings have already deepened my
understanding and knowledge of different
services, and how they come together. Helping
to demystify some therapies for me and
alleviating some fears! There is also a focus on
helping kidney patients live as well as possible
with their kidney disease.

The group has been working on developing
some new wellbeing assessments for dialysis
patients. I have been able to feed into the
breadth of topics to be assessed and help
shape the 'user friendliness' of the format.
This feels like having an extremely responsive
service that is actively listening to those who
use it. How amazing is that!‘

Mair Clarke
Patient Representative Group member

’Firstly a big thank to the NHS, for me they
have been fantastic. But I also feel that things
could have been done differently and put to
me in a more understanding way. And its
because of this that I became a member of the
Patient representative group.

It has given me an opportunity to put forward
my lived experiences and how they affected
me as a renal patient. And with hindsight how
things could have been done better.

We are the experts when it comes to saying
how kidney disease effects us, our family and
friends. So lets use this group to shout it from
the roof tops so that future patients can have
an easier journey‘.  

For information & support

Team from Kidney Care UK
Head Office: 01420 541424
Wales Advocacy Officer: 01656 514776
E: Linzi.Isaac@kidneycareuk.org

Team from Kidney Wales
T: 02920 343940
E: team@kidneywales.cymru

Team from Paul Popham Fund 
T: 0333 2001 285
E: enquiries@paulpophamfund.co.uk

Kidney Patient Representative Group - what matters to patients

Kidney Patient Representative Group
The kidney patient representative group was launched in December 2021. The aim
of the group is to bring people living with kidney disease, their families/carers into
discussions around kidney care in Wales along with nurses, doctors and other
health care professionals.


