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Royal Devon

University Healthcare
NHS Foundation Trust

Rheumatology — Frequently Asked Questions

~
Other formats

If you need this leaflet in another format such as Braille, large print,
high contrast, British Sign Language or translated into another
language, contact the Patient Advice and Liaison Service:
e 01392 402093 (for Mid Devon, East Devon and Exeter services)
e 01271 314090 (for North Devon services)

L° rduh.pals@nhs.net

I Department contacts

Rheumatology advice line
Eastern services (formerly Royal Devon and Exeter NHS Foundation Trust)

01392 403502 or rduh.rheumatology-eastern@nhs.net

The phone line is open 10am — 12pm and 1.30 - 3.30pm, Monday to Friday (excluding
bank holidays), and the email mailbox is manned daily.

Northern services (formerly Northern Devon Healthcare NHS Trust)

01271 311571 or rduh.rheumatology-northern@nhs.net

The phone line is open 8.30am - 3.30pm, Monday to Friday (excluding bank holidays), and
the email mailbox is manned daily.

Please note this is not an emergency service, and can help only with the following
queries:

e Side effects from the medication prescribed for your rheumatology condition

o A flare of your symptoms that has not responded to your usual self-help treatments
and you would like further advice

e Areaction to an injection or infusion given within the rheumatology department

¢ If you have been specifically told by the Rheumatology team to report on your
progress.
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Your call or email will be answered by a member of our admin team, who will take all the
relevant details, before passing along to the clinical team for review/action. If your call is
not answered, please leave a message — these are collected daily.

If you sign up to the MY CARE app, the nursing team can send you a message directly
through this to answer your query raised through the advice line phone or email. Details on
how to sign up are on the Royal Devon website (search ‘my care’), or you can contact the
MY CARE Helpdesk via rduh.mycarehelp@nhs.net or via 01392 404664 Monday to
Friday, 8.30am - 4.30pm.

If your concern doesn’t meet the above criteria, it is unlikely that we will be able to offer the
support you're seeking through our advice line. We understand that this may be
disappointing, and we're really sorry that we may not be able to offer the specific support
you might be looking for. Please know that there are other helpful resources available to
you, and we hope these can provide the assistance you need:

e Your local pharmacist will be able to help with most medication queries
e Versus Arthritis www.versusarthritis.org
o See page 7 for more organisations / charities for support
e Your GP
e NHS 111.

Repeat prescriptions
Eastern services (formerly Royal Devon and Exeter NHS Foundation Trust)

You can email rduh.rheumatologyrepeatprescriptions@nhs.net or call on 01392 403502
for any prescriptions issued by the Rheumatology department. You will be made aware if
this applies to you.

Northern services (formerly Northern Devon Healthcare NHS Trust)

You should not need to contact the department for any repeat prescriptions, as these
should be delivered to you automatically by the homecare company when they are due.
The medication should be delivered within 7 - 10 days from when the prescription has
been approved. If a medication is due urgently, this can be requested by contacting the
Rheumatology department on 01271 311571 or via rduh.rheumatology-northern@nhs.net.

Rheumatology appointment line
Eastern services (formerly Royal Devon and Exeter NHS Foundation Trust)

01392 403502, and select the option for either outpatient appointments or infusion
appointments, open 8am - 4.30pm, Monday to Friday (excluding bank holidays)

Northern services (formerly Northern Devon Healthcare NHS Trust)

01271 311571, open 8.30am - 3.30pm, Monday to Friday (excluding bank holidays)
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What are the common side effects of biologics / disease-
modifying anti-rheumatic drugs (DMARDs)?

Most people do not experience side effects from DMARD medications. Mild side effects
usually settle as your body becomes accustomed to the new medication after a few days.
Possible side effects will be listed on the drug information table in your nurse counselling
letter, can be found in the versus arthritis leaflet, or alternatively there should be a drug
information leaflet in the medication box.

Managing mild side effects from DMARDs often involves supportive treatments, dose
adjustments, lifestyle changes, or temporary medication pauses.

If you experience side effects that do not settle or you find intolerable, then please stop
the medications and contact the Rheumatology advice line (see page 1 for contact
details). Sometimes it can be worth re-trialling the medications again after a couple of days
to see if things have settled. If you are unable to continue your medications then please
stop them and let us know so we can review. Sometimes medications can be given at a
lower dose until you are used to them.

How do | order a repeat prescription of my medication?

For biologic medications, see page 4.

You will be advised at your drug counselling appointment how you will access repeat
prescriptions of your medications.

Eastern services (formerly Royal Devon and Exeter NHS Foundation Trust)

There are certain medications that must be prescribed by the Rheumatology department
for you to collect from your local Boots pharmacy. You will be made aware if this applies to
you. To request a repeat prescription of your rheumatology medication, please contact us
via rduh.rheumatologyrepeatprescriptions@nhs.net. Tell us the name of the drug you are
requesting, whether or not you need a replacement sharps bin, and which designated
Boots pharmacy you wish to collect your prescription from.

Northern services (formerly Northern Devon Healthcare NHS Trust)

You should not need to contact the department for any repeat prescriptions, as these
should be delivered to you automatically by the homecare company when they are due.
The medication should be delivered within 7 - 10 days from when the prescription has
been approved. If a medication is due urgently, this can be requested by contacting the
Rheumatology department on 01271 311571 or via rduh.rheumatology-northern@nhs.net.

I’m starting a biologic therapy; how do | get my medication?

You will be advised to have your pneumonia vaccine before starting the medication.
Please make an appointment with the practice nurse at your GP surgery as soon as you
are able.

The medication will be delivered to you directly by the homecare provider. You will receive
a phone call from the home care company in approximately 2 - 3 weeks’ time. The
homecare provider will arrange a delivery day that is convenient for you. On the evening
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before the delivery day, you will receive a notification with a two-hour delivery slot window.
Please note that someone will need to sign for the delivery, it cannot be left outside and
will need to be placed immediately in the fridge. It is possible for the delivery address to be
a work address, or an assigned neighbour or relative, who must also sign for the delivery
on your behalf. If daytime deliveries during the week are problematic for you, then it is
possible to arrange a delivery on a Saturday morning (before 1pm), however this is not
offered as standard. Homecare providers do not deliver on Sundays.

The Rheumatology department will continue to manage the prescription for this
medication. This should happen without the need for you to make a prescription request.
However, should you find that you are down to a two-week supply of your biologic
and have not heard from the homecare company regarding your next delivery, please
contact the company directly on the number below. You can also contact the
Rheumatology department directly via the Rheumatology advice line (see page 1 for
contact details). Additionally, you can contact the Homecare team within the Hospital on
01329 402411.

Delivery companies
Sciensus:
0333 1039 499

LloydsPharmacy:
0345 263 6119

HealthNet:
0800 083 3060

What do | do if my disease flares?

It is normal to experience occasional flares in your condition, these usually settle within 7 -
10 days without changes to your treatment. Managing a flare at home involves reducing
inflammation, easing pain, and minimising joint stress until the flare subsides.

e Take over the counter painkillers, i.e. paracetamol and anti-inflammatory
medications such as ibuprofen (if you are able to take them)

e Reduce physical activity and avoid overusing the painful joint(s)
e Use splints or braces if previously recommended

e Try gentle movement and light range-of-motion exercises to keep joints from
stiffening. Avoid high-impact or intense activity during a flare.

¢ Never increase your dose of prescription DMARDs or steroids without medical
advice.

In some cases, where symptoms do not improve, you may need to be reviewed by a
specialist or your GP to discuss treatment options. This can include short-term
management with steroids like prednisolone, or if your flares are persistent/occur on a
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regular basis, you may need your treatment plan revisited. If you have a flare of a single
joint, a steroid injection may be offered to give relief.

If you are having a flare of your symptoms that has not responded to your usual self-
help treatments and you would like further advice, you can contact the Rheumatology
advice line (see page 1 for contact details).

Should | stop my biologic / disease-modifying anti-rheumatic
drug (DMARD) if | am unwell?

For patients taking methotrexate, leflunomide, mycophenolate, azathioprine or any biologic
medication; if you feel unwell due to a bacterial or viral infection, or are taking oral
antibiotics or antiviral medication, you should withhold your above medication until you are
well or have completed antibiotics or antiviral medications. You can continue to take your
DMARD medications if you have a cold for example that does not require medical
treatment.

What blood tests should | have when taking biologics /
disease-modifying anti-rheumatic drugs (DMARDs)?

Regular blood tests are important, particularly in the early stages of taking some DMARDs.
These tests help ensure the medication is working effectively and safely. Monitoring
typically includes checking blood cell counts, liver and kidney function, and signs of
infection or inflammation. Routine testing allows your healthcare provider to detect
potential side effects early and adjust treatment if needed, reducing the risk of
complications.

The frequency of the blood tests that you will need will be written in the letter from your
doctor or specialist nurse at the point you start the medication.

Which vaccinations are safe for me to have with my
medications?

We may recommend that you have the yearly flu vaccine and the COVID-19 vaccine. If
you are due to be treated with rituximab, then your flu vaccination should ideally be no less
than four weeks before your next infusion.

Patients receiving biologics therapy should not receive live vaccinations. This information
will be within your medication information booklet. Examples of some live vaccines are:
yellow fever, MMR, and live shingles (also known as “Zostavax”). There is a non-live
shingles vaccine (called “Shingrix”) that is available via primary care and is safe to take on
these medications.

If you are unsure on whether or not to have a vaccination, check with your travel clinic or
Rheumatology nurse first by calling the Rheumatology advice line (see page 1 for contact
details).

[
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What do | do if | come into contact with someone who has
chicken pox / shingles, or get chicken pox / shingles myself?

If you have previously had chicken pox (usually as a child) and come into contact with
someone who has either shingles or chicken pox, you will not need to take any action.

If you catch chicken pox as an adult for the first time or develop shingles then you should
contact your GP for anti-viral treatment.

Can | take my injectable biologic medicine on holiday with me?

It is possible to travel (either abroad or within the UK) with your medicine, but you will need
to plan ahead. If using an airline, ask the company in advance whether you can carry your
medicine in your hand luggage (do not place your medicine in any checked in luggage as
the baggage area is too cold).

You should carry documentation with you to explain why you need to take the medicine
with you. You can ask the home delivery company to provide you with a letter for this
purpose and we recommend taking your most recent clinic letter with you. You can also
call us (contact details on page 1) if you are struggling to get the suitable letter. Please
make sure that you allow enough time between letting us know and us being able to post
the letter to you before you travel.

As a general rule, all injectable biologic medicines should be stored in a refrigerator at
temperatures between 2 - 8°C. Specific advice for the medication you have been
prescribed regarding acceptable amounts of time for it to be left out of the fridge will have
been discussed with you at your drug counselling appointment. Please refer to the letter
from this appointment with this information.

Suitable cold travel packs can be obtained from online stores and you can contact your
homecare service for more advice on suitable travel packs. Home care services can
sometimes provide such packs.

Please let us know well in advance if you are planning to travel and need sufficient
supplies of medication.

My sharps bin is full; how do | arrange for this to be collected?

Sharps bins cannot be collected by your normal waste collection.

If your medications are delivered to your home via a homecare company, they can collect
your full sharps bin when they make your next delivery. You should contact the homecare
company if you require further sharps bins.

If you collect your medications from your local Boots pharmacy, you will need to arrange a
sharps bin collection yourself by contacting your local council using the details below, or
you can return your sharps bin to the Rheumatology Department.

[
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Sharps bin collections

Local council

Contact

Torbay Council

01803 701310
Online form:
www.torbay.gov.uk/recycling/clinical-collections/

Teignbridge District
Council

01626 361101
Online form:

www.teignbridge.gov.uk/recycling-and-waste/special-
collections/sharps-and-clinical-waste-collections/request-a-
sharps-collection-service/

South Hams 01803 861234

District Council

Exeter City Council | 01392 277888
Online form:

exeter.gov.uk/bins-and-recycling/special-collections/sharps-
and-clinical-waste/request-sharps-box-delivery-or-collections/

East Devon District
Council

01395 571515
Online form:

https://eddc-
self.achieveservice.com/service/Request_a_clinical_collection

Mid Devon District
Council

01884 255255
Online form:

www.middevon.gov.uk/residents/recycling-rubbish/clinical-
waste/

Borough Council

North Devon 01579 342212
District Council

Torridge District 01237 428734
Council

West Devon 01822 813600

Online Form
https://westdevon.fccenvironment.co.uk/healthcarewaste

Plymouth City
Council

01752 668000
Online form:
www.plymouth.gov.uk/sharps-and-infectious-waste-collection
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When is my next Rheumatology appointment?

Please refer to your last clinic letter for details on when your next appointment has been
requested for. Please note that we currently have more patients waiting for appointments
than appointments available, however we do try to prioritise patients in greatest need —
this includes:

e Patients experiencing a persistent flare that has not responded to usual self-help
treatments, and who have contacted the Rheumatology advice line (see page 1 for
contact details)

e Patients who have contacted their GP and the GP has written to the Rheumatology
department requesting for an appointment to be expedited

e Patients who have recently started a new medication, or who have uncontrolled
disease and need to be reviewed within the next four months.

I What should | do if I’'m having surgery?

If you are on biologics therapy, you should inform your surgeon. Minor procedures often do
not require you to stop your medication. Some surgical procedures will require a brief
interruption to your biologics treatment. Your surgeon or rheumatologist can advise you
when and for how long you should withhold your treatment. Re-commencement of
treatment can usually start when the wound is fully healed and there are no signs of
infection. Contact the team via the Rheumatology advice line (see contact details on page
1) for info as required.

Treatment with methotrexate, leflunomide, sulfasalazine, hydroxychloroquine, azathioprine
and mycophenolate can continue and should not have to be stopped.

I Further support

Arthritis-UK Osteoarthritis

www.arthritis-uk.org www.goodboost.org

Tel: 0800 5200 520 (open Monday to https://escape-pain.org/

Friday, 9am - 6pm)

NASS (National Axial PAPAA - Positive approach to
Spondyloarthritis society) Psoriasis and Psoriatic arthritis
WWW.Nass.co.uk wWww.papaa.org

Tel: 020 8741 1515 (open Monday to
Friday, 9am - 12pm)

National Rheumatoid Arthritis BSSA - Sjogren’s Syndrome Exeter
Society Group

www.nras.org.uk www.bssa.uk.net

Tel: 0800 298 7650 (open Monday to 0121 478 1133

Friday, 9.30am - 4.30pm)
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Vasculitis UK Royal Osteoporosis Society
www.vasculitis.org.uk https://theros.org.uk
Scleroderma and Raynaud’s UK LUPUS UK

WWW.Sruk.co.uk www.lupusuk.org.uk

Chronic widespread pain /
fibromyalgia

Tame the beast
www.tamethebeast.org

Live well with pain
www.livewellwithpain.co.uk

(PALS h

The Patient Advice and Liaison Service (PALS) ensures that the NHS listens to patients,
relatives, carers and friends, answers questions and resolves concerns as quickly as
possible. If you have a query or concern, please contact PALS:

e 01392 402093 (for Mid Devon, East Devon and Exeter services)

e 01271 314090 (for North Devon services)

e rduh.pals@nhs.net

Have your say

Royal Devon University Healthcare NHS Foundation Trust aims to provide high quality
services. However, please tell us when something could be improved. If you have a
comment or compliment about a service or treatment, please raise your comments with a
member of staff or the PALS team in the first instance.

You can also share your feedback on the Care Opinion website at
www.careopinion.org.uk or freephone 0800 122 3135.

Scan the QR code to visit the Care Opinion website -

_ )

Royal Devon University Healthcare NHS Foundation Trust
www.royaldevon.nhs.uk

The Trust cannot accept any responsibility for the accuracy of the information given if the
leaflet is not used by Royal Devon staff undertaking procedures at the Royal Devon sites
or in community settings.

© Royal Devon University Healthcare NHS Foundation Trust
This leaflet was designed by the Graphics Department.
www.royaldevon.nhs.uk/get-in-touch
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