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Section 4: General and infection screening
If malignancy or infections identified, specify these. 

Malignancy:

Type:

Date of diagnosis:

Review following initial screening for treatment criteria

Infections: Type:

Date of last infective episode:

Treatment:

Consent guidance Yes

Has the patient been fully informed about treatment?

Has the patient had an opportunity to ask questions?

Has the patient been provided with written information?

Has the patient given informed consent to treatment and information being shared with the BSR Biologics Register 
if required?

Has consent been documented in the patient’s notes?

Local trust consent policy completed if required?

Are all the pre-treatment screening tests completed?

If appropriate, has the patient been prescribed MTX?

If required, has the BSR Biologics Register data been collected? 
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Flow algorithm for patients receiving
intravenous biologic therapy

Appendix 2 

Use in conjunction with guidance section, page 9

NO

Observations unsatisfactory or infection present.
Review with prescribing physician.

• Pre-assessment for treatment done.

• Prior to infusion: is the patient fit?

If deemed fit, continue on
infusion pathway.

If not fit, treat and rearrange
date for infusion if appropriate.

Administer prophylactic
treatment prior to infusion.

See information for each
drug/local policy.

1. Mild infusion reaction – fever, chills,
pruritus. Slow down rate of infusion and
consider giving PRN medications.

3. Severe reaction – anaphylactic reaction.
Stop infusion. Treatment as for moderate
reaction. Administer IV hydrocortisone, IV
piriton. Resuscitation equipment if
needed.

2. Moderate reaction – chest pain,
hypertension, hypotension and/or
dyspnoea. Stop infusion.

Alert physician. Administer intramuscular
adrenaline as per trust policy. Review with
physician. Restart infusion after 20
minutes slow down the rate of infusion.

START INFUSION

Observations as recommended on page 9. 

Use infusion pump and filter if
recommended.

Previous reaction?

Adverse event.

Review with physician.

Ensure prophylactic
drugs prescribed.

Further reaction
or unable to

tolerate. 

Infusion completed, no
further adverse event
Follow post infusion

care and advice as on
page 9.

No adverse events.

Observations
satisfactory.

Continue infusion, repeat
recommended observations.

Continue infusion and
recommended observations
until complete. Follow post

infusion care and advice as on
page 9.

NO

NO

YES

YES

YES

Observations satisfactory. 
No signs or symptoms of infection.

Is this the first treatment?



The BSRBR is the largest prospective register of
rheumatology patients receiving anti-TNFα therapy in
the world, and at the time of publication had registered
over 15,500 patients. The BSRBR is a valuable and on-
going observational research study for adults treated
with biologic therapies. The data collected from this
registry has provided vital early evidence of the clinical
experience of treating people with biologic therapies
against a control group receiving traditional DMARD
drugs.

Although randomised controlled trials have
demonstrated the efficacy of many biologic therapies,
BSRBR observational data will provide invaluable
evidence over the long term (10 years) based upon
experience in routine clinical practice. Importantly, the
register has been designed to monitor the long-term
safety profile of these agents. The register is a unique
collaboration between the University of Manchester, the
BSR (a medical professionals’ society) and the
pharmaceutical industry. All consultant rheumatologists
in the UK who prescribed anti-TNFα therapy
participate in the register, supported by nurses and
other health practitioners. Health care professionals and
patients are required to complete questionnaires on a
regular basis. Professionals complete clinical
questionnaires to report changes in health status or new
investigations, while patients are requested to complete
a number of patient-reported outcomes and a patient
diary. 

The BSRBR tracks the progress of patients with severe
RA and other rheumatic conditions being treated with
anti-TNFα therapies (adalimumab, etanercept and
infliximab) and rituximab for RA and AS. The register
no longer requires new patients to be registered who
have RA, AS or PsA and are being treated with
adalimumab, etanercept or infliximab. However, the
rituximab registry is recruiting for RA. 

Registration criteria and assessments required will vary
depending on the condition, recruitment timeframes
and new therapies being included on the register. For
the most up to date information on data collection
requirements, and for access to tools to assess patients
for the register refer to:
www.medicine.manchester.ac.uk/epidemiology). 
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The British Society of Rheumatology
Biologics Register (BSRBR)

Appendix 3 



Modified from guidelines developed for the treatment
and monitoring of MTX therapy by the University
Hospital Birmingham NHS Foundation Trust, with kind
permission.

You will find additional resources, such as guidance on
self-administration of subcutaneous MTX and
supporting protocols/guidelines, at the RCN
Rheumatology Forum website:
www.rcn.org.uk/rheumatology. 

Refer to Part 1,Section 1, Screening, page 5 for guidance
on issues of consent. 

Review of clinical practice and skills
A lead nurse in the rheumatology team should maintain
a list of registered rheumatology nurses who are
competent in training patients to self administer. The
lead nurse must ensure that relevant audits are
undertaken to check adherence to the protocol with
support of the clinical governance department. The
audit will be undertaken in accordance with the review
date documented on local policies or guidelines. 

Clinical incident reporting and
management 
Any untoward incidents and near misses should be
reported using an incident report, and dealt with by the
appropriate management team. The risk management
team must be notified by telephone of any serious
untoward incidents.

Planning care
The aim for the nurses trained to educate patients is to
enable the patient to become competent in self
administering a subcutaneous injection, so that they
can become independent and able to inject themselves
at home. In some cases patients may nominate a
partner, carer or parent to administer the injections for

them. Once the patient or carer is competent and stable,
you can arrange delivery of the equipment and drug
therapy to the patient’s home through the home care
service or directly from the rheumatology department.

Patients and carers will need training to ensure safe
storage, handling and administration of biologic
therapies (Dougherty et al., 2005). Guidance must
include handling and storage of the drugs, as well as
injection technique principles such as rigorous hygiene
and safety procedures in using medications and the
equipment used for injection.

Patients/carers should receive verbal and written
information specifically developed to support the
training programme, as well as medication information
sheets such as those produced by arc. A biologic alert
card should be provided to every patient. These can be
obtained from the arc website (www.arc.org.uk) but are
usually also provided in the patient information packs
produced by the pharmaceutical companies
manufacturing the therapy. 

Following the training programme, you should also
provide appropriate follow up and telephone support
(NMC, 2007). Patients must be advised that they will
require regular monitoring and review to ensure they
are achieving treatment benefit. Blood monitoring is
carried out in accordance with the hospital’s monitoring
protocols. 

Flexibility in level of training

Practitioners need to be flexible in their training methods
according to the patient and carers’ learning needs, and
after discussion and assessment of their competence in
administration techniques. You should agree a training
package with the patient/carer. Some patients/carers will
require a greater number of practice sessions, and you
will need to tailor the level of supervision you give before
the patient is confident and competent.
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Training patients to self administer
subcutaneous biologic therapies: 
a framework for registered 
rheumatology nurses

Appendix 4 



In many cases patients with inflammatory joint disease
will already be competent in subcutaneous injections as
they will have been self administering MTX (a cytotoxic
therapy) or for other co-morbidities such as
osteoporosis. In a very small number of adult cases,
patients are unable to self administer their treatment. In
these circumstances, and if the patient consents, a carer
can be taught to administer the injection. 

Home care services

Home care services are available for many patients
receiving subcutaneous biologic therapies, provided by
the pharmaceutical companies which produce the
drugs. This community support can include provision
of nurses competent to train patients at home, as well as
delivery of the drugs and collection of sharps boxes and
clinical waste. Home care services such as these do not
incur any additional charges for VAT on the cost of the
drugs. It will be at the discretion of the rheumatology
department with reference to local trust policy and with
the support of the pharmacy department, to decide on
the package of care most appropriate for the individual
patient. 

Note that training videos/DVDs are available from the
pharmaceutical companies to support your training
programme.

In many cases, however, and depending upon local
provision, patients may elect to be trained to self
administer their subcutaneous biologic therapy
supported by their usual team from the rheumatology
department.

For subcutaneous treatment to go ahead 

1. A specialist with appropriate prescribing
qualifications who can prescribe an anti-TNFα
therapy must be available. Other biologic therapies
may need to be prescribed by a medical specialist in
the field. Refer to the SPC and where appropriate any
regulatory guidance documents (such as NICE). 

2. A registered rheumatology nurse should assess the
patient’s/carer’s understanding of the process by
discussing the training programme with them (see
more detail below).

3. The patient must fulfil the treatment criteria.

4. To receive a programme of tuition for self/carer
injection of subcutaneous therapies at home, you
must have assessed the patient/carer to ensure they:

� are aware of the reason for treatment

� have the ability and the willingness to administer
injections

� understand storage, equipment and handling
conditions (see patient training package, page 49, 
for detail)

� understand what to do when experiencing side
effects

� understand the importance of attendance for
monitoring. 

Contraindications for patient self administration

1. The patient declines treatment/the training
programme.

2. Patients and carers:

� are unable to administer the injection because of
poor dexterity as indicated in a practical
demonstration to the rheumatology nurse, and if
they do not elect to have a carer to administer
treatment instead

� show poor concordance with attendance and
monitoring 

� are unable to safely store the injections at home or
are unable to demonstrate an understanding of the
need for safe storage

� demonstrate a lack of understanding of the safety
and self care requirements.

3. If, in your professional opinion as a registered
rheumatology nurse, you consider the patient’s
condition requires that the injection should not be
administered (for example, skin rashes, infection,
neutropenia, leucopenia, thrombocytopenia,
abnormal liver function tests, pregnancy, breast-
feeding and planning to conceive). In these cases,
seek a medical opinion.

The patient must be referred for a medical opinion if
they:

1. develop a new health problem or an existing health
problem requires medical supervision

2. have poorly controlled side effects or develop
toxicity to their treatment

3. have evidence of developing a blood dyscrasia 

4. have failed to respond to treatment and there is
evidence of disease progression.
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Continuing management

On completion of the training programme and when the
patient/carer has demonstrated competence in all
aspects of administration, you should inform them of
the follow-up arrangements. If a home care company is
taking over delivering the treatment, the home care
service should be notified and informed of the patient’s
progress. The patient must be provided with the
necessary equipment by the department or the home
care company.

Patient training package to self
administer subcutaneous
biologic therapies

Introduction
Self management is a pivotal aspect of health policy for
individuals with long term conditions, encouraging
patients to actively manage their own treatment regimes
including administering their own subcutaneous
injections in a similar way to patients injecting insulin.
Self-administration of therapies also can improve
patient choice and reduce the need to attend hospital
appointments and reduce reliance on the health care
system. In addition, it allows the patient to pursue their
normal activities of daily living without the disruption
of attending a health centre or clinic to receive
treatment. The framework outlined is a guide to enable
practitioners to instigate a programme of patient self-
administration of subcutaneous biologic therapies. 

This patient training package is published as part of,
and should be used with, the Royal College of Nursing
(2009) Assessing, managing and monitoring biologic
therapies for inflammatory arthritis: Guidance for
rheumatology practitioners, which looks in detail at the
total care of patients receiving biologic therapies. It may
also be helpful to refer to Administering subcutaneous
methotrexate for inflammatory arthritis published by
the RCN (2004). 

The expertise of the specialist practitioner is to
recognise and provide support in administering the
most appropriate treatment for each individual patient.
Patient preference for a specific treatment option will
vary depending on a number of factors, including:

� the patient’s medical history and functional ability

� social factors 

� psychological aspects of treatment options.

For more detailed information on all subcutaneous
biologic therapies refer to their SPC and to the research
evidence set out in the reference section of the main
RCN guidance. 

Criteria for patient selection
To select patients and carers for self-administration of
subcutaneous injections, you must ensure that the
patient:

� fulfils the criteria for treatment of biologic
therapies* 

� consents to taking part in the educational
programme 

� gives their consent to treatment and to self-
administration of the drug (or administration by
nominated carer).

and that the patient or nominated carer:

� is willing to administer injections

� has the ability to administer injections 

� has the ability to store syringes/drugs safely
(including keeping equipment and drugs locked
away from children) and transport injections

� understands the conditions of handling all the
equipment and how to deal with spillage, disposal of
sharps and waste while at home

� can be provided with an effective and safe method of
collection and disposal of the drug and equipment

� understands the factors to consider, and action to
take, when experiencing side effects

� understands the importance of attendance for
follow-up and monitoring. 

Reasons for exclusion
� You, as a registered practitioner, believe the patient’s

condition necessitates withholding treatment. In
this circumstance, you should refer the patient to the
prescribing consultant rheumatologist.

� The patient is unable to adhere to any of the
eligibility criteria.

If the patient fails in any of the treatment criteria, you
should liaise with the prescribing consultant and patient
to plan their treatment options.

* For more details of general screening and eligibility
criteria see Part 1, Section 1 of the main RCN guidance. 
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Procedure
� A prescribing specialist formally requests and

prescribes the initial treatment, stating dose and
route of administration. 

� The patient meets the eligibility criteria to be
trained in self administration set out above, and
completes the training programme.

� Once the patient has successfully completed the
programme, a letter is sent to the patient’s general
practitioner.

� The patient is given access to a telephone advice line
service and emergency contact number.

� If the patient/carer fails to meet the requirements for
self-administration, the specialist practitioner will
liaise with the prescribing rheumatologist to plan an
alternative for the patient’s care. 

The training programme documentation
The documentation provided to nurses delivering
training should include:

Planning, training for, and delivering care (see below)

References

Plus: 

Education package for patients and carers

Form: Requirements for home administration of
subcutaneous biologic therapies

Patient agreement form for home administration of
subcutaneous biologic therapies

Check list: Requirements for home administration of
subcutaneous biologic therapies

Patient consent form

Evidence of supervised practice by patient

Planning, training for and
delivering care

Outline of care 
The consultant rheumatologist or specialist practitioner
will undertake a medical examination of the patient
prior to treatment and will ensure that they meet the
eligibility criteria for treatment according to the BSR
and relevant NICE criteria for treatment with biologic
therapies. In cases where the patient fails treatment
criteria but there are specific circumstances deemed

necessary by the prescribing physician a specific request
for funding will need to be sanctioned by the
commissioner/funder who will determine whether to
fund the treatment. Such procedures need to be clearly
documented in the notes. 

Eligible patients who wish to proceed with the
treatment may then commence the educational
programme. The specialist team should write formally
to the patient’s general practitioner requesting support
for the monitoring of treatment, subject to the patient
completing a successful educational programme.
Depending upon local service provision, the specialist
team may be responsible for ongoing management or
this may be shared with General Practitioners with a
Special Interest or an advanced specialist nurse
practitioner. Current service innovations may result in
different management approaches in providing on-
going support. The nurse/practitioner should advise the
patient on follow-up care and ensure that the patient is
aware of the treatment plan, including details of the first
point of contact in case of any queries or problems. 

Support for patients at home 
These specific home care packages will require co-
ordination with the specialist nurse team instigating
biologic treatments. See Home care services on page 48.

Planning care
Your aim is to ensure the patient can become competent
in the self-administration of subcutaneous injections, in
their own home. Once the patient (or carer) is
competent and stable, either you or the health care
organisation providing training within the community
setting, can arrange delivery of treatment and
equipment to their home. If you wish to instigate the
patient’s training programme within your specialist
unit, you must ensure adequate continuity of care by
ensuring adequate provision for delivery of the drug
therapy and equipment. This may mean transferring
ongoing deliveries to a health care organisation charged
to provide this service within the community. 

The role of nurses in continuity of care include:

� providing education

� obtaining informed consent as and when required
for treatments or change in treatments

� assessing, administering and providing regular
follow-up care (including blood monitoring) and
screening for any adverse effects of treatment

� data collection and completion of information for
the Biologics Register where required
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� telephone advice line support and ongoing
monitoring and disease assessment (RCN, 2006). 

Training the patient or carer
Training of patients should be supported by an
educational training package for the patient, and where
appropriate allow the patient to review the different
administration packs so they can compare for
preference in injecting.

The number of practice sessions which need
supervision will vary for individual patients. You should
take into account the patient and carer’s learning needs
after discussion and assessment of their competence in
technique. This will be based upon a mutually agreed
educational package provided to the patient. The
number of training sessions to achieve competency will
be determined by you and the patient and will vary
from patient to patient and choice of drug delivery
system. 

Ongoing management
Upon completion of a satisfactory training programme,
you should liaise with the home care organisation to
ensure they are adequately informed of the patient’s
progress.

The patient must have the following equipment: 

� a cool bag for collection of auto-injector, vial or pre-
filled syringes (for patients collecting their
medication)

� sharps disposal bin 

� mediswabs

� cotton wool balls

� plasters.

The patient should be provided with: 

� the date and time of their next blood test and
outpatient appointment

� advice on telephone contact (telephone advice line
and/or general practitioner services). For standards
of telephone support refer to the RCN guidance on
the use of telephone advice line services for long
term conditions (2006).

The pharmaceutical industry constantly strive to
improve the administration of the biologic therapy by
introducing modifications or new delivery devices, such
as introducing pre-filled syringes or auto-injectors.
Patients who are stable on a biologic drug who are
changing from one injection device to another should

be offered additional support and training (Hiley et al.,
2008).

Patients who travel may also request a letter (from the
specialist team or independent organisation who
provide medications to them at home) to confirm the
need to carry needles and syringes with them whilst
travelling abroad. It is useful to develop a template that
can be used for such circumstances. 

Suggested training materials for self administration of
biologic therapies are set out on page 52.

For additional information/guidance and pictures to
show your patients, refer to RCN Subcutaneous
methotrexate guidelines, (2004). 
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Rheumatology department:

Patient’s name:

Make sure that these instructions are always nearby in
case you have any queries or problems. 

Remember that you can telephone the rheumatology
specialist nurse on their advice line number.

Advice line telephone number: 

An answerphone service will record calls whilst the
nurses are in clinic. A nurse will return your call as soon
as possible. 

If the problem is more urgent, or it is out of normal
working hours, please telephone your own doctor. If the
health centre is closed there will be advice to tell you
how to access help out of hours. 

Your doctor’s number:

Equipment

There are a number of different methods that can be
used to help you give yourself an injection. The package
containing your treatment will come with either:

� syringes or needles for your injection, together with
small glass vials containing the medication you have
been prescribed 

� a pre-filled syringe or pre-filled pen that contains
your medication, or

� an auto-injector.

You must store this medication in the fridge, whatever
type of equipment it comes in. Along with your
medication, you will be sent detailed information about
how to store it. Please read this information carefully. If
you have queries, contact your specialist
nurse/practitioner or the company responsible for
delivering your injections to you at home. 

The package usually contains:

� alcohol wipes

� cotton wool swabs (small pads of cotton wool)

� plasters

� a sharps box for disposing of used needles and
syringes

� information leaflet.

Information leaflets

The company providing your treatment has prepared a
patient information leaflet about how to inject yourself
using the treatment prescribed for you. This
information is included in the package containing your
injection and equipment. Please read the details
carefully. Your rheumatology department may also
provide extra information about your treatment.

Supplies of treatment and equipment

Make sure you know when and how your treatment will
be delivered to you at home. You also need to know how
the sharps box and other clinical waste will be disposed
of. Do not put the sharps box into the dustbin – used
needles and syringes are a hazard. The sharps box must
be disposed of safely and should be collected by your
home care team or delivered to the hospital or
community hospital.

How to give biologic therapies by subcutaneous
injection

(Subcutaneous means under the skin)

Getting ready

1. Don’t rush – make sure you have plenty of time. As
you get used to giving the injection, you will find it
much easier. Make sure that there are no
distractions, such as children or animals in the
room.

2. Wash your hands and dry them. 

3. Take your injection pack or auto injector/pen from
the fridge. Put it on a clean, flat surface. You should
leave the auto-injector flash pen to reach room
temperature before injecting, this helps reduce the
risk of reactions.

4. If using vials of freeze-dried drugs, prepare them
according to the special information provided to you
in the drug packaging. 

5. Take out the injection from its protective packaging.
The package should include (or you should have
available) an alcohol wipe, a cotton wool swab and a
plaster. Put them in a small polythene container.
Have sharps box close at hand.

6. Decide where you will put the injection – either
under the skin of your tummy or in the front of your
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thigh. This is your injection site. Choose a different
side of your tummy or opposite thighs each time you
inject.

7. Read and check the label, dosage and expiry date on
the bottle. If the expiry date has passed, do not inject
the drug but contact your pharmacist or specialist
nurse/practitioner to arrange replacement supplies. 

8. Clean the area of skin you are going to inject with an
alcohol wipe (mediswab). Allow a few seconds for
the skin to dry.

Giving the injection

1. Do not shake the syringe/auto injector or pen.

2. If the liquid in the syringe has particles or is not
clear, do not inject the fluid. Contact the pharmacy
or specialist nurse/practitioner about it.

Giving the injection using a syringe and needle

1. Remove the sheath from the needle. Make sure that
you do not touch any part of the needle while you
are preparing the injection.

2. Pinch the skin around the area you have wiped
clean. Insert the needle into the skin at 90 degrees
(pointing directly down onto the skin, at right angle
(90 degrees)). The needle is only half an inch (about
1.5cm) long, and will deliver the injection just below
the skin. Push the plunger gently all the way down,
then hold the syringe in that position for a couple of
seconds until you see all the fluid has left the
syringe. 

Giving the injection using an auto-injector pen

1. Remove the cap(s) from the pen as instructed in
your packaging.

2. Pinch the skin around the area you have wiped
clean. Place the injection end of the auto injector
pen against the skin, at right angle (90 degrees)
pointing the injecting end straight down onto the
skin. Make sure you can see the small window on
the auto injector – it should be facing you. You need
to have the window facing you so you can see it
change colour when you have successfully given the
medication.

3. Push down on the plunger, or section of the device
as you have been instructed, to activate the
injection. Hold in position for a few seconds.

After you’ve given the injection

1. Withdraw the needle and syringe/auto-injector/pen
and cover the injection site with a cotton wool swab. 

2. After a few seconds remove the swab, and cover the
injection site with a plaster.

3. Do not put the cover back on the needle or tamper
with the auto injector pen, or you may prick
yourself. Just discard the syringe and needle into the
sharps box, along with the alcohol wipe and cotton
wool swab.

4. You may notice bleeding or bruising at the injection
site. Don’t worry, this happens when a small blood
vessel is punctured by a needle. If there’s bleeding,
apply a cotton wool swab and maintain gentle
pressure for a minute or two until bleeding stops.
The bleeding will soon stop and any bruising will
disappear. 

5. Make a note of when your next injection will be due
– and ensure that you have enough of the treatment
available.

IMPORTANT NOTE: Do not put any of the equipment
you have used in your normal household rubbish. Use
the sharps box provided.

After care

If you experience a rash or discomfort around the
injection area: Sometimes when people receive a
subcutaneous injection, some of the injected fluid may
leak into the surrounding skin and cause irritation
around the injection area. This will normally settle in a
few days. If you have a severe rash or you are concerned,
seek advice from your specialist team. 

If you notice irritation or redness in the injection area
that does not settle after three days, you should contact
your GP. They might prescribe a hydrocortisone cream
to stop the irritation.

If your carer accidentally pricks themselves with the
needle: If your carer gets a needle-stick injury after they
have given you the injection, they must make the injury
area bleed as much as possible while running it under a
cold tap for at least 10 minutes. It is advisable for them
to seek guidance from your GP’s surgery or telephone
advice line. You and your carer may need to answer a
few questions to help the doctor or nurse decide if any
treatment is needed. 
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Patient agreement form for home administration of 
subcutaneous biologic therapies

Name: Date: 

You have been taught how to give your injections by the subcutaneous route.           

On ………… occasions you have given the injection under the supervision of the rheumatology nurses. They now
consider that you are competent to give these injections at home, using the techniques you have been taught. Before
this happens it is important to check that you are happy to do this and that you fully understand the procedure.

Please read the statements below and sign the appropriate box:

Yes Patient initials

1. I have been given written information on how to give injections      

2. I have been given information about my treatment 

3. I have a fridge at home where I can safely store the injections

4. Young children have access to my fridge at home

If you have answered yes to question 4, please answer question 5

5. I understand that I must keep the injections in the fridge and out of reach of young children

6. I can manage the syringe without difficulty

7. I can show the areas where I can give injections

8. I am confident that I can give the injection subcutaneously (under the skin)

9. I know that I must safely dispose of the needle and syringe in the sharps box provided, and have
been advised on how to manage spillages

10. I know what to do if I have a problem

11. I understand how my sharps box and other waste material will be disposed of

12. I recognise my responsibilities in: 

• reporting infections promptly, and

• attending for monitoring and follow-up care.



Evidence shows that there is an increased risk of
infections and emergence of latent TB in patients
receiving some biologic treatments, so it is essential that
practitioners ensure patients are thoroughly screened.
Many patients receiving biologic therapies have complex
chronic disease and will have received immuno-
suppressant therapies in the form of disease-modifying
drugs and steroids. They are also at risk from other co-
morbidity factors associated with their complex disease
and poor general health. 

Ongoing observational studies, post marketing
surveillance and clinical trials (Dixon et al., 2008) have
identified that re-activation of latent TB needs to be
carefully considered for patients treated with anti-
TNFα, particularly as TNFα has a pivotal role in
containing bacilli within granulomatous lesions.
Patients receiving other non TNFα biologic therapies
have already been subject to rigorous screening before
treatment. The evidence therefore needs to consider the
need for vigilance with all biologic therapies until
further research evidence is available. To date, however,
there have been no reports of TB in patients treated
with rituximab or anakinra.

Screening
If local trust or British Thoracic Society (BTS)
Guidelines are available, you should follow these when
screening patients. However, a brief outline is included
here to guide you in the principles of routine screening
for all patients before treatment with biologic therapies
is commenced.

All patients should be assessed for risk of TB by taking a
full patient history and reviewing the recent chest x-ray
and physical examination.

1. Detailed patient history: 

� current respiratory symptoms

� personal or close family history of TB

� previous BCG vaccination, observe for evidence of a
scar. White patients born before 1942 will not have
been part of the routine BCG immunisation
programme. Patients from ethnic minority groups
should have been given BCG at birth if born in the
UK, or have been tuberculin tested and BCG

vaccinated if negative, after arrival – but it is known
that coverage of these immunisation programmes
was not complete

� place of birth. Has the patient lived outside the UK
for six months or more in an area with high
prevalence of TB (40/1000000pa: all countries, apart
from the current EU, Australia, New Zealand, USA
and Canada)?

� identify patients who currently live in an area with
high prevalence of TB in the local community. For
guidance on local prevalence seek advice from the
local respiratory consultant.

2. Chest x-ray: patients should have had a chest x-ray as
close as possible to the proposed treatment start date,
and no longer than the last three months before
treatment. If they are currently experiencing persistent
respiratory symptoms, they need to be given a repeat
chest x-ray. This should be reviewed by the prescribing
physician.

3. Physical examination: this should include
examination of the chest, noting any abnormal clinical
signs. Report to the prescribing physician or member of
the medical team.

4. Tuberculin test (skin test): in the UK, this is normally
a Mantoux test. Skin testing should not be undertaken
on:

� patients who have had previous treatment or
chemoprophylaxis for TB, have evidence that TB is
present or have x-ray evidence of TB scarring

� patients who have been recently prescribed
immuno-suppressive therapy (< 2 months) such as
steroids, azathioprine, MTX, ciclosporin etc. 

Note: False negative skin tests are common. Immuno-
suppression due to drug therapy, active inflammatory
disease or advancing years all weaken, or even abolish,
the skin test response to tuberculin. 

T spot and QuantiferonTB Test (blood test)

Evidence suggests that T spot test is more sensitive to
picking up latent and active TB than the tuberculin skin
test. This test may not be available in all units and is
costly. In some circumstances, a cost-benefit analysis
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based upon the risks within the local population or
patient being screened may be helpful. 

Quantiferon has not been specifically validated in the
inflammatory arthritis patient group. The same
principles of use apply to Quantiferon as to T spot, until
further guidance is published. (Refer for further
information to the BSR guidelines for the management
of biologic therapies, BSR, 2009).  

High risk patients

Patients who have any of the high risk factors listed
below should be identified for review by the prescribing
physician. It may be appropriate to involve the local
chest physician for further assessment and
investigation:

� current respiratory symptoms,

� a personal or close family history of TB 

� lived in a community with a high prevalence of TB

� an abnormal chest x-ray.

Treatment for TB

Anti-TNFα therapies

Patients with symptoms or radiological signs suggestive
of active TB must be investigated appropriately. If active
TB (i.e. tuberculosis disease) is diagnosed, then
treatment following the BTS Guidelines should be
started. In general, treatment with anti-TNFα should be
delayed until prophylactic treatment is complete. Seek
guidance from a respiratory physician.

We suggest that treatment with biologic therapies for
inflammatory disease should be delayed until the
patient has received anti-TB treatment for two months

with monitored compliance. However, in cases where
patients have severe disease, a risk benefit analysis by
the prescribing physician should be undertaken. 

If cultures for M. tuberculosis are available, antibiotic
susceptibility data should be known to ensure the
patient is receiving appropriate treatment. For patients
who may have been previously infected with TB, but
who do not have active TB at the time of assessment,
there is a risk that treatment with biologic therapies will
reactivate their tuberculosis infection. TB therapy
(chemoprophylaxis) can reduce the risk of reactivation.
However, the possibility of reactivation of TB has to be
balanced against the risks of morbidity and mortality
from the anti-TB drugs – risks which are increased in
the elderly (Saag et al., 2008). 

Practitioners are advised to refer to the BTS website to
check for future updated guidance (www.brit-
thoracic.org.uk).

Rituximab 

Although there is to no evidence to date of a risk of TB
or latent TB reactivation with rituximab patients, it is
important to note that patients currently receiving
rituximab are usually eligible for treatment because
they have failed anti-TNFα therapies and therefore will
already have been subject to pre-TB screening. Vigilance
in monitoring should be maintained for all biologic
therapies even when specific pre-treatment screening is
not required. 

Information for patients

Patient information sheets on anti-TB therapy are
available on the BTS website (available in English,
Punjabi, Hindi, Gujerati, Somali, Turkish, Urdu and
Bengali) www.brit-thoracic.org.uk.
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Chart to review level of response

Current DAS28: Current DAS:
Reduction of DAS28:

>1.2 >0.6 and ≤1.2 ≤ 0.6

DAS28 ≤ 3.2 DAS ≤ 2.4 good moderate none

3.2 < DAS28 ≤ 5.1 2.4 < DAS28 ≤ 3.7 moderate moderate none

DAS28 > 5.1 DAS28 > 3.7 moderate none none

Van Gestel et al. Arthritis Rheum. 1998;41(10):1845-50.



As a specialist practitioner, it is your responsibility to
ensure that appropriate resources are available to
provide safe and effective treatment in your unit. This
appendix highlights resource issues to help you identify
service needs in your area.

First, consider your current service and how well it
reflects national provision or similar units’ activity: 

� how many patients do you see, on a weekly or
annual basis?

� how efficient is your scheduling of appointments?

� what are the outcomes you measure to demonstrate
satisfaction, efficiency, and performance indicators?
Include patient reported outcome measures
(PROMs)

� how accessible is the service for your population and
is the locality able to serve the population well?

� is the service a cost effective one? How does your
service compare to other services locally, regionally
and nationally. 

Planning for better service provision
Planning for improved/sufficient service provision
requires a clear and comprehensive understanding of
the practical issues in treating patients with biologic
therapies. You may need to review your services and
prepare a business plan in conjunction with your
managers and team. 

Practitioners need to consider:

� number of patients who will receive a biologic
therapy now and in the future. This will include a
needs analysis based upon the patient population
and unmet need/current provision

� proportion of treatment that will be administered
via the subcutaneous or intravenous routes

� current therapies available, but also the future
potential need to provide drug therapies pending
licence 

� figures which include year-on-year increases of
patients each year continuing treatment, as well as
those who will be receiving the drug therapy for the
first time

� health policy and implications for potential changes
in service delivery e.g. reduction in in-patient bed
quotas 

� an analysis of the ongoing follow-up service
requirements for patients receiving biologic
therapies and reviews (as pre-defined by NICE or
other regulatory criteria). In some units, follow-up
care is provided in the community (and by external
home care services) 

� the limitations or otherwise of current resources,
including outpatient facilities and day care units

� the specialist staff skill mix required to deliver an
effective service. Ensure adequate medical support is
considered

� the equipment needs to deliver an effective service 

� an economic analysis which includes the costs
related to delivering treatment in the current
service.

Note that if you are planning services which include the
care of children and young people, you should refer to
Part 2: Children and young people (page 34), which
highlights particular issues for this patient group.

Preparing your plan
In your plan, outline your planning considerations and
set out the future resource requirements in the context
of the local population needs. Then set out the practical
aspects of delivering the service: include how the
service will be routinely monitored and evaluated.
Factors to consider for inclusion are set out below and
include:

� an outline of the service

� the commissioning process and service re-design.

An introduction to and outline of the
service

Highlight:

� the patient population in your area currently
receiving treatment, and those eligible but not
currently receiving treatments (including
predictions about demand in future years)

� calculations which predict how effective your unit
could be in patient turnover and staffing levels, and
outline the potential long term resource savings in
comparison with short term costs. This could
include potential improvements in patient care and
satisfaction, and in data collection for local and
national audit
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� the potential for improved quality of life for patients
(e.g. opportunities to return to work). Demonstrate
an improved patient journey with, if possible, a
reduction in what might be termed unnecessary
visits. Highlight any potential cost savings directly to
the unit or to the organisation. Refer to research
evidence demonstrating reduction in joint erosions
following treatment with biologics and emphasise
the potential reduction in hospital admissions (e.g.
for orthopaedic surgery and co-morbidity), requests
for urgent outpatient appointments and associated
social care costs 

� the need for local audit

� risk management issues and factors that will help
you manage risk.

It is also important to refer to:

� national guidelines such as NICE Guidance, where
relevant in the UK 

� details of the BSRBR, and the time implications
involved in data collection for it.

Include practical data on providing the service

For example:

� the number of infusions given before a patient’s
treatment is reviewed, frequency of treatments once
established, the approximate number of episodes to
train one patient in subcutaneous self-
administration

� practitioners’ time in the assessment,
administration and monitoring of patients. It can be
useful to demonstrate practitioner time per patient 

� training costs for computer skills, venepuncture,
cannulation or educating/teaching patients in
subcutaneous administration skills

� screening costs, including pathology, radiology and
TB screening, plus specialist support in interpreting
tests and managing TB treatment

� equipment costs, including infusion pumps,
infusion chairs or access to beds during the
infusion, dressing packs and equipment for use
during training for self administered subcutaneous
injection

� facilities costs, including clinic space for assessment
and review, and treatment space for training or
administration, and resuscitation support

� specialist personnel needs and costs in the provision
of specialist practitioner expertise to ensure
effective and safe practice. This will vary according

to the service available, such as outpatient and day
unit facilities. Consider training or supervision time
and how to optimise the nursing resource
depending on your team’s skill mix and expertise in
managing these patients 

� clerical and administrative support needs, as well as
information technology provision, to ensure high
quality care, as well as good local data collection and
BSRBR data.

Commissioning process and service 
re-design
There are important principles that you should
understand to ensure sustained provision of services. It
is vital the current service providers are aware of how
commissioning works and key factors that may affect
the future provision and funding of services. 

World Class Commissioning 
World Class Commissioning (WCC) is the term
currently used in the NHS to describe the improved
processes to enhance the commissioning process. It is
important that you justify both activity and efficiency
when developing your business case. Remember that
quality and benefits to patients are equally as important
as cost and value for money – although the focus will
vary depending upon the organisation’s financial status
at the time of your submission. 

WCC defines 11 competences. These competences are
important factors to consider when providing evidence
to justify your business proposal, as these will be
indicators that the commissioners will be looking for.
They are defined as: 

� engaging with local communities

� working with clinicians

� developing partnerships

� needs assessment

� improving outcomes 

� promoting innovation.

Information on WCC can be accessed via the
Department of Health website:
www.dh.gov.uk/en/Managingyourorganisation/Commis
sioning/Worldclasscommissioning/DH_

Service re-design
If you are trying to change services to fit the workload
and centre them around patient need, you will need to
assess your service for what works and what doesn’t.
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1. Oligoarticular onset: less than five joints involved in
the first six months of disease. 

� Persistent: four or fewer total joints involved in the
duration of follow up.

� Extended: five or more joints involved in the
duration of follow up.

2. Polyarticular onset: five or more joints involved in the
first six months of disease, usually involving small joints
in a symmetrical distribution.

Rheumatoid Factor Positive

Rheumatoid Factor Negative

3. Systemic onset: chronic arthritis associated with
systemic features. Including; high temperature,
intermittent (quotidian) fever, evanescent (intermittent)
transient episodic erythematous rash,
lymphadenopathy and hepatosplenomegaly and
serositis. 

4. Psoriatic arthritis: chronic arthritis usually with
asymmetrical small and large joint involvement and
either evidence of psoriatic (including nail pits
onycholysis) or family history of psoriasis in a first
degree relative.

5. Enthesitis-related arthritis: previously known as
juvenile spondyloarthropathy. Chronic arthritis
associated with enthesitis (inflammation at the
insertion of tendons to the bone), with lower axial
skeletal involvement. This subtype is strongly associated
with HLA B27 and is more common in boys over six
years. 

6. Unclassified: any form of idiopathic chronic arthritis
which does not fit into the above categories.

There are a number of ways of doing this including: 

� mapping the patient journey

� highlighting gaps, bottlenecks and noting areas to
improve efficiency

� looking at the co-ordination of the service with key
stakeholders throughout the patient’s pathway of
care. 

Innovation in services must include clinician and
patient involvement, together with primary care trusts.
Service design should consider pathways of care based
on a detailed service specification which is cost effective
and designed to meet local need. The major driver of
these changes is the need to implement care closer to
home: as a result, some of the biggest changes have been
for primary care professionals who are taking on a
variety of new roles in order to make better use of their
skills. 

For a greater understanding of the commissioning
process and practice-based commissioning, see the
Service redesign section in Appendix 13 (page 68).

Wales (block grants)
In Wales, finances are negotiated from Westminster (via
the Welsh Assembly), local health boards exist as key
distributors of finance to NHS trusts with the proviso of
long term service agreements to ensure standards and
adherence to budgets. Funding is generally broken down
into three main streams, hospitals and community
services; GPs; and drug expenditure (NHS Wales, 2005). 

Scotland (community health
partnerships)
In Scotland, community health partnerships,
established from NHS boards, are pivotal in the re-
design of services, providing opportunities to bring
together clinicians, patients and public and other key
stakeholders in order to improve care (NHS Scotland,
2007). These partnerships are aimed at shifting the
balance to drive local community care.

Northern Ireland (area boards)
The four Health Boards were abolished from l April
2009 and replaced with a single Regional Health and
Social Care Board along with five local Commissioning
Groups. They will focus on commissioning resource and
performance management improvement. 
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Children and young people

Taken from the BSPAR (formerly British Paediatric
Rheumatology Group) Guidelines for prescribing
biologic therapies in children and young persons with
juvenile idiopathic arthritis (BPRG, 2002).

Eligibility for treatment with etanercept in children
and young people

(BPRG April 12th 2002)

Inclusion criteria

JIA of the following types:

� systemic

� polyarticular (sero-negative or positive for
rheumatoid factor)

� extended oligo-articular

� psoriatic

� enthesitis-related.

And the following features:

� five or more swollen joints

� three or more joints with limitation of motion and
pain, tenderness or both.

The measurement of disease activity must be strictly
defined, objective and robust.

The standard core set data will be used to assess
response to therapy:

� number of active joints

� number of joints with loss of range of movement

� physicians global assessment

� patient or parents global assessment

� Childhood Health Assessment Questionnaire

� ESR.

Measurements should be made at two points one month
apart.

(For information on Varicella please see Appendix 10)

Failure of standard therapy

Patients must have had an adequate therapeutic trial of
MTX. An adequate therapeutic trial would be defined
as:

� treatment for at least three months at a dosage of
parenteral MTX of 15 mg/m2 weekly (unless
significant toxicity limited the dose tolerated)

� ≥5 active joints and ≥3 joints with loss of motion
plus pain/tenderness

� the disease is only controlled by unacceptable side
effects of high doses of corticosteroids (>0.25
mg/kg daily) and has active disease as defined above
in the last six months.

Exclusion criteria

Reference should be made to the drug data sheet (SPC),
but important exclusions include:

� young women who are pregnant or breast feeding or
who are sexually active without adequate
contraception

� any infection

� current or previous TB

� previous or present sepsis of a prosthetic joint still
in situ

� malignancy or pre-malignancy states

� immuno-deficiency.

Criteria for withdrawal of therapy

Treatment will be withdrawn in the event of adverse
events:

� malignancy

� severe drug related toxicity

BSPAR Guidelines for prescribing biologic
therapies in children and young people
with JIA
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� pregnancy (temporary withdrawal)

� severe inter-current infection (temporary
withdrawal).

Response should be assessed at six months core set
outcomes and reference made to the current guidelines
on continuing treatment.

Prescribing centres

It is recommended that paediatric consultants or
paediatricians/rheumatologists with appropriate
training should only prescribe etanercept if they
regularly see children and young people with JIA. They
must have expertise in the use of parenteral MTX at the
dosage described in this guidance. They must also be
willing to take part in future studies of biologic agents.
In addition, the centre must have a nurse specialist who
is able to teach children and parents injection
techniques and does this regularly. A condition of the
drug licence is that all patients should be entered into
the BPRG Biologic Registry. This reflects good practice
for novel therapy.

This guidance will be reviewed in line with development
of the BNDR.
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Children and young people

All patients should have their varicella antibody status
measured at diagnosis and certainly before
commencing immuno-suppressive treatment (including
etanercept, steroids and MTX).

In children and young people who do not have adequate
antibodies, this test should be re-checked annually as
the child/young person may have been in contact with
chicken pox and sero-converted to being positive.

If it is possible to delay commencement of immuno-
suppressive therapy, children/young people should be
considered for varicella immunisation, if appropriate
prior to starting immuno-suppressive therapy. This
does not always give full immunity and may need to be
repeated. If siblings have not had chicken pox they too
should be considered for vaccination.

There are three issues to consider when immuno-
suppressing children and young people following the
administration of a live vaccine:

1. the risk of clinically developing the illness from the
vaccine

2. the immune response being modified such that the
vaccine will be less effective

3. the timing of the commencement of treatment
should be discussed with the prescribing physician.

Zoster immunoglobulin (ZIG) can be given to a sero-
negative patient who has been in contact with chicken
pox if given less than 72 hours from contact (it may
attenuate infection if given up to 10 days post
exposure). However, this will only provide temporary
immunity of approximately four weeks.

Acyclovir prophylaxis should be considered, if there has
been close contact with someone who has chicken pox
by a child/young person who does not have known
immunity to chicken pox. Intravenous acyclovir can be
given if a child/young person displays clinical features
of chicken pox (RCPCH, 2002). If either of the above
situations occur, families should be advised to contact
their rheumatology team or GP immediately.

All live vaccines are contra-indicated, for example oral
polio, BCG, MMR, oral typhoid and yellow fever
vaccines.

Testing for varicella antibodies
in children

Appendix 10

Flu and pneumovax vaccines are recommended in
immuno-compromised patients. 

When a vaccination is administered, it is important that
this information is communicated to the multi-
disciplinary and primary care teams. 
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The RCN Rheumatology Biologics Working Party
graded the evidence it used in preparing Part 1: Adult
Patients following the grading system shown here.

The grade or level is listed next to the relevant
references in the References: Part 1 Adult Patients on
page 70.
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Level of
evidence

Type of evidence
Grade of

recommendation

ia Meta-analysis of randomised
controlled trials. (RCTs)

A

ib At least one RCT A

iia At least one well designed
controlled study but without

randomisation

B

iib At least one well designed
quasi-experimental design

B

iii At least one non
experimental descriptive
study ( e.g. comparative

correlation or case study)

iv Expert committee reports,
opinions and / or experience

of respected authorities

C
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Arthritis Care 

Arthritis Care offers practical and emotional support to
help people learn to manage their condition more
effectively, including guidance for adults and children
receiving treatment with biologic drugs. 

� Professional confidential helpline offering
information and support: freephone 0808 800 4050
(weekdays 10am-4pm). 
Email: helplines@arthritiscare.org.uk.

� The Source – Arthritis Care’s helpline for young
people aged 25 and under. Freephone helpline
0808 808 2000 (weekdays 10am-4pm). 
Email: thesource@arthritiscare.org.uk.

� Online discussion forums offer peer support and the
opportunity to share experiences:
www.arthritiscare.org.uk/forums.

� Write to: Arthritis Care,18 Stephenson Way, 
London NW1 2HD.

� www.arthritiscare.org.uk.

Lupus UK 

Lupus UK offers support and information to people
with systemic lupus erythematosus, and funds research
into the condition. It has a nationwide group of contacts
who offer a listening ear to patients. 

� Telephone 01708 731251 (9am – 5pm weekdays).

� Website (includes section for professional
clinicians): www.lupusuk.org.uk.

National Ankylosing Spondylitis Society (NASS)

NASS provides information and advice for people with
AS who are on a biologic therapy or being considered
for one. This covers eligibility, information on particular
drugs and lifestyle issues. NASS can also put people in
touch with others who are already taking a biologic
therapy for reassurance and support. Specific medical
questions are referred to those NASS trustees who are
clinicians or to other health professionals.

� Contact NASS on 0208 948 9117.

� Email: nass@nass.co.uk.

� Website: www.nass.co.uk.

� Write to: NASS, Unit 0.2, 1 Victoria Villas, Richmond,
Surrey TW9 2GW.

National Rheumatoid Arthritis Society (NRAS) 

The NRAS helpline team is fully conversant with all
patient issues relating to biologic therapies and can
provide detailed, written information to callers on a
variety of subjects, from eligibility criteria to individual
drug details. The website also has information. There is
a nationwide network of NRAS medical advisers who
can answer specific, detailed medical queries. Patients
can also speak to volunteers who are successfully
benefitting from different biologic therapies, which can
help reassure people about to start treatment.

� NRAS helpline: freephone 0800 298 7650, Monday to
Friday, 9.30am – 4.30pm. 

� Email: enquiries@rheumatoid.org.uk.

� Write to: NRAS, Unit B4 Westacott Business Centre,
Westacott Way, Littlewick Green, Maidenhead, 
SL6 3RT.

� www.rheumatoid.org.uk.

NHS confederation

Member organisations can access publications at:
www.nhsconfed.org.

Psoriatic Arthropathy Alliance and the Psoriasis
Support Trust (PAPAA)

PAPAA was formed in 2007 from two existing charities,
the Psoriatic Arthropathy Alliance (PAA) and the
Psoriasis Support Trust (PST). It aims to become a
principle resource of information and help for people
with psoriasis and psoriatic arthritis in the UK.

Website: www.papaa.org

Patient information leaflets on Tuberculosis
treatment 

www.brit-thoracic.org.uk

Royal College of Nursing Rheumatology Forum

www.rcn.org.uk/rheumatology

The following documents are to be used in conjunction
with this publication and are available to download
from www.rcn.org.uk/biologicsresources

� Proforma for rheumatology daycase Rituximab first
infusion, Southern Derbyshire Acute Hospitals NHS
Trust

� Protocol for administering subcutaneous
methotrexate, Selly Oak Hospital

Websites and resources 
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� Psoriatic joint sheet, BSRBR

� DAS 28 joint assessment webcast 

� EULAR response criteria, Professor Piet van Riel

� Example of PCT funding request form for treatment
with biologics

� Examples of travel letters for biologics

� Rituximab care pathway for rheumatoid arthritis,
The Rheumatology Department, Nuffield
Orthopaedic Centre, Oxford

� Algorithm for patients receiving intravenous
biologic therapy.

Royal College of Paediatrics and Child Health 

www.rcpch.ac.uk

Scottish Consensus Guidelines

www.sign.ac.uk

Summaries of Product Characteristics (SPCs)

www.medicines.org.uk

Service redesign 

� Department of Health website, www.dh.gov.uk, for
the document Commissioning framework for health
and wellbeing (March 2007).

� Lord Darzi’s Next Stage Review: The 2008 report on
the NHS, available at: www.ournhs.nhs.uk. 

� NHS Institute: support for innovation and change
within the NHS: www.institute.nhs.uk. 

� NICE commissioning guides to support service
redesign in many specialties, at: www.nice.org.uk.

� No Delays Achiever: website for guidance on writing
a business case on service redesign and other useful
resources,
www.nodelaysachiever.nhs.uk/ServiceImprovement/
Tools/IT157_RoleRedesign.htm. 

� RCN website, www.rcn.org.uk where commissioning
documents available include: Commissioning a
patient led NHS; and Commissioning health care
services for children and young people.

� Policy briefings on health reforms including
guidance on commissioning. 

Patient information leaflets

Information leaflets for patients on biologics are
provided at the following sites.

Adults:

� Arthritis Care: www.arthritiscare.org.uk

� Arthritis Research Campaign: www.arc.org.uk 

� Juvenile SLE group: www.liv.ac.uk/ukjsle

� Lupus UK: www.lupusuk.org.uk

� National Ankylosing Spondylitis Society:
www.nass.co.uk

� National Rheumatoid Arthritis Society:
www.rheumatoid.org.uk

� Psoriatic Arthritis: www.paalliance.org.

Children and young people:

� Arthritis Care www.arthritiscare.org.uk (including
living with arthritis/young people section:
www.arthritiscare.org.uk/LivingwithArthritis/Youn
gpeople; and dedicated site for young people, The
Source:
www.arthritiscare.org.uk/PublicationsandResources
/Advice line/TheSource)

� Arthritis Research Campaign: www.arc.org.uk
(including: Arthritis: A guide for teenagers)

� Chat booklet for all parents, and Chat 2 booklet for
parents of teenagers: www.ccaa.org.uk 

� DREAM Team: Dedicated Rheumatology Expert
Adolescent Multi-disciplinary Team (resources for
young people with conditions like arthritis, their
families and professionals): www.dreantean-
uk.org/index.php?main

� Kids with Arthritis: www.kidswitharthritis.org

� Lupus Society: www.lupus.org.uk

� National Ankylosing Spondylitis Society:
www.nass.co.uk

� National Rheumatoid Arthritis Society:
www.rheumatoid.org.uk

� Paediatric Rheumatology International Trials
Organisation: www.pediatric-rheumatology.printo.it

� Patient held record:
www.sickkids.on.ca/myhealthpassport

� Royal College of Paediatrics and Child Health
(RCPCH) – many drugs used to treat children and
young people are unlicensed. RCPCH has a leaflet
giving guidance on the use of these:
www.rcpch.org.uk.
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