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Providing Written Information for Renal Patients receiving therapy for ANCA- associated vasculitides
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Problem: Patients diagnosed with ANCA- associated vasculitides often receive aggressive immunosuppressive therapy. Specifically, the drug therapy may include corticosteroids, cylophosphamide, mycophenolate and azathioprine, which all have an associated risk of treatment toxicity. The use of such agents in the therapy of ANCA – associated vasculitides is usually outside the product license. There is therefore, a paucity of relevant patient information despite the recommendation that patients consent to treatment and are made aware of off label drug use. Patients consequently receive information from a variety of sources, some of which is conflicting, adding to significant anxiety at a difficult time.

Aim: To produce specific patient information leaflets for vasculitis therapy detailing briefly: what is vasculitis? how it is treated, how the drug therapy is given and what adverse effects could be anticipated.

Method: The leaflets were written and reviewed by medical, nursing and pharmacy staff. The draft leaflets were also shown to a random selection of patients who had recently received therapy for renal vasculitis, to obtain their views on the appropriateness, suitability and helpfulness of the information provided. 

Conclusion: The leaflets were well received by staff from all disciplines. We are now able to provide consistent information in a written form for patients and their families.

The patient’s independently interviewed all supported the introduction of patient information leaflets on this subject. Patients expressed the view that information given in this format was relevant, easy to read and would decrease stress and “fear of the unknown” considerably for other patients in their situation.

The increasing use of “off label” drug therapy and the need to provide relevant tailored information and respond to patient needs has resulted in improved practice at our Trust and has the potential to be shared amongst other units. 

Further, as knowledge grows and more complex drug therapy is introduced it is essential that patient information sources are kept up to date and the information needs of patients are considered at all times.


