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DEAR EDITOR, A recent study (TOC STOP) of 336 patients 
with GCA living in England, who had completed a course of 
tocilizumab, showed that up to one-third relapsed within one 
year of stopping, and up to half relapsed within two years 
[1]. The National Health Service in England doesn’t currently 
allow repeat treatment with tocilizumab for GCA patients 
who relapse [2]. We wanted to find out about the personal 
experiences of PMRGCAuk Society members with GCA liv
ing in England who had completed a course of treatment 
with tocilizumab.

We therefore created a short survey which could be accessed 
via a web-link. The Health Research Authority decision tool 
confirmed that National Health Service research ethics commit
tee approval was not required because patients were identified 
from the charity’s contact list and website. In December 2023 
we emailed the web-link to all PMRGCAuk members with 
GCA and posted it on the PMRGCAuk patient group section of 
the HealthUnlocked website asking for experiences we could 
share with National Health Service funding bodies. We asked 
three open questions, ‘What was it like being on tocilizumab; 
what has happened to your GCA and how have you felt since 
coming off tocilizumab; and would you like access to more toci
lizumab either now or in the future?’. All responses were 
grouped into themes to create simple statistics, and free-text 
responses from all patients who had relapsed after tocilizumab 
cessation were selected to illustrate the patient experience. All 
patients that completed the survey consented for their data to 
be used anonymously; those included in Table 1 consented for 
their free-text responses to be published and approved the 
final manuscript.

Sixteen people responded to the survey. Their responses con
firmed that they had all completed a course of tocilizumab for 

GCA and did not have access to retreatment. Thirteen of 16 
had a positive experience on tocilizumab therapy, with no relap
ses and no reported side effects of the drug. Eight of 16 experi
enced GCA relapse after stopping tocilizumab (Table 1). Three 
of these relapses would be classified as major relapses defined 
by EULAR guidelines [3]. Five of 16 reported side effects of 
treatment, such as prednisolone and conventional synthetic 
DMARDs (csDMARDs), that were given for GCA after tocili
zumab cessation. Fifteen of 16 wanted access to more tocilizu
mab either now or in the future. All who relapsed after stopping 
tocilizumab wanted access to retreatment (Table 1).

The number of respondents was small and likely not repre
sentative of all GCA patients treated with tocilizumab in 
England, and the survey questions were open and broad in 
nature. Nonetheless, the results were remarkably similar to 
TOC STOP [1]: tocilizumab was effective in >80%; half re
lapsed after stopping tocilizumab; and one-third of relapsers 
described major relapse. Their experience of tocilizumab was 
largely positive, whilst experience of relapse after tocilizumab 
cessation was universally negative, due to recurrent GCA 
symptoms, need for higher prednisolone dosing, fear of long- 
term consequences of active disease, and inefficacy of 
csDMARDs compared with tocilizumab. All those who had 
relapsed desired access to retreatment, which has been shown 
in observational studies to quickly recapture GCA remis
sion [4].

In 2018, The National Institute of Health and Care 
Excellence (NICE) published a Technology Appraisal on toci
lizumab for GCA [TA518] [2], based on evidence submitted 
by Roche Pharmaceuticals, largely from the GiACTA trial 
[5]. Roche proposed, based on clinical and patient expert 
opinion, that up to 1 year of tocilizumab treatment would be 
sufficient to sustain remission in the longer term. At the time 
the TA518 committee was concerned that this evidence was 
only based on case reports and that most included no follow- 
up details. However, both the clinical and patient experts 
agreed that many patients were likely to need <1 year of toci
lizumab to achieve sustained remission, and that the 1-year 
stopping rule was acceptable [2].

Key message 
� Tocilizumab retreatment should be an option for GCA relapse 

after tocilizumab cessation. 
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However, there is accumulating evidence, from TOC 
STOP and other observational studies from around the world 
[4, 6, 7] that 1 year of treatment is for a substantial propor
tion of patients not ‘enough to sustain remission in the longer 
term’ as was originally assumed. Relapse often does not occur 
immediately after tocilizumab cessation, as might have been 
presumed from the original data. We believe that there is 
now a strong case to remove the NICE TA518 stipulation 
that patients prescribed tocilizumab for GCA should ‘not 
have already had tocilizumab’ [2]. This would ensure that the 
50% of patients who relapse after a period of time following 
tocilizumab cessation are not disadvantaged compared with 
new starters. This approach would preserve the 1-year stop
ping rule and therefore, based on current evidence, not pro
long treatment unnecessarily for the 50% of patients who 
may never relapse again. We are aware of several specialist 
rheumatology centres in England that have obtained local ap
proval to retreat patients who relapse after stopping tocilizu
mab, but this will inevitably lead to inequity which is against 
the ethos of specialized commissioning. Our small survey 
provides evidence for the patient's perspective on the current 
situation and the need for policy change.
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