
PATIENT AND CARER 
INVOLVEMENT: GETTING 
THE BASICS OF ALLERGY 
PRACTICE RIGHT 
It is very tempting to plan an 
issue of the journal around the 
exciting new developments in 
managing allergic diseases. 
Because molecular approaches 
have been applied to allergic 
disease, we now have a panoply 
of novel diagnostic tools and 
an ever-expanding number of 
so-called biological therapies 
to take into account. These must be employed by adopting 
precise or personalised medical approaches to individual 
patients; however, the costs are currently prohibitive and, in 
most cases, unnecessary. In this editorial I have, therefore, 
decided to return to the basics of medicine and focus on 
optimising healthcare delivery. This can be achieved only 
by involving patients and carers in all the steps during the 
research cycle and the planning of clinical service delivery. 

While Andy Bush, in his article, describes the use of new 
biologicals for genuine uncontrolled asthma, he emphasises 
the need to get the basics right. Rather than referring 
patients to a specialist unit for expensive biologicals, first 
identify why the asthma is uncontrolled. This lack of control 
may be due to a number of factors: incorrect diagnosis, an 
incorrect treatment or inhalation device, failed communication 
between health professional and patient (the lack of accord) 
leading to poor concordance, psychosocial issues or adverse 
environmental exposures. A home visit could identify many of 
the causes and solutions which will improve the health and 
economic outcomes at minimal cost compared to prescribing 
omalizumab, for instance!1 
Allergic diseases are long-term multi-organ-system conditions. 
We favour the descriptor ‘Allergic Dance (or perhaps Tango)’ 
rather than the much-misunderstood ‘Allergic March’, but 
there is no doubting the large number of patients who have 
several manifestations of allergic reactions.2 So often patients 
are referred to system specialists – dermatologists for their 
eczema, respiratory physicians for asthma, among several 
other specialists. This approach tends to fail to include the 
common underlying mechanisms and also comes with a high 
economic burden for both patients and the health services. 
Theoretically, allergists are in the best position to deal with 
all the allergic manifestations; however, it is important to 
be aware that not all itchy rashes are eczema or urticaria, 
not all of that wheeze is asthma or that sneeze is allergic 
rhinitis, or that diarrhoea and vomiting are allergic in origin. 
But the system specialist approach to diagnosis may be 
needed in collaboration with allergists. For these reasons, 
the organisation of healthcare delivery needs to be integrated 
with a road-map (pathway) for both patients and healthcare 
professionals.  
Unfortunately, the many published guidelines for managing 
allergic diseases have not resulted in the expected improvement 
in clinical outcomes. Integrated care pathways are likely to 
be the best way for guidelines to be delivered efficiently.3,4 
While inpatient care pathways for an asthma exacerbation 
are successfully employed widely to reduce costs and the 

length of hospital stays,5 implementing pathways for long-
term management is much more difficult to achieve. Indeed, 
a study of prescribing asthma preventers following discharge 
from hospital showed no reduction in readmission rates during 
the subsequent year. This was predominantly associated with 
the failure to prescribe or to redeem hospital-recommended 
prescriptions. Those prescribed preventers in primary care 
resulted in fewer readmissions.6 This emphasises the need 
to integrate hospital and community care. Its implementation 
requires a scientific approach to quality improvement. Sophie 
Spitters recently submitted her outstanding PhD thesis on this 
very topic and provides guidance on the evidence base of the 
optimal processes for achieving integrated care.
Education and training are fundamental to establishing gold-
standard integrated care for patients with allergic diseases.7 
This education must start during undergraduate training for 
all future health professionals and continue throughout the 
careers of all those in primary, secondary and tertiary care 
settings. However, allergic diseases are common problems 
and the general public should be able to recognise allergic 
symptoms and to access appropriate care. This could be 
facilitated through relatives, friends, pharmacists, schools 
or workplace colleagues. Education should, therefore, 
be delivered to all stakeholders. There is evidence that 
education about asthma delivered to non-asthmatic children 
will benefit their asthmatic classmates.8,9 Jennifer Protudjer 
from Manitoba is an accomplished researcher in the field 
of allergic disease. Her recent research has focused on the 
social, psychological and financial burden of food allergy and 
how to overcome this through education. She provides us 
with guidance on how to optimise the management of food 
allergy in schools.
Many allergic diseases arising in early life persist into 
adulthood. However, the transition from paediatric to adult 
care is often unsatisfactory during a period of life where 
there is the greatest risk of fatality or severe adverse events. 
Young people with long-term conditions have strong feelings 
about the way they should be managed, but all too frequently 
they are not involved in the healthcare planning process. 
The European and British allergy organisations are currently 
reviewing this phase of transition and guidelines on it will be 
forthcoming. In the interim, I have provided my own perspective 
on the trials and tribulations as young people with allergic 
diseases navigate the health system. I feel very strongly that 
the direct involvement of patients with lived experiences of 
transition should be co-designers of the process as equal 
partners with health professionals. Marta Vazquez-Ortiz is 
the co-lead for the EAACI transition task force with Professor 
Graham Roberts. I am delighted that she agreed to co-author 
the article on transition, which provides a list of the key criteria 
to include when establishing a programme that focuses on 
young persons. 
The art of medicine encompasses not only science and the 
application of evidence but also empathy combined with a 
caring approach. Indeed, for many centuries, caring was all 
that was available to clinicians. It was assumed that warmth, 
sympathy and understanding would enhance placebo 
responses. While this may well be the case, recent research 
has identified other factors that influence outcomes when 
using ostensibly inert interventions. These findings should 
have an impact on the design and interpretation of outcomes 
from placebo-controlled clinical trials. There is also a down 
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side to the placebo approach: it has the potential in some 
circumstances to lead to adverse effects (Nocebo), which I 
have highlighted in those with severe asthma in a following 
article.
I have emphasised the importance of involving patients 
and their carers at all levels of planning clinical services. It 
is recognised that they should also be active participants 
in the planning and conduct of medical research.10–13 The 
James Lind Alliance (JLA) has developed a methodology for 
Priority Setting Partnerships (JLA-PSPs): this methodology 
links healthcare professionals to patients and carers in order 
to identify research priorities.14 The outcome is a list of the 
top 10 priorities for individual conditions, which includes 
many allergic diseases. I strongly recommend those who 
are considering undertaking allergy research to access the 
JLA website to gain a better understanding of the process of 
identifying priorities and of those studies already published 
(https://www.jla.nihr.ac.uk/about-the-james-lind-alliance/
about-psps.htm). 
We are all familiar with patient experience and patient outcome 
measures; but we are probably less so about ‘Core Outcome 
Sets (COS)’. They have become a focus of scientific medical 
societies which have established task forces in many areas of 
medicine. The Core Outcome Measures in Effectiveness Trials 
(COMET) Initiative has defined COS and how they should be 
developed as a collaboration between physicians, patients 
and carers. The COMET definition of COS is ‘an agreed 
standardised set of outcomes that should be measured and 
reported, as a minimum, in all clinical trials in specific areas 
of health or health care’. The website https://comet-initiative.
org/ is an open repository for published and in-progress COS 
development for any condition, including those for eczema, 
asthma and rhinitis. While designed primarily for clinical 
research, they should also be employed in clinical practice. 
Daniel Munblit is chairing a current initiative to develop Core 
Outcome Measures for Food Allergy (COMFA), funded by 
the European Union Horizon 2020 framework programme. 
Notably, close to 50% of the participants in the Delphi exercise 
to define the outcomes are food allergy patients and their carers 
(https://comfa.eu/news/comfa-consensus-meeting-results 
-15-may-2023/).

In a separate article in this issue, Dikeledi Matuka and 
colleagues report on the adverse effects of mould exposures 
in the workplace. Sadly, these effects also occur in home and 
outdoor environments. In the past, when investigating house 
dust allergy, colleagues and I identified mould allergens 
in house dust, although we could not show an association 
between the levels and evidence of allergy to moulds in the 
occupants.15 Their study is therefore a welcome contribution 
to our knowledge and understanding of the association 
between mould and allergic responses.
Dr Spur’s case presentation of WAS raises ethical issues, a 
number of which I discuss in this issue. Curative treatment 
is by haematopoietic stem-cell transplant (HSCT) or targeted 
gene therapy. Both approaches have potentially adverse 
consequences. In addition, because the costs are high, the 
question to be asked is this: Does the healthcare professional 
offer these to all families or only to those with sufficient 
financial resources?
I end this Editorial with two apposite quotations. The first is 
the full definition of evidence-based medicine, which includes 
the need to account for patient values and expectations. In 
order to deliver this, we must avoid the use of medical and 
scientific jargon, as iterated by the doyen of an integrated 
approach to medicine: 
David Lawrence Sackett (1934–2015), a pioneer in evidence-
based medicine, defines the integrated approach as 

[t]he conscientious, explicit and judicious use of current 
evidence in making decisions about the care of individual 
patients. It requires the integration of clinical expertise, 
external evidence and patient values and expectations 
(Sackett DL. BMJ 1996;312:71).

And Martin Henry Fischer (1879–1962), who is most famous 
for his teachings on the art and practice of medicine, and for 
famed quotations known as ‘Fischerisms’, wrote: 

You must learn to talk clearly. The jargon of scientific 
terminology which rolls off your tongues is mental garbage.

John O Warner
Emeritus Professor of Paediatrics, National Heart and 
Lung Institute, Imperial College, United Kingdom; Honorary 
Professor of Paediatrics, University of Cape Town, South Africa
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