Comment

1 Blaser MJ. Epidemiologic and clinical features of Campylobacter jejuni
infections. J Infect Dis 1997; 176 (suppl 2): $103-05.

2 Pollock K, Locking M, Browning L, Smith-Palmer A, Brownlie S. Gastro-
intestinal and foodborne infections: laboratory reports for common
bacterial, protozoal and viral infections 2009. HPS Wkly Rep 2010; 44: 38-41.

3 Anon.Common gastrointestinal infections, England and Wales,
laboratory reports. Health Protection Rep 2010; 4: 5.

4 Wheeler )G, Sethi D, Cowden JM, et al, on behalf of the Infectious Intestinal
Disease Study Executive. Study of infectious intestinal disease in England:
rates in the community, presenting to general practice, and reported to
national surveillance. BMJ 1999; 318: 1046-50.

5 ZiaS, Wareing D, Sutton C, Bolton E, Mitchell D, Goodacre JA. Health
problems following Campylobacter jejuni enteritis in a Lancashire
population. Rheumatology (Oxford) 2003; 42: 1083-88.

6  Tam CC, Rodrigues LC, Petersen |, Islam A, Hayward A, O'Brien SJ. Incidence
of Guillain-Barré syndrome among patients with Campylobacter infection:
ageneral practice research database study. J Infect Dis 2006; 194: 95-97.

7  Gormley FJ, Macrae M, Forbes KJ, Ogden ID, Dallas JF, Strachan NJ. Has
retail chicken played a role in the decline of human campylobacteriosis?
Appl Environ Microbiol 2008; 74: 383-90.

8  Wilson DJ, Gabriel E, Leatherbarrow AJ, et al. Tracing the source of
campylobacteriosis. PLoS Genet 2008; 4: €1000203.

9  Sheppard SK, Dallas JF, Strachan NJC, et al. Campylobacter genotyping to
determine the source of human infection. Clin Infect Dis 2009; 48: 1072-78.

10  Mullner PG, Noble A, Spencer CEF, Hathaway S, French NP. Source
attribution of food-borne zoonoses in New Zealand: a modified Hald
model. Risk Anal 2009; 29: 970-84.

11  FSA. FSA report for the UK survey of Campylobacter and Salmonella
contamination of fresh chicken at retail sale. Oct 6, 2009. http://www.
food.gov.uk/science/surveillance/fsisbranch2009/fsis0409
(accessed Nov 30, 2009).

12 Ethelberg S, Simonsen J, Gerner-Smidt P, Olsen KE, Molbak K. Spatial
distribution and registry-based case-control analysis of Campylobacter
infections in Denmark, 1991-2001. Am J Epidemiol 2005; 162: 1008-15.

13 Lowman R, Hardardottir H, Krstinssin KG, et al. Iceland: a review of
reduction in human incidence of domestically acquired
campylobacteriosis from 2001-2008, concurrent with Iceland’s freezing
policy. 15th International Conference on Campylobacter, Helicobacter and
Related Organisms, Niigata, Japan; Sept 2-5, 2009: P-209 (abstr).

14 New Zealand Press Association. Researchers in a flap over chicken.
Dominion Post July 10, 2006: A5.

15  Population and Environmental Health Group, Institute of Environmental
Science and Research Limited. Notifiable and other diseases in New
Zealand: 2008 annual surveillance report. June, 2009. http://www.surv.
esr.cri.nz/PDF_surveillance/AnnualRpt/AnnualSurv/2008 AnnualSurvRpt.
pdf (accessed April 2,2010).

16 Samuel MC, Vugia DJ, Shallow S, et al, for the Emerging Infections
Program FoodNet Working Group. Epidemiology of sporadic
Campylobacter infection in the United States and declining trend in
incidence, FoodNet 1996-1999. Clin Infect Dis 2004;

38 (suppl 3): S165-74.

17 Anon. Opinion of the Scientific Panel on food additives, flavourings,
processing aids and materials in contact with food (AFC) on a request
from the Commission related to treatment of poultry carcasses with
chlorine dioxide, acidified sodium chlorite, trisodium phosphate and
peroxyacids. EFSA | 2005; 297: 1-27.

18 FSA. Campylobacter evidence programme. July, 2010. http://www.food.
gov.uk/aboutus/how_we_work/procurement/
campylobacterevidenceprogramme (accessed July 15, 2010).

19 Food Standards Agency. Quarterly public attitudes tracker: December
2009. Dec 22, 2009. http://www.food.gov.uk/multimedia/pdfs/
trackerdecem09.pdf (accessed Jan 26, 2010).

The James Lind Alliance: tackling research mismatches

Soon after the James Lind Alliance was launched in
2004," it commissioned a bibliography of how patients,
clinicians, and researchers prioritise new research.
Arguably slightly subversive, driven in part by a sense
that research might not be working harmoniously for
the benefit of patients, the results of this study and of
subsequent ones found that only nine of 640 papers
described clinicians and patients working together.??
Moreover, substantial mismatches between research
activity and questions from patients and clinicians
were found. The findings were a shot in the arm for an
organisation established to create a research agenda
around patients’ and clinicians’ joint priorities, free of the
interests of pure researchers and of the drug industry.

At the heart of the James Lind Alliance, Priority Setting
Partnerships (PSPs) unite patients or carers, or both, with
clinicians (or representative groups of patients, carers,
or clinicians) to prioritise treatment uncertainties for
research. Two PSPs have been completed (asthma and
urinary incontinence)** and eight more are underway, in
conditions such as vitiligo or schizophrenia.

An important tool of the James Lind Alliance is the
UK Database of Uncertainties about the Effects of
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Treatments (UK DUETs),® in which uncertainties (once
confirmed as known-unknowns, rather than simply
unknown to some patients or clinicians) are gathered,
tagged to show whether answering them involves either
new research or a systematic review of existing evidence,
and then prioritised by the PSP.

A Cochrane Review Group might fast-track prioritised
reviews, and UK DUETSs has flourished in other ways too.
To harvest and to update uncertainties are contractual
responsibilities for most of the specialist collections
within NHS Evidence, and the editor of UK DUETs is
now employed by the National Institute for Health and
Clinical Excellence, which hosts NHS Evidence.

UK DUETs' growth shows a heartening commitment
to research into treatment uncertainty, and a recent
survey by the James Lind Alliance revealed widespread
enthusiasm for a priority-setting community of interest.
But development of the Alliance’s method has not
been straightforward and still faces difficulties, such as
ensuring that PSP participants stick to the rules—some
try to subvert the democratic voting process if they
see dearly held priorities being lost—or professional
scepticism. Indeed, this scepticism was enshrined in one
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researcher’s challenge: why should patients have useful
opinions about the directions research should take? And
the engagement of clinicians as active participants in
some PSPs has been a battle.

Although it took 18 months to complete each of the
first two PSPs, both of these and every subsequent PSP
have identified hitherto unresearched uncertainties
for which new research or systematic reviews of
existing evidence could change the care of patients.
For example, in asthma, the PSP identified the adverse
effects of inhaled steroids as a priority that was formerly
insufficiently researched.

Although the patient—clinician involvement model of
the James Lind Alliance is new, it joins a growing world
of “patient and public involvement” (PPI). Yet even here,
a survey commissioned by the Alliance of the extent
of PPI in funding decisions of 49 charity supporters
of medical research, two UK Department of Health
bodies, and one research council,® revealed considerable
variation, and little reported evidence of the impact of
PPl in funding decisions.

Detailed examples of PPl in charities’ funding
decisions are reported in the Association of Medical

Research Charities Natural Ground report,® which also
makes clear that no one type of PPI fits all. The Alliance’s
more specific remit presents a challenge: it needs to be
both robust and reproducible while also adaptable to
the circumstances of those wanting to use it. A detailed
process guide to autonomous PSPs, published in May,
2010, addressed this challenge.®

Prioritisation has no value if research does not
follow, and the James Lind Alliance is collecting
information about what happens after PSPs, in parallel
with raising funders’ awareness. PSP members can
themselves be research-funding charities that use PSP
outcomes as a guide, and the UK’s National Institute
for Health Research Health Technology Assessment
programme works with the Alliance, including “to
ensure that any uncertainties identified and prioritised
[through PSPs] that may be suitable, are referred to
the Programme”.™

An acid test for the Alliance will be to see whether
funders used to researcher-knows-best thinking will
confidently back priorities identified by a method
beyond their comfort zone, and ultimately whether
research thus prioritised improves the relevance,
effectiveness, and safety of treatments.

More than a decade ago, lain Chalmers, one of the
driving forces behind the Alliance and chair of the UK
DUETs Steering Group, cited several examples of the
benefits of lay involvement in research. While conceding
the need to build the formal evidence-base for the
effectiveness of such involvement, he added: “Many
people, however, may feel that greater lay involvement
in a pattern of research decision-making which has been
dominated by professional researchers is justified on the
basis of existing informal experience, common sense
and justice."”

The Alliance recently sponsored two meetings
addressing aspects of common sense and justice. The
first meeting, with the Association of Medical Research
Charities and National Voices, looked at the extent to
which the drug industry heeds the views of patients,”
while the second, with the Association and INVOLVE,
saw senior commissioners and funders consider how to
build on the success of interlinking PPl initiatives.

Future paths for the James Lind Alliance include
assessment of whether the PSP method might work for
research prioritisation beyond the clinical sphere, and
whether brokering of tricky deals between patients and
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clinicians can act as a foundation for similar success with
the drug industry. The coming years promise to be as
exciting as the past ones.
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The potato: fertile ground for more funding

In the good (ie, bad) old days, the highlight of the
research month was the arrival in the library of Index
Medicus, a heavy-weight paperback with lists of new
papers and authors since the previous month (for
younger online-only readers: a library is a vast and quiet
place where books and journals are stored on shelves, and
there will be one or more at your institute). Index Medicus,
published by the National Library of Medicine in the USA,
morphed into the internet age in 1997 as Medline. New
publications appear daily with an abstract if there is one,
and usually with links to the full paper on the publisher’s
website and with a useful list of related papers.

Medline is for finding published material; it is not
a database to be “trawled for evidence”. Thence our
béte noir: those who search Medline to “prove” some
point, usually that their research interest must be very
important because more and more is published about it
year on year. That is often followed by a vaguely disquised
plea of “thus we deserve more funding”. What tosh!

We searched Medline with the free-text word HIV
between 1996 and 2009, and then for potato in the
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same period. The results, though perhaps understandably
showing a difference in quantity, reveal a similar trend
with the number of publications for both increasing
yearly (figure: y-axis for HIV approaches 14 000, that for
potato 900). We therefore conclude that the potato, as
for HIV, is an increasingly important area for research,
and definitely needs more funding. (It doesn't, actually,
it just needs eating.)

But such searching is a self-fulfilling prophecy. And
what gets our goat even worse is that these Medline-

— HIV
=== Potato

1996 2009

abusers do not even search properly, studiously avoiding
Medical Subject Headings (MeSH terms)—no, for them,
free-text searching is the order of the day, an error we

blithely copied in our searches. Enough is enough, and it
is time for an end to this vile practice.
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