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Once upon a time – 4th October 1716 to be exact - in the country 
of Scotland, a little boy was born to Mr and Mrs Lind.  They called 
him James.  
  
Although his was a family of merchants, young James Lind wanted 
to be a surgeon.  
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In 1731 Lind was apprenticed to Edinburgh surgeon George 
Langlands. Eight years later, in 1739, he enlisted in the Royal 
Navy as a surgeon's mate. By 1747 he had become ship’s 
surgeon aboard HMS Salisbury in the Channel Fleet.  It was on 
this ship, in 1747, that James Lind did something that would 
secure his place in the annals of medical history - and also in the 
annals of patient advocacy - as you will see in a few minutes.  
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When, in the 1700s James Lind was on the high seas, scurvy - a 
very nasty disease resulting from a deficiency of vitamin C - was 
not new.  It was documented even in ancient times by 
Hippocrates. And through subsequent centuries, various therapies 
for scurvy were tried, like malt, beer and sauerkraut.  But 
treatment was highly inconsistent, very hit and miss and little 
progress was made. 
  
In particular, scurvy badly affected sailors and long distance sea 
passengers with no access to fresh fruit and vegetables.   
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It also finished off a great many pirates.   
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One description from a pirate with scurvy, which was noted in a 
contemporary surgeon’s journal read: “I thus struggled with the 
disease so that my armpits and hams grew black…I pined away to 
a weak, helpless condition; with my teeth all loose, and my upper 
and lower gums swelled and clotted together like a jelly, and they 
bled to that degree, that I was obliged to lie with my mouth 
hanging over the side of my hammock, to let the blood run out, 
and keep it from clotting so as [not] to choke me..." [William 
Hutchinson, A Treatise on Practical Seamanship, p. 278]   
 
In the 18th century, scurvy killed more British sailors than enemy 
action and storms combined. 
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And you may be shocked to know that even if today you aren’t a 
sailor, long distance sea passenger - or a pirate - you might still be 
at risk of scurvy if you belong to one of these populations: the 
elderly, chronic alcoholics, people with mental illness, crash 
dieters, people with eating disorders, severely neglected children 
and socially isolated, low-income people with limited access to 
fresh food.  
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Back in 1747, James Lind was appalled at the deaths and incalculable 
suffering that scurvy caused on board the Salisbury and other ships. So, Lind 
conducted what he later described in his 1753 “Treatise of the scurvy” as a “fair 
test”.   Lind selected twelve scurvy-riddled sailors from his ship’s crew. He 
described them to be “as similar as I could have them.” They were all living in 
the same quarters on the ship and had the same basic diet. Although it was an 
unknown concept at that time, Lind was obviously aware of the need to guard 
against selection bias and the potential for confounding the results of his study. 
So he took into account clinical condition, environment and basic diet.  
Lind then allocated two sailors to each of six different daily treatments for a 
period of 14 days. The six treatments were: 
1.1 litres of cider 
25 mililitres of diluted sulphuric acid 
18 mililitres of vinegar three times a day before meals 
Half a pint of sea water 
Two oranges and one lemon 
And a ghastly-sounding paste concoction made up of garlic, mustard seed, 
dried radish root and gum myrrh. 
 
Lind discovered that: 
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“The most sudden and visible good effects were perceived from 
the use of oranges and lemons; one of those who had taken them 
being at the end of six days fit for duty…The other was the best 
recovered of any in his condition; and being deemed pretty well, 
was appointed nurse to the rest of the sick.” 
  
Lind’s work was very slow to be acclaimed or even noticed. It 
wasn’t until 1795 that the British Navy provided lemons and limes 
as standard issue at sea.  
  
James Lind is now acknowledged to be the first to document how 
he addressed an uncertainty within the context of a clinical trial 
type of study.  His “Treatise” even contains an early example of a 
systematic review on what had already been written on the subject 
of scurvy. 
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Of his systematic review, Lind wrote: “…before the subject could 
be set in clear and proper light, it was necessary to remove a great 
deal of rubbish.” 
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A long, long time after Lind’s groundbreaking study on scurvy – in 
2004 to be exact - the James Lind Alliance (JLA) was established 
by Sir Iain Chalmers (co-founder of the Cochrane Collaboration), 
Dr John Scadding (then Dean of the Royal Society of Medicine) 
and Sir Nick Partridge (former Chair of INVOLVE).  The UK 
National Institute for Health Research (NIHR) now funds the 
infrastructure of the JLA. 
  
The main aim of the JLA is to bring patients, caregivers and 
clinicians together in Priority Setting Partnerships to ensure that 
researchers, and those who fund health research, are aware of 
what matters to both clinicians AND patients and families. 
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So just as James Lind addressed the uncertainties surrounding 
treatments for scurvy back in the 18th century, today’s JLA PSPs 
also look at treatment uncertainties. But there’s a big difference. 
JLA PSPs strongly involve patients, caregivers and patient 
advocacy networks in the pursuit of answers to uncertainties on a 
completely level plain with medical professionals and researchers.  
  
What are important questions for researchers are not necessarily 
the same for patients and caregivers who are actually living with a 
disease. So there is often a mismatch between the priorities of 
healthcare professionals and researchers and the practical 
answers that are needed by patients and caregivers.  
  
Furthermore, the research interests of patients and caregivers are 
often overlooked so that areas of potentially important and 
meaningful research are neglected.  JLA PSPs help address this 
by asking patients and caregivers what their priorities are. 
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So, what did we actually do?  
  
Well, first of all a small group of us – patient advocacy leaders and 
clinicians – got together to form a larger JLA PSP stakeholder 
group, and we had our first meeting together in July 2014. 
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We discussed our strategy and then spent the next several 
months planning the scope of our work, producing a protocol, 
sourcing modest funding, further developing our stakeholder group 
(but not including any pirates), liaising with JLA advisory teams 
and setting up our JLA neuro-oncology website. 
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Then, we created a one-question survey which asked people what 
they thought were the most important unanswered clinical 
questions about brain and spinal cord tumours in patients of any 
age.   
  
Questions could relate to: prevention, diagnosis, surgery, 
radiotherapy, chemotherapy, palliative care and cancer-related 
symptoms (such as epilepsy, headaches, sleep disturbance, 
change of personality), end of life care and bereavement 
  
Survey respondents could submit as many unanswered questions 
as they liked about any of the over-120 different types of brain and 
central nervous system tumours that exist. 
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Next, our stakeholder group used their networks to disseminate 
this first survey in the UK and beyond. This was basically a UK-
focused initiative so submissions were primarily from Britain. But 
there were additional responses from Australia, Ireland, Italy, the 
Netherlands and the United States.  
 
Patient networks were obviously crucial here and we all promoted 
the initiative heavily in our e-newsletters, websites and other 
material. 
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This first online survey generated over 600 individual unanswered questions 
from around 200 people.  To this we added a small number of unanswered 
questions from a brain tumour charity patient forum and from UK DUETS, the 
UK Database of Uncertainties about the Effects of Treatment. 
  
Then we got down to some serious and time-consuming desk work. 
Questions were categorised (e.g. “diagnosis”, “surgery”, “radiotherapy”, etc). 
Duplicates were combined. Out-of-scope and questions already answered by 
previous research were eliminated.  
  
We then held a face-to-face meeting with stakeholders, along with follow-up 
voting, in order to identify 44 genuine uncertainties to put into a second 
follow-up “prioritization” survey. 
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We standardized all of the questions into a “PICO” format.  
  
The PICO process is a technique used in 
evidence-based practice to frame and answer a clinical or health 
care-related question. 
 
PICO stands for 
P - patient, problem or population 
I - intervention 
C - comparison, control or comparator 
O - outcome 
 
PICO format is used widely in health research to help manage and 
break down research questions so they are clear. The format 
helps to identify the key concepts in a question, and also creates 
appropriate search terms to describe these.  
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We sent out our second survey in September 2014 asking people 
to chose their own top ten priorities from the remaining 44 
categorised and PICO’ed questions.  
227 people responded. A Core Group from within the Steering 
Group agreed to take forward questions receiving more than 20% 
of the total vote and/or questions receiving at least a third of either 
patient, relative or health professional votes. 
  
 
This process left us with 25 unanswered brain and spinal cord 
tumour research questions. 
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In November 2014, we held a one-day prioritization workshop in 
London for the stakeholder group. It was run by two professional 
facilitators from the JLA.  
  
I thought this meeting was tremendously exciting. It was at this 
stage that I think it really hit us that we - as patient advocates and 
individual patients and caregivers - were in at ground level, 
developing the actual research questions that will give rise to 
clinical trials or systematic reviews. 
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The workshop was very thought-provoking.  It was fascinating to 
hear everyone’s opinions, perspectives and thought processes as 
we went through the final batch of questions. We used a modified 
Delphi and nominal group technique to achieve consensus. The 
principle behind the Delphi method is that several heads are better 
than one in making subjective decisions.  The nominal group 
technique was specifically developed to prioritize issues within a 
group setting.  
  
At the end of the workshop we finally arrived at our Top Ten 
Priorities for clinical research in primary brain and spinal cord 
tumours. We were all very excited and quite pleased at the way it 
had all turned out. 
  
And here are those Top Ten Priorities. 
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So…what next for our JLA PSP? 
  
Well, we are now actively promoting these Top Ten research 
priorities with various high-level institutions in the UK in the hopes 
that they will all eventually lead to clinical trials or Cochrane 
reviews.  
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We have also submitted abstracts, given presentations and 
participated in workshops about the JLA PSP. 
  
The European School of Oncology’s Cancer World magazine has 
featured an article called “Welcome to the Revolution: the 
changing role of patient advocates within research” in which our 
JLA PSP was featured. 
 
A double page spread about the project was also featured in the 
IBTA’s publication Brain Tumour magazine, with 14,000 copies of 
the publication being sent for free to recipients in 111 countries 
and distributed at major cancer conferences.  
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We are also members of the JLA PSP “Shared Learning Group” 
established by Anna-Louise Smith of Parkinson’s UK for different 
organisations who have completed PSPs. The group is a central 
hub for discussion/information exchange, considering specific 
areas of common interest across diseases, measuring/evaluating 
the impact of PSPs, etc. 
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Now, our neuro-oncology PSP’s ultimate goal is to find the answers to our 
Top Ten Questions so that people with brain or spinal cord tumours receive 
the best possible treatment, will live longer and will have a better quality of 
life. 
 In conclusion, here’s what participants in our final workshop said about the 
project. 
(1) See slide 
(2) See slide 
(3) See slide 
 
Would James Lind be pleased with our JLA PSP in neuro-oncology? I think 
he would.  Through careful study and evidence-based results his work 
eventually led to a successful treatment for scurvy.  Brain tumours are a 
completely different kettle of fish but I would like to think that the work we are 
doing today in our PSP will really make a difference to brain and spinal cord 
tumour patients of the future. And patient advocates, patients and caregivers 
have certainly led the way on this fascinating project. 
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