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Executive summary

We are at a pivotal moment in type 1 diabetes 
care. Years of developments within the world
of research, regulation and healthcare are 
paving the way for pioneering new treatments 
for type 1 diabetes and future cures. 

We are seeing new approaches 
within the health system, with 
a greater emphasis given to the 
experience and priorities of people 
who live with chronic medical 
conditions. 

The broad range of what matters to 
people living with type 1, beyond the 
monitoring of clinical outcomes, is 
getting more attention. People with 
type 1 diabetes are demonstrating 
what is possible when they have more 
autonomy and authority and are often 
the catalyst for solutions that improve 
outcomes – clinical ones but also non-
clinical ones as defined by patients 
themselves. 

The Covid-19 pandemic is reshaping 
the life sciences landscape and 
building a stronger commitment to 
diverse and meaningful involvement 
of people living with health 
conditions. Organisations such as 
the National Institute for Health and 
Care Excellence (NICE), the Medicines 
and Healthcare Products Regulatory 
Agency (MHRA) and the National 
Health Service (NHS) are reviewing 
their ways of working. 

They had to respond quickly to 
Covid-19 to address unforeseen 
challenges and develop life-saving 
treatments. Obstacles that limit the 
fast development and approval of 
lifesaving new treatments are being 
removed, making the system more 
responsive and dynamic. 

But even before the pandemic, the 
UK has been at the heart of the 
international life sciences industry. 
The strength of the NHS in supporting 
research opportunities, combined 
with the immense skill from our world-
leading universities, makes the UK 
an excellent place to conduct type 1 
research. 

An example of how the NHS 
endeavours to be at the forefront 
of delivering innovative type 1 
treatments is the pilot of hybrid 
closed loop (also known as ‘artificial 
pancreas’ technology) among up 
to 1,000 people. This area has been 
advanced as a result of the leadership 
provided by Professor Partha Kar, NHS 
England’s National Specialty Advisor, 
Diabetes. 

It both demonstrates the pioneering 
nature of the UK life sciences industry, 
and the role that type 1 diabetes has 
in driving a digital health revolution. 
A revolution that would benefit the 
whole system, not just type 1 diabetes. 

We have a vision that within the 
next 15 years, if we can continue 
the momentum behind these 
developments and continue to invest 
in pioneering opportunities, such 
as cellular engineering, the lives of 
people living with type 1 diabetes will 
be transformed. 

JDRF UK’s Research to Reality 
programme has been created to help 
realise this vision.

Karen Addington
Chief Executive
JDRF UK
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Main findings and recommendations

Over 2020 and 2021, JDRF held a series of 
workshops with stakeholders in the type 1 
diabetes community to identify challenges  
to, and opportunities for, accelerating access  
to new treatments and technologies. The four 
main findings from these workshops are below:  

 Finding 1:
 
 What people want and value 

from treatments is unclear and 
undefined 

 Those living with the condition are 
experts by experience. However, 
what people want and need from 
treatment is not sufficiently informing 
the development and regulatory 
process and clinical practice 
and assessment. A cross-sector 
understanding of what patients 
prioritise and value in treatment and 
care is needed to make a patient-
centred approach a reality.

 Finding 2: 
 
 The complexity of type 1 diabetes 

is often not acknowledged nor 
addressed by regulators

 Type 1 diabetes is a complex 
condition due to factors such 
as intense self-management 
requirements, risks of short and 
long-term complications, and the 
need for both pharmaceutical and 
technology-based interventions. The 
blunt nature of cost effectiveness 
instruments do not adequately factor 
in these complexities. This also 
means that patient-related outcomes 
such as a faster return to work, a 
full night’s sleep, or a more active 
lifestyle are largely ignored. Current 
regulation limits patient choice and, 
ultimately, autonomous patient 
decisions.

 Finding 3:  
 
 Opportunities to use data to 

improve outcomes are being 
missed

 Type 1 diabetes generates 
tremendous amounts of data. 

 However, although greater 
data availability and access has 
been useful for patients making 
individual treatment decisions, 
stakeholders have not yet exploited 
data opportunities at the type 1 
diabetes population level. We need 
a systematic and coordinated 
approach to make sense of large 
volumes of disparate data and turn  
it into evidence that could accelerate 
access to new treatments and 
improve clinical and patient-related 
outcomes. 

 Finding 4:   
 
 Insulin, as a medical treatment,  

is not good enough

 Type 1 diabetes suffers from 
an identity problem. There is a 
misperception that insulin as a 
treatment is enough, which puts 
investment into curative and 
preventive treatment at risk. We 
need to create a new narrative that 
challenges this belief by showing 
the significant unmet need and 
complexity of living with type 1 
diabetes. Historically marginalised 
voices must be considered when 
building a common language so as 
not to perpetuate health inequalities.

 JDRF has identified the following 
priority activities to deliver on 
Research to Reality: 

• Patient reported outcomes - JDRF 
will in partnership develop a 
type 1 diabetes patient reported 
outcome framework, and encourage 
stakeholders to use patient reported 
outcomes in guidance and when 
designing services

• Changing the narrative - JDRF will 
lead on developing a common 
language charter which goes beyond 
insulin as a treatment and raising 
awareness of the burden of type 1 
diabetes 

• Patient insights - JDRF will advocate 
for increased and more diverse 
patient experience to be more 
effectively used in consultations  
and in the research and development 
process

• Data - JDRF will build the case for 
a type 1 diabetes data registry, 
and encourage researchers to 
link existing patient data to other 
data sources, to build a more 
comprehensive picture of life with 
type 1 diabetes 

• Connect Immune Research - 
JDRF will continue to partner with 
organisations representing other 
autoimmune conditions and explore 
possibilities to fund research to 
understand the commonalities 
between conditions; as well as 
encourage the building of a 
disease-agnostic immunology trials 
infrastructure

• Research and development - JDRF 
will champion type 1 as an exemplar 
of innovation in modern medicine - 
with regards to the use of data in self 
management, potential for AI and 
cellular therapies 

 A detailed set of recommendations 
for both JDRF and external 
stakeholders can be found as an 
appendix to this report. 



 Report Objectives:

 1. Identify how to accelerate the availability 
of emerging treatments

 2. Put the priorities of people with type 1 
diabetes at the forefront of research

 3. Establish the optimum approach for 
JDRF to resolve challenges, promote 
collaboration and drive change

05

JDRF’s Role

 Along with increasing the 
availability of existing treatments, 
we are seeking to accelerate 
access to innovative new 
treatments in development by 
researchers. We are thankful to 
Garfield Weston and Sanofi for the 
funding to make this important 
work possible. 

 By identifying the barriers and 
challenges inherent in making 
treatments and tools available  
to people with type 1 diabetes, the 
Research to Reality project is an 
integral part of JDRF’s mission goal  
to accelerate access to treatments. 

 

 By speaking to experts and distilling 
collective insights, we seek to 
increase the speed at which research 
concepts are turned into effective 
and widely available treatments 
while also limiting inconsistencies in 
access. 

 Specifically, we clarify how JDRF 
can best exploit its existing 
capabilities and skill set to most 
effectively engage with Research 
and Development in industry and 
academic institutions and with 
the NHS market access process 
to ensure that not only are new 
treatments available but they are also 
meeting the needs and expectations 
of people with type 1 diabetes and 
their carers.

At JDRF we are committed to eradicating type 
1 diabetes. JDRF-funded research has led to 
new developments in diabetes technology 
and treatment. We’re laying the foundations for 
cure therapies. We support everyone living with 
type 1 diabetes, by working with policymakers 
to increase availability of treatments and by 
providing information and resources to help lift 
the burden of daily type 1 self-management.



0006

Report Methods

JDRF carried out a number of workshops with 
a broad range of relevant experts. Contributors 
included people with type 1, stakeholders 
from the MHRA, NHS, NICE, pharmaceutical 
companies and industry, academia, and patient 
organisations.

 The workshops were structured around a 
question and answer format for participants, 
followed by a general discussion to identify 
commonalities in themes, challenges and 
opportunities for JDRF, and others, to pursue 
through this Research to Reality programme.

 Specifically, the discussions occurred in 
three separate workshops, each seeking to 
understand a specific time period within the 
development of new treatments in the short, 
medium and long-term. The first workshop 
addressed challenges and opportunities in the 
current market access landscape. 

 The second workshop looked at preparing the 
ground for emerging treatments such as the 
‘artificial pancreas’ or ‘closed loop’ systems. 
The third workshop looked further ahead at the 
potential of curative or preventative treatments.
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Finding 1:
 
What people want and value from 
treatments is unclear and undefined 

The workshops’ participants 
overwhelmingly acknowledged that 
the nature of type 1 as a condition 
that is mainly self-managed means 
that those living with it (and caring 
for those who do) are experts in the 
condition. 

Participants recognised that people 
with type 1 should have a greater 
influence in defining the value of 
treatment and technology. For this 
to be a reality, we need to look for 
new ways to engage people with 
type 1 diabetes in defining research, 
regulatory and clinical policy priorities 
and outcomes. 

The status quo of considering the 
needs and wisdom of people with type 
1 as an afterthought is a major obstacle. 
People with type 1 diabetes must be 
considered partners at every point in 
the research and development pipeline 
and this relational dynamic must 
remain for the subsequent regulatory 
and clinical practice stages.
 
A major roadblock to making this a 
reality is the lack of cross-sector clarity 
on what people want or value from 
treatments. There have been piecemeal 
attempts to shed greater light on 
patient preference and fold these into 
the drug development and market 
access process. However, the fact that 

the overriding metrics of treatment 
success remain clinical indicates this 
is a work in progress. This is not to 
say that people with type 1 diabetes 
dismiss clinical outcomes wholesale 
but rather that these measures do not 
tell the full story of what people want 
and need from treatment. Whether 
treatments are reducing disease 
burden and improving overall wellbeing 
cannot be measured by clinical or lab 
tests alone. They require subjective 
measures that only a person with the 
condition can input and report. 

What is needed is a coordinated and 
systematic approach to taking these 
patient reported outcomes (PROs) 
into account when treatments are 
conceived, trialled, reimbursed and 
delivered. Work has begun in this vein. 
The International Consortium for Health 
Outcomes Measurement (ICHOM) 
is one such organisation breaking 
ground. ICHOM builds, and drives 
adoption of, a common framework  
for priorities and health outcomes  
as defined by people with a condition, 
across research, clinical practice and 
regulatory decision making. 

The ICHOM framework is important 
because it gives equal weight to 
objective and subjective measures 
of treatments.1  This is crucial as 
historically, objective - or clinical - 
measures such as HbA1c (a measure 
of average blood glucose levels) 
took prominence in determining the 
success of treatments and care. 

Although the framework must be 
applauded for disrupting the status 
quo, there are a number of things 
that need to be considered before 
adopting it in the UK. For one, the  
language of the framework must be 
scrutinised.

The terminology currently used to 
define and describe patient reported 
outcomes may act as a barrier to - or 
even undermine - universal adoption. 
The language that is currently being 
used is pitched towards a professional 
stakeholder audience. 

For instance, the terms ‘vital status’ 
and ‘healthcare utilisation’ in the 
ICHOM framework may not mean 
much to people with type 1 diabetes, 
especially those with low levels of 
health literacy. Language around 
patient reported outcomes needs to 
be clear and relevant to people with 
the condition or the risk is that people 
with English as an additional language 
or low levels of health literacy will be 
excluded. 

This will have a consequent impact  
on how research instruments are 
used, how real world evidence is 
collected and how findings are 
established.

1. ICHOM Diabetes in Adults Working Group, Type 1 and Type 2 Diabetes in Adults, 2018, (available at: www.ichom.org/medical-
conditions/diabetes) 

Findings

The four most 
significant and 
actionable findings 
from the workshop 
are the following:
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 Although we have much work to do to 
ensure that the PRO model is inclusive 
and applicable to a UK audience, we 
can start applying the essence of the 
framework. What the chart tells us in 
practice is that, broadly, people with 
type 1 diabetes and their carers value 
treatments that meet the following 
criteria:

– A long life in good health
– Increased wellbeing
– Improved time in range
– Reduction in risk of complications
– Reduced risk of hypos and hypers and 

DKAs 

 Choice is the watchword. If cross-
sector type 1 diabetes stakeholders 
are promoting evidence-based, 
patient-centric treatment then one 
size - or treatment - will not fit all. Each 
person with type 1 will have their own 
needs, desires and priorities so will 
value outcomes differently. What works 
for one may not be effective, safe, or 
convenient for another. Furthermore, 
there are differences between 
individuals but also differences 
between life stages of one individual. 
For instance, treatment needs may 
change at junctures such as leaving 
home, pregnancy, or starting or 
changing a career. This is why choice  
is crucial. 

 This is also why JDRF’s Pathway 
to Choice work is so important in 
accelerating access to treatment. The 
project seeks to build awareness of 
and access to existing type 1 diabetes 
technology choices. This work 
researched the common obstacles 
that people with type 1 diabetes 
face accessing pump and glucose 
monitoring technologies and found 
that there were three main forces at 
play: educational, socio-economic/
financial, and attitudinal/physical.  

 JDRF has taken the findings and 
recommendations from Pathway to 
Choice and designed our information 
and support services around the 
identified need, connecting people 
to build their skills, knowledge and 
confidence. In this way JDRF helps 
empower and engage people with 
type 1 diabetes and champions the 
uptake of technology and emerging 
treatments.
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 Finding 2:
 
 The complexity of type 1 diabetes 

is often not acknowledged nor 
addressed by regulators 

 Another significant finding from 
the workshops was that despite 
the many benefits that choice and 
person-centred care can provide 
to a person with type 1 diabetes, 
the practices and policies of the 
MHRA, the NHS and NICE do not 
reflect the complex nature of the 
condition. 

 The workshops highlighted some  
of the condition’s complexities which 
include:

• Intensive self-management with 
the need to make life and death 
decisions on a daily basis and the 
attendant burden and fear

• Restrictions on lifestyle and activities 
due to treatment regimen and risk  
of diabetes-related complications 
and adverse events

• Type 1 is a life-long chronic condition 

• Type 1 is a condition with potential for 
severe complications in both short 
and long-term

• Type 1 treatment requires medicines 
as well as technology-based 
treatments

• Type 1 is a condition which can 
generate large amounts of data 
which is of use to the person with 
type 1, clinicians and researchers

 The workshop participants discussed 
how the Health Technology Appraisal 
(HTA) processes in particular 
create access challenges for new 
treatments, because UK HTA 
agencies use a quality-adjusted 
life year (QALY) based approach 
to cost-effectiveness assessment. 
The utilitarian nature of QALY 
disregards - or at least diminishes 
- patient or situational factors. In 
other words, it does not take into 

account non-health benefits such as 
a faster return to work, or a full night’s 
sleep. This curtails freedom of choice 
and ultimately, autonomous patient 
decisions.

 
 However, there is a growing 

awareness of the drawbacks of the 
current methods of evaluation. The 
government’s 2021 Health and Care 
Bill makes strong overtures towards 
the importance of the patient voice. 
The geographic transition of health 
structures from Clinical Commissioning 
Groups to Integrated Care Systems, 
proposed within the Bill, aims to 
promote better local decision-making 
and ensure local health practices are 
accountable to the needs of their 
specific population. Meanwhile, NICE  
is reviewing its methods and processes 
with the aim of making the organisation 
more efficient, better equipped to  
keep pace with innovation and able  
to ensure the ‘needs of the patients are 
front and centre in [their] activities’. 
NICE states its intention to allow 
greater weight to smaller evidence 
bases that demonstrate real-world 
value - or what actually happens in 
everyday practice - moving away from 
a strictly economic model of assessing 
value.2 

 The MHRA is also following suit. In its 
new delivery plan, its stated vision is 
‘to put patients at the heart of what 
we do’, committing to ‘making patient 
involvement more prominent.’3  This 
represents a previously unforeseen 
tide-change as a historically top-down 
regulatory decision-making process 
grows more flexible and responsive to 
the needs of patients.

 It is the very complexity of type 1 
diabetes treatment and management 
- and that this complexity is not 
adequately recognised by regulators - 
that make the condition a case study 
in advances in personalised medicine 
and the democratisation of health. 
Empowered and educated, patients 
with strong networks of peer support 
are the spark that are igniting a digital 
health revolution.

2. National Institute for Health and Care Excellence, Reviewing our process for health 
technology evaluation, Proposals for Change, 2021 
3. Medicines and Healthcare products Regulatory Agency, Delivery Plan: 2021-23, Putting 
patients first: A new era for our organisation, 2021
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 Perhaps the best illustration that 
type 1 is well placed to drive the 
health revolution is the artificial 
pancreas. A fully automated insulin 
delivery system with no need for 
carbohydrate counting or bolusing 
for meals, the artificial pancreas 
is heralded as a game-changer in 
managing the condition. But we are 
not there yet. 

 Artificial pancreas systems known as 
hybrid closed loop systems are now 
commercially available. These systems 
partially automate insulin delivery 
based on glucose readings from 
continuous glucose monitors (CGMs), 
although some people felt the approval 
process to receive one took too long.

 Frustrations with how slowly the 
artificial pancreas was developing 
through the conventional research, 
regulatory, and commercialisation 
pathway have led to some people 
(DIYers) devising ways to make insulin 
pumps, CGMs and “homemade” 
closed-loop algorithms communicate 
with each other, thereby constructing 
closed-loop DIY systems.

 Although many people using these 
DIY systems found benefit, that they 
were unregulated caused their use to 
be controversial. But the citizen-led 
response to a medical need compelled 
systems and healthcare professionals 
to recognise that DIY has value. 

 Commercially available systems are 
emerging on the market and are being 
used in parallel with the DIY systems. 

 In June 2021, the NHS announced a 
pilot of the use of the hybrid closed 
loop artificial pancreas in up to 1,000 
patients from up to 25 specialist 
centres.4  

 The data from the pilot will feed into 
an evidence assessment by NICE, 
meaning mainstream use of the system 
may soon be a reality. The launch and 
roll out of a fully automated artificial 
pancreas will rightfully be celebrated 
as a huge milestone. Yet, as will be 
discussed later in the report, we need 
to be careful to view it as a treatment 
but not a cure. 

 By promoting type 1 diabetes as 
the exemplar in digitally enabled 
person-centred care our ambition is to 
promote a more flexible and responsive 
healthcare system. Our goal is to show 
what is possible when firstly, patient 
experience is given more weight, and 
secondly, patients are given more 
responsibility in their own health and 
greater say in the wider healthcare 
system. 

 We want to advance the debate that 
the current system is too restrictive for 
all and help ensure we are in the midst 
of a cultural shift and not a passing 
trend. We are aiming for systematic 
change. 

 

 If we can show what can be achieved 
and what is possible when you 
concede some control to people living 
with type 1 diabetes with all of the 
condition’s inherent complexity and 
nuances then the case for doing the 
same for people with other conditions 
is more easily made. 

 JDRF will optimise its deep policy 
experience and relationships in order 
to keep regulators accountable and 
committed to their patient-centric 
objectives.  

4. NHS England, “Patients with type 1 diabetes to get artificial pancreas on the NHS”, 2021 (available at https://www.england.nhs.
uk/2021/06/patients-with-type-1-diabetes-to-get-artificial-pancreas-on-the-nhs/) 
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 Finding 3:
 
 Opportunities to use data to 

improve outcomes are being 
missed 

 Insulin remains the standard of 
care for type 1 diabetes since its 
discovery 100 years ago. Advances 
in treatments have mainly focused 
on two aspects; firstly, on iterative 
improvements to insulin and 
insulin delivery optimisation, such 
as insulin pumps, and secondly, on 
making data more transparent and 
accessible to patients, such as with 
CGM. 

 CGM data allows for more frequent 
glucose monitoring and more rapid 
treatment decisions and its use is 
correlated with reductions in HbA1c 
- a measurement of average blood 
glucose - and more time in range.5  

 However, although greater data 
availability has been useful at an 
individual level, a finding from the 
workshops is that we have failed 
to exploit the data opportunities at 
the type 1 diabetes population level. 
Currently, this individual patient 
level data is not being turned into 
evidence that could accelerate 
access to new treatments and 
improve clinical and patient-related 
outcomes. To do that, we need 
a systematic and coordinated 
approach to make sense of large 
volumes of disparate data.

 The use of a UK-wide type 1 
diabetes registry (a disease registry 
is a collection of uniform data 
on a population with a particular 
disease) would help address this 
lack. It would allow for the uniform 
collection of data which could be 
turned into evidence to satisfy the 
needs of various stakeholders. For 
instance, researchers could better 
identify people who could benefit 
from drugs, devices and other such 
innovations in development, resulting 
in faster clinical trial recruitment. 

 For regulators and payers, it would 
provide real-world evidence that 
goes far beyond the artificial 
setting of a randomised control trial 
(RCT), on areas such as long-term 
safety and efficacy, its economic 
performance, and how it compares 
to other treatments. For a clinician,  
a registry can help identify people 
who would benefit from new 
treatments and technologies through 
the recorded data, thereby improving 
access to technology and promoting 
a culture where people can access 
new technology, trial it, and make 
an informed choice as to their own 
healthcare.

 Type 1 diabetes is a popular target 
for machine learning applications. 
The recent advancements in user 
data collection and accessibility has 
provided researchers with increased 
access to sufficient historical patient 
data. The most promising application 
for adaptive learning to reduce the 
condition’s self-management burden 
is blood glucose prediction, as seen 
with the artificial pancreas. If and 
when the artificial pancreas reaches 
its full potential and is completely 
automated, it will be largely thanks  
to the power of adaptive learning and 
artificial intelligence.

 Despite the many benefits of macro 
level data use, our Research to 
Reality stakeholder and patient 
workshops raised ethical questions. 
These included questions around 
the approach to and governance 
of medical data: who owns it, how 
should data be shared, and critically, 
how can peoples’ trust in how their 
data is used be increased. 

 These are not minor points that 
can be ignored. In order to realise 
maximum value from data, patients 
must be on board. These questions 
will need to be addressed before  
a UK-wide registry is rolled out. 

 

 As JDRF establishes a policy 
on data use, we can look for 
guidance and take our cue from 
Understanding Patient Data (UPD). 
UPD is a programme based out of 
the Wellcome Trust with the goal of 
making patient data use more visible, 
understandable and trustworthy. 
UPD is in the process of establishing 
a consensus around understanding 
of transparency for the use and 
management of patient data.6 

 JDRF will leverage its lobbying 
capabilities and relationships with 
the type 1 diabetes community 
to influence the creation of a UK-
wide registry, while ensuring that 
it appropriately and adequately 
addresses data use, privacy and 
other governance concerns.

 

5. Beck et al., Effect of Continuous Glucose Monitoring on Glycemic Control in Adults with Type 1 Diabetes Using Insulin Injections, 2017, 
doi:10.1001/jama.2016.19975  
6. Understanding Patient Data, “Transparency: what is it and how do we improve it?” 2017 (available at: https://understandingpatientdata.org.
uk/news/transparency) 
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 Finding 4:
 
 Insulin, as a medical treatment, 
 is not good enough  

 The three findings previously 
mentioned came from all three 
workshops. A finding that was 
largely specific to the third and 
last workshop was that type 1 
diabetes suffers from an identity 
and positioning problem that 
stymies investment in curative 

 and preventative treatments. 

 In terms of its identity problem, 
participants discussed the common 
misperception that type 1 diabetes 
has been effectively cured, or at 
least effectively dealt with, and is 
not a condition with an unmet need 
to address. This is largely due to the 
prevalent, counter-productive/factual 
and arguably dangerous belief that 
insulin is sufficient as a medical 
treatment for type 1 diabetes. That 
diabetes complications such as 
retinopathy and nerve damage are 
not adequately communicated to 
audiences beyond clinicians and 
people with type 1 contributes to the 
misperception. The narrative void is 
striking.

 Regarding type 1 diabetes’ 
positioning problems, workshop 
participants highlighted that as it 
is not a rare condition it does not 
benefit from financial and regulatory 
incentives. Further, it is not a well-
known or high profile condition with 
a large patient population, and as  
a result is not always on the radar 
of those without a personal interest 
in progress. Or equally detrimental, 
is the fact that it is often confused 
with type 2 diabetes and is thus 
incorrectly defined as a metabolic 
condition, not an autoimmune one.

 That only a small minority of 
people with type 1 diabetes in the 
UK are meeting clinical targets - 
patient reported outcome data is 
unsurprisingly unavailable at this 
stage - is evidence enough that we 
need to immediately start filling 

this rhetorical void.7  A compelling, 
coordinated, coherent, and unified 
narrative is required to demonstrate 
how and why insulin treatment 
is falling short. This will also help 
address the challenge that the 
relative affordability of insulin 
presents. The system of health cost 
benefit calculation used by regulators 
is relatively short-term and the 
provision of an affordable medicine 
such as insulin for a UK patient 
group of 400,000 is a regulatory 
counterweight against investment 
in bringing fully personalised, 
but potentially expensive, health 
solutions such as immunotherapies, 
cell, tissue and gene therapies to 
reality in treating type 1 diabetes. 
Insulin may be relatively cheap, but 
there are huge monetary and non-
monetary costs to its use. A fresh, 
empowering narrative that backs 
non-insulin and curative treatments 
can only be amplified if it comes from 
a cross-sector coalition. 

 Fortunately, JDRF is at the centre 
of a range of UK and international 
partnerships that could provide 
blueprints and networks for such a 
coalition to emerge. For example:

– The Type 1 Diabetes Immunotherapy 
Consortium sees JDRF, Diabetes UK 
and a network of partners, including 
leading universities, work to create 
an improved environment for 
immunotherapy trials in the UK

– The JDRF T1D Fund, a venture 
philanthropy fund, succeeds in 
bringing together venture capital, 
biotech and pharma for major 
investments in curative therapy 
research

– JDRF is an active member of 
collaborative platforms such as 
the Research Managers Working 
Group of the Association of Medical 
Research Charities (AMRC)

 JDRF is a founding partner of 
the Connect Immune Research 
partnership of immune-focused 
research organisations. Its aims 

are not only to bolster cross-condition 
research to boost understanding  
of autoimmunity, but also to present  
a narrative on the need to confront 
autoimmune conditions to policymakers. 

 The Global Platform for the Prevention 
of Autoimmune Diabetes (GPPAD) is 
focused on coordinating type 1 diabetes 
prevention trials. GPPAD is helping 
to increase the understanding of the 
potential cures and transformations in 
immunotherapies and prevention of type 
1 diabetes.

 Coalitions such as the above are 
certainly a prerequisite for building a 
far reaching and actionable narrative. 
But to be persuasive and sustainable, 
the messaging that insulin treatment 
is not enough must be driven by, and 
responsive to, people affected by the 
condition. This is a further incentive to 
build on the ICHOM framework and 
ensure that what people want and 
need is the foundation for a common 
language to make the narrative and case 
for curative therapies.

 However, it is absolutely imperative 
to incorporate health inequality 
considerations when building a common 
language. If we ignore the voices of 
traditionally marginalised groups, then 
building a narrative for curative therapies 
could facilitate transformational progress 
for some, while exacerbating inequalities 
for others.

 Health inequality already has a growing 
and devastating impact for people living 
with type 1. Evidence shows that those 
with lower socio-economic status or 
from more marginalised communities 
are already less likely to be using today’s 
technological therapeutic innovations 
for type 1 diabetes. This trend cannot 
be allowed to carry into non-insulin and 
curative therapies. 

  

 
 

7. National Institute for Health and Care Excellence, NICEimpact diabetes, 2018 
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 Evidence of the trend includes: 

– Technology use is lowest in children 
and young people from deprived 
areas and from ethnic minority 
communities. The gap between 
children using an insulin pump in 
the most and least deprived areas 
has widened from 7.9% in 2014/15, to 
12.6% in 2019/20.8 

– JDRF’s Pathway to Choice report, 
published in 2020, found that 25% 
of people from lower social level 
classifications (based on people’s 
jobs) have no awareness of flash 
glucose monitoring technology 
compared to just 12% from higher 
social level classifications.9  

– Pathway to Choice findings also 
highlight that 18% of people from 
lower socio-economic backgrounds 
used an insulin pump compared with 
32% from a higher socio-economic 
group, while 18% of people from 
lower socio-economic groups 
discussed technology treatments 
with healthcare professionals, 
contrasting with 46% of those 
from higher socio-economic 
backgrounds.10 

 These disparities and social 
determinants must be addressed 
from the treatment conception and 
development stage. Traditionally, 
randomised controlled trials (RCTs) 
are vulnerable to a recruitment 
selection bias with participation 
skewed to those with time, resources, 
and energy to participate. This can 
result in a lack of diverse experiences 
and voices from the outset, which 
then reverberates throughout the 
development, regulatory and clinical 
practice setting. In other words, it is 
not good enough to say we need to 
hear the patient voice - we need to 
explicitly and consciously seek out 
diverse voices. It is a moral imperative 
which will likely slow things down at 
first, as any systematic change will. 
But ultimately, diversity drives growth; 
it will speed up the process and make 
innovations a reality for all. 

8. Royal College of Paediatrics and Child Health, National Paediatric Diabetes Audit, 2019/20 
9. JDRF, Pathway to Choice, 2020 
10. JDRF, Pathway to Choice, 2020
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Conclusion

Truly transformative treatments that can lift 
the burden of this relentless condition are in 
touching distance. The cards are stacked in 
our favour; research innovation is reaching new 
heights; empowered patients are becoming 
more and more vocal about what matters  
to them and demanding that they define what 
treatment success looks like. 

Regulators are growing more responsive 
to these needs and are taking more flexible 
approaches, and the condition demonstrates 
the power of digital health solutions. 

JDRF’s role in this ecosystem is crystallising. With 
our skills, commitment and strong relationships 
we are the connective thread between the 
parts. We have the power to clear the path of 
obstacles, ensuring that transformative research 
becomes a reality. The time is now. 
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JDRF received a financial 
contribution from Sanofi to carry 
out the three virtual Research  
to Reality workshops. Sanofi had  
no editorial control over the design 
or outputs of this project.
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 Patient reported outcomes

• JDRF to develop the type 1 diabetes 
PRO framework, based on ICHOM, 
in language that is clear and easy to 
understand (I)

• JDRF to promote framework to 
external type 1 diabetes stakeholders, 
encouraging adoption (I)

• Type 1 stakeholders to adopt the PRO 
framework and embed it in their work 
(E)

• NHS to consider PROs when 
designing services (E)

• NICE to incorporate PROs in 
guidance and tech appraisals (E)

 Changing the narrative 

•  JDRF to develop the Type 1 Diabetes 
Shared Language Charter (I)

•  JDRF to develop and promote 
content across media, social and 
stakeholder channels to raise 
awareness of type 1 diabetes, the 
burden and how it differs from type 2 
(I)

•  Type 1 diabetes stakeholders to 
collaborate on building a narrative for 
game changing treatments and cures 
(E)

•  Stakeholders to use shared language 
in communications (E)

•  Regulation reform built on a patient 
centred approach that is flexible and 
responsive (E)

 Patient insights 

•  JDRF to integrate Insight and 
Experience panel into consultation 
process (I)

•  JDRF to continue to build a bank of 
case studies covering all aspects of 
type 1 (I)

 Key:
 (I) JDRF Internal Action
 (E) Stakeholder Action

•  JDRF to incorporate patient voice into 
communications and interactions 
with stakeholders (I)

•  Patient voice to be more integrated 
and to have higher value in the 
Research and Development process 
(E)

•  NICE to ensure that patient experts 
are on every committee (have greater 
representation and influence) (E)

•  ICS’ to include patient experts (E)

 Data/SCI-Diabetes creation 

•  JDRF to continue lobbying for the 
creation of a national diabetes 
register, modelled on Scotland’s SCI-
Diabetes (I)

•  Encourage researchers to link 
existing patient data to other 
data sources, building a more 
comprehensive picture of life with 
type 1 diabetes (I)

•  Encourage data collection from 
diverse communities in the National 
Diabetes Audit (I)

•  NHSE to implement a type 1 registry, 
based on Scotland’s SCI-Diabetes (E)

•  ICS’ to conduct annual surveys of 
patient populations to understand 
needs (E)

 Continue our Connect Immune 
Research work 

 
• JDRF to continue partnering with 

organisations representing other 
autoimmune conditions to advance 
the Connect Immune Research 
initiative (I)

• Explore possibilities to fund research 
to understand the commonalities 
between autoimmune conditions (I)

• Encourage the building of a 
disease-agnostic immunology trials 
infrastructure (I)

• Develop adaptive platform trials 
for immunological agents to tackle 
autoimmune disease. Examples of 
this in type 1 diabetes are INNODIA 
and GPPAD(E)

• Make it attractive for companies 
with new therapeutic agents and/
or approaches to run trials through 
this platform, open to all conditions 
where rationale is strong (E)

• Encourage development of 
companion diagnostics for 
immunotherapies for autoimmune 
conditions (E)

 UK R&D 

• Work to showcase the benefits of 
doing research and development in 
the UK, championing those already 
doing it (I)

• Encourage the development of 
clinical research infrastructure, 
including regulatory infrastructure 
to support investigation of novel 
cell replacement therapies for type 1 
diabetes in the UK (I/E)

• Encourage NIHR to support 
collection of patient reported 
outcomes (I/E)

• Work to strengthen the NIHR clinical 
research network, using data from 
type 1 technology, not just blood, 
urine etc (I/E)

• Encourage UK partners to develop a 
R&D ecosystem that facilitates work 
focussing on combination therapy 
approaches (I/E)

Research to Reality recommendations
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