
NICE process for health technology evaluation: consultation

General Responses

Theme 1 Alignment of the current guidance development process.

While JDRF believes that the system as it stands is overly lengthy, ultimately many of the
proposals suggested in the process review are positive. For instance the summary provided
for patients and their representatives is a positive step to improve clarity around what are
largely complex and technical procedures. A clear summary will help patient experts to
submit the most robust and relevant evidence possible. JDRF supports the introduction of
virtual meetings and the involvement of the patient working group in this consultation
process. However ultimately the process takes a significant amount of time and does not
keep pace with emerging type 1 treatments. It is challenging for proven type 1 diabetes
emerging treatments to be authorised and subsequently accessed on the NHS.  It is our
opinion that substantive review of the current process is required in order for NICE to deliver
on its function to provide access to cost-effective interventions.

Theme 2 Opportunities for new process improvements and ways of working

There needs to be clarity around what constitutes an expert, although the proposal for earlier
approval for experts is a positive aspect. JDRF would emphasise the value of parents and
carers as experts in type 1 despite not having the condition themselves.

The changing ways of looking at technology and the introduction of immuno oncology
treatments and biosimilars is promising, as these avenues are vital for the work to develop a
cure for type 1 diabetes. Digital health technologies are also at the forefront of improving
treatments for type 1 and should be clearly placed within NICE guidance to prevent their
development to be stalled or jeopardised.

NICE guidelines should support innovative technologies and treatments. This means
treatments such as closed loop systems (or artificial pancreas) in the short to medium term
and gene and cell therapies in the longer term. Giving patients the option of using these
developments provide unforeseen value to not only the lives of the patient, but also to the
lives of their family, carers and those around them. As such the experiences of people close
to those with conditions who would also be impacted by the introduction of a new drug or
device should be taken into consideration when assessing the value for money.

Theme 3 Commercial and Managed Access processes

The competitive nature of sellers of innovative healthcare products must also be addressed.
Because the UK and other European pricing systems deliver excellent outcomes in terms of
driving down acquisition costs of older medicines, the cost comparator that new medicines
are measured against is getting lower and lower. Unless a new innovation can demonstrate
a game-changing difference to clinical outcomes versus the older, cheaper alternatives, the



value for money of the new therapy will appear very limited. This must be taken into
consideration.

JDRF believes the best way to measure the value of a new technology is the extent it a)
improves blood glucose time in range, reduces acute events and long term risk of
complications; b) lifts the psychological burden of illness, required by constant blood glucose
monitoring and insulin adjustment; c) ease of use among all ages of people with type 1. By
introducing more innovative treatments and a wider range of technology available to people
with type 1, this gives a greater diversity of options in managing the condition, consequently
improving patient choice and greater overall outcomes.

Specific proposals

Theme 1 Alignment of the current guidance development process

Proposal: Scoping workshops will take place virtually.

Recommendation: This will provide great benefit in reducing barriers people face in
participating in NICE processes. Parents of children with type 1 who would be considered
patient experts can participate perhaps more freely in consultations and committees without
requiring childcare provisions. Expensive travel costs to participate in person can also be
alleviated through virtual workshops, so these should be promoted as an option going
forwards.

Proposal: Companies will provide a 'Summary of Information for Patients' with their
evidence submission.

Recommendation: This further helps to improve understanding among patients of the way
in which NICE processes work. Often people with type 1 feel shut out of the more formal
processes in getting new treatments available to them, and a summary of information which
is easily understood, and which outlines the benefits such new technology will provide to
them and their condition, is always a positive aspect.

Proposal: Patient and carer organisations can provide written submissions for
consideration by the Committee in all guidance programmes.

Recommendation: The voice of people with type 1 diabetes, their parents, partners,
families and support networks, is vital in the development of new treatments and
technologies. JDRF works closely with people impacted by type 1, either themselves or
through their children/ grandchildren with the condition, and this perspective is essential in
emphasising the importance of patient outcomes when assessing the value of emerging
treatments for type 1.

Proposal: The highly specialised technologies committee and medical technologies
advisory committee shall develop and make recommendations on technology
appraisals when required.



Recommendation: Tech appraisals consider both clinical and economic evidence, however
more emphasis should be placed on evidence from patients who have trialled the new
technologies in order to effectively assess the value they would have as commercially
available treatments for type 1.

Proposal: The option of developing a final guidance document after the first
committee meeting will be extended to diagnostics and medical technologies
guidance.

Recommendation: Diagnostic technology is fast emerging, and any way of efficating the
emergence of diagnostic technology onto the market is positive. However it must be ensured
that conditions which receive new diagnostic or screening methods should also have the
necessary support networks established for newly diagnosed or screened patients.

Proposal: Assessments of multiple technologies within one piece of guidance shall
also be an option for highly specialised technologies and medical technologies
guidance.

Recommendation: Speeding up the process of multiple tech appraisals is supported by
JDRF.

Theme 2 Opportunities for new process improvements and ways of working

Proposal: Guidance on the growing field of Digital Health technologies will be
developed as medical technologies and diagnostics guidance.

Recommendation: Digital Health Technologies are a key aspect of treating type 1 diabetes.
Numerous products are in development such as insulin pumps and continuous glucose
monitoring systems. These technologies are a game changer in treating type 1, replacing
previous reliance upon daily injections and finger prick blood tests. Clear guidance which
allows CCGs to offer these technologies as treatments for patients is necessary to promote
patient choice for managing their diabetes.

Proposal: We will have the option to terminate guidance development where the
company submission is putting forward a base-case incremental cost-effectiveness
ratio ICER significantly higher than the standard threshold.

Recommendation: JDRF would warn against automatic dismissal of new treatments which
are more expensive than standard. Emerging treatments is a competitive field where often
the value is placed too highly upon the upfront cost of a new product. While this must be
taken into account, more value should be placed upon medium and longer term cost
effectiveness, and value to the patient in reducing the harm resulting from their condition and
improving quality and quantity of life.

Proposal: Develop a process to rapidly review guidance as a result of the introduction
of biosimilars.



Recommendation: Biosimilars offer much promise in the treatment of type 1 diabetes and
JDRF supports the introduction of rapid reviews to facilitate their faster emergence onto the
field of research and treatment.

Proposal: Ensure our processes are focussed on and make a positive difference in
reducing health inequalities.

Recommendation: This is an essential aspect of NICE processes which has a significant
impact across public health at all levels. NICE must ensure that once a treatment is
commercially available, it is offered consistently across CCGs and areas. JDRF has seen
evidence of patients being required to change clinicians in order to gain access to
technology which was not offered by their former healthcare providers. This should be
addressed in new guidance.

Theme 3 Commercial and Managed Access processes

Proposal: Develop NICE commercial and managed access processes to provide a
mechanism for the identification of the need for routes to patient access.

Recommendation: Better, more consistent routes to patient access are required for new
diabetes technology and treatments. Disparities exist among CCGs, and while the newly
introduced ICS’s will address this to an extent, NICE also has a role to play in clarifying
guidance and reducing inequalities between clinicians in what they are offering to patients.
Patients should be offered all treatments that may be suitable to them in order to promote full
patient choice and control of their diabetes.

Proposal: Develop a process for the establishment and oversight of data collection
agreements.

Recommendation: Data collection is an essential aspect of research, and ensuring that
patients who would benefit from new technologies are identified by clinicians and given the
option of using such tech. Consent is an important part of the data collection process,
however there are numerous examples of where patients benefit from sharing their data.
NICE could work with NHS Digital to identify where data can be better collected and used for
the benefit of patients, clinicians and researchers in the development of new technology.

A key issue is within the ability of regions to share data between one another in order to
better assess the successes and challenges with diabetes technology. Similarly, the SCI-
Diabetes system in Scotland shares real time data from type 1 patients in a single shared
electronic record, improving functionality, but can also be used to determine cost of contact
and cost of treatment. JDRF strongly believes a similar system should be used across the
whole United Kingdom.

Proposal: Develop the approach for technologies to be re-assessed at the end of a
period of managed access.

Recommendation: Developing an approach for technology to be re-assessed at the end of
a period of managed access will be beneficial in promoting the consideration of longer term
impacts of new technologies and treatments for patients, where the cost of treatments that



have proven to have a positive impact can be reevaluated, as well as the consideration of
NHS offering these treatments to those who would benefit from them.

Supplementary Questions

Theme 2: Opportunities for new process improvements and ways of working: What
changes can we make to our processes to help reduce health inequalities in the way
we develop our guidance, stakeholders participate and how health inequalities are
identified and considered in making recommendations?

JDRF published a report - Pathway to Choice - in 2019 investigating and outlining the
numerous barriers that exist for patients in accessing treatments for their type 1 diabetes
(attached). These challenges are largely around information, socioeconomic factors, and
geography. The first section of proposals will go a way towards improving inequalities by
improving information for patients around NICE processes, and explaining the value of new
technologies to them. This should also be furthered to informing Healthcare providers and
Diabetes Specialist Nurses and clinicians of what new treatments are available, and
ensuring these are offered to patients when they would benefit from them.

Additionally there is geographic disparity among which CCGs offer technologies for treating
type 1 diabetes. New ICS’s proposed in the Government’s White Paper will address this, but
NICE also has a role to play in ensuring consistent takeup by CCGs and adherence to
guidelines when prescribing treatments.

Cost of privately funding type 1 technology is also a significant barrier people face when
managing their diabetes. As many treatments as possible should be made available through
the NHS, to as many patients as possible, in order to ensure all patients are given a choice
of what treatments are available to them, and are not prevented from accessing new
technology as a result of socioeconomic status.


