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General  We welcome this revised process guide as a good step forward from the original phase 1 of consultation.  

 
As the original draft appeared to seek to reduce the involvement of patient experts and the impact of patient 
organisations which was already a sufficiently challenging process parcirulatly for smaller patient groups.   
However we are concerned about lack of clarity in some areas of how organisations and patients are to be involved. 
Particularly we are concerned about points in the process where the decision on whether to involve patient groups rests 
solely with NICE. We would prefer an approach where patient groups are able to “opt out” of engagement at key points, 
rather than wait for an invitation to participate. This better reflects the fact that patient groups should have a role in 
judging where they can add most value.   
 
 



 
 

 
 

General  Log jam? 
We are concerned that the pressure to reduce the number of committee meetings may just create a log jam earlier on in 
the process. 

General  Lay member expertise 
The present appraisal system already disadvantages rare and less common cancers, whereby definition there is a 
lower level of experience amongst lay members. Lay Members accordingly have more challenges in representing the 
patient view of people with rare and less common cancers.  The revised document does not currently address these 
problems.  

General   Expert involvement at technical report stage  

• We have concerns about the lack of detail in the consultation document about the format the technical report 
would take and ask whether NICE will be producing any guide on how the report would be structured and what it 
will include.   

• The timeframe of four weeks to respond to the report is extremely tight for patient groups as it takes a 
considerable amount of time to gather relevant patient input.   

• We reiterate the requirement for NICE to ensure that patients are not prevented from taking part in 
committee meetings if they did not feel comfortable engaging at the technical stage.  Overall more clarity is 
needed on how patients will engage at the technical stage. 

• NICE needs to better ensure that patients feel empowered to understand the material in the technical report 
as the report is likely to be long and involved and patients might not feel sufficiently confident to engage with the 
material.  Again we question the four week time frame to respond – is this really long enough?   

• We would also support a proposal to consider the inclusion of an accredited patient voice on the technical 
team.   

General   We are concerned about the lack of reform to the Highly Specialised Technologies (HST) programme for rare conditions, 
which we do not feel suits the needs of rare cancers.  

General  Data availability for rare and less common cancers  

• There remains an ongoing risk of discrimination against rare and less common cancers under the new process 
as the emphasis is on front loading of information, in that all data would have been collected and presented well 
before the committee meeting.  But for rare and less common cancers, information sometimes comes out later or 
takes longer, or there may simply be less of it in the first instance and we do not want the requirement for front 
loading of information to exacerbate this situation. 

• Some allowance for flexibility in the NICE process must be allowed so as not to further prejudice against rare 
and less common cancers 

 

 



 
 

 
 

General  Work in progress 

• Given the speed with which this consultative process is being driven through we feel it would be helpful to 
consider aspects of the patient involvement as a work in progress, to be subject to further refinement and review.  
This would enable the detail of how engagement would work in practice to be fleshed out. For example, in 
relation to engagement with the technical team, in what circumstances this might take place prior to production 
of the technical report. This could be addressed through a patient workshop or similar. .  

1.10  Appraisals must clearly include Patient Reported Outcomes in some way. In many rarer diseases EQ5D data or the 
like is seldom available.   

Table 1 Technical team  The Lay Lead role needs to be closely specified so the person has a full grasp of the patient perspective. Ideally 
he/she should interact with the appropriate patient organisations and patients involved to gain their confidence. Their role 
is to support patient input, not replace it.  

Table 1  Clinical Experts and 
Patient experts 

P2  wording should be changed to ‘Experts are invited to fully engage with submitting evidence and in discussion 
at appraisal committee meetings’.   The current wording gives too much leeway for chairs to exclude expert 
interaction.  We hear of meetings where the Chair interpreted current guidelines as ‘speak when spoken to’ and of 
patient organisations and charities refusing to participate unless this was rescinded.  We also hear that at assessment, 
and despite good scoping meetings,  many fundamental misunderstandings still need to be conveyed to the committee. 
Experts should be allowed to make very short introductory presentations.  

Table 1 PIP adviser role 
3.4.3  

This role needs to be strengthened and clearly defined. This process is bewildering to those encountering it for the 
first time and for the system to be in anyway effective help from the PIP adviser must be forthcoming.  

2.1.5 NIHRIO We welcome the encouragement to get professionals and patient organisations to suggest topics as they are 
well placed to horizon scan.  This opportunity needs to be made more widely known.  

2.2.4 2.4.15  2.4.17 Scoping meetings are often reported to be the most positive aspect of the STA process, where experts fully 
interact with the committee. Much information may not have been captured, and needs to be added in at this stage. 
Accordingly we find the proposals to reduce the number of scoping meetings to be a false economy.  We welcome 
2.4.17 and its encouragement to value specialist input from experts.  

3.3.12 Et seq The method of interaction at the technical engagement stage for patient organisations and clinicians needs to 
be more carefully defined.  One obvious solution is to have a trained patient expert in  the technical team, which would 
send out the right signals about patient engagement.  

3.3.14  It remains unclear if the vehicle for eliciting “views” and “comments” submitted (3.3.15) would be a template. 
We would welcome the provision of clarity and, if a template is planned, the provision of a draft for comment, preferably 
ahead of the NICE board meeting in March when any new systems will be adopted.      

3.4.9  We are concerned that the clinical lead is to comment not only on the clinical effectiveness but ALSO the cost 
effectiveness health technologies for treating cancer that are being appraised by NICE, particularly where these are 
potentially eligible for funding from the Cancer Drugs Fund.  We question whether this is too broad a remit 

3.5.3 Lead time The two week lead time needs to be extended as both patients and doctors face huge bundles of evidence. There is a 
real capacity problem in most patient charities to turn round documents.  



 
 

 
 

3.5.13  Lay role.  Suggest role is ‘to support patient evidence and presentation in the topic introduction’.  
 

3.5.14  This is loosely worded, allowing Chairs to interpret.  We would ask that there is a more specific definition which 
recommends full interaction between experts and the committee.  

3.4.8 Patient view Whilst we accept that the patient (or carer) ‘patient experts” attends a committee meeting as an ‘individual‘ we 
do not accept that this extends to a patient group representative ‘patient expert‘ if the implication is that the views 
expressed are ‘personal‘ (4.5.2 Guide to the Methods of Technology Appraisal). We recognise the value derived from the 
expression of a personal viewpoint of the patient (carer) ‘patient expert‘ but think it both reasonable and prudent that the 
views expressed by the representative of the patient group be accepted as a consensus, rather than personal, 
viewpoint.   

3.5.40 Second meeting L4 : Delete in ‘exceptional circumstances’.  We feel that experts should be routinely invited to second meetings if they 
wish. Their evidence here can be critical  and is not resource intensive.   

Figure 5 P40 Attendance should remain as optional, in line with the comment above.  

5.4.  We are concerned at the increased role of NHS Specialised Commissioning in limiting NICE independence, and 
of the increased numbers of ‘propositions’ going via NHS SC, where assessment is totally opaque and competitive 
financially.   

Appendix P 
98 

Lay Role  Amend second sentence, second clause to ‘ and additionally includes supporting patient and carer evidence’.  As per 
3.15.13 above.  
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