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Introduction and key analysis 

i. Medical interventions provided to patients must be both safe and effective. This is a 

basic tenet of medical ethics. To the extent that the Evidence Based Interventions (EBIs) 

programme seeks to enhance the implementation of this principle in the practice of 

the NHS, we are supportive of its aims. We recognise that many of these proposals are 

in line with current good practice.  

 

ii. The EBIs programme is also concerned with efficiency: the engagement paper is open 

about its aims in respect of conserving NHS resources. We agree that the NHS’s 

resources should be used efficiently, provided that does not over-ride safety and 

efficacy. 

 

iii. However, the EBIs programme’s methodology for achieving its aims remains unproven. 

We understand that an evaluation of the impact on patients of the first wave EBIs is 

being undertaken by the University of Bristol, but is not yet complete. We remain 

concerned that this methodology is being deployed further in the absence of evidence 

about its impact on patients. 

 

iv. We believe the current methodology gives rise to two non-trivial risks. The first is that 

interventions might be included on this list inappropriately, leading to some patients 
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being excluded from treatments they need. We have previously presented evidence 

that a mistake of this sort occurred in the closely-related ‘Low Value Medicines’ 

programme, which uses an essentially similar methodology: the drug liothyronine was 

included because of high cost, caused by a market failure among manufacturers; strong 

representations from patients about its efficacy were ignored, with devastating 

consequences for some.  

 

v. The second risk is that patients might in practice be excluded from receiving treatments 

that they should in theory, under the terms of these proposals, be able to access. 

Implementation of these changes by CCGs and clinicians will inevitably be imperfect, 

and there is no appeal mechanism. Individual cases must be considered on their own 

merits, and clinicians must be able to use their clinical judgement: but in practice, some 

may feel obliged to bar a patient from a treatment or procedure that they would 

otherwise prescribe.  

 

vi. Inevitably, some of these instances will involve a clinician or commissioner accidentally 

misinterpreting the rules (again, we received many reports of this in respect of 

liothyronine, which should still have been available to some patients despite its 

inclusion on the LVMs list).  

 

vii. Similarly, while the Committee’s adoption of shared decision making as a principle in 

its deliberations (paragraph 13) is welcome, these measures may be another barrier to 

patients experiencing true shared decision-making. Their implementation may depend 

greatly on a clinician’s approach to shared decision-making: this will determine whether 

and how a doctor discusses with a patient, for instance, why an X-ray of their lower 

back, or removal of their adenoids which might make a significant difference to their 

quality of life, is not appropriate. It is the absence of genuine discussions of this sort 

between clinicians and patients that prevented some patients obtaining liothyronine 

even when, under the terms of the guidance, they should have been able to. 

 

viii. We have also previously presented evidence of what happens to patients who cannot 

get the treatment they need. Many simply miss out and suffer the consequences for 

their health and wellbeing. These consequences can be complex: they may relate 

directly to the clinical efficacy of the measure, but they may manifest themselves more 

subtly, in respect of the patient’s experience and quality of life. Patients told us about 

how they valued some of the interventions they had received, and their testimony 

reflected both the strictly clinical and wider aspects of benefit. 

 

ix. Among patients who cannot access a treatment, those who can afford to pay privately 

often do so. For ‘Low Value Medicines’, that often means purchasing drugs privately 
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online. For interventions of the sort at stake here, there are more complicated ethical 

considerations: could the same clinician who denies a patient an intervention on the 

NHS (whether rightly or wrongly under these rules) then offer to perform it for them 

privately? The EBIs programme has not addressed this issue so far.  

 

x. As this suggests, there is a strong health inequalities dimension to this issue. Patients 

from different backgrounds might be more or less likely to develop the health needs 

addressed by these interventions. But their backgrounds will also influence what steps 

they can take, and what happens to them, in the event that they are unable to secure 

a treatment – for instance, whether they can pay privately or not. 

 

xi. The relative lack of consideration of patient input in the development of the proposals 

gives rise to these risks: it precludes consideration of how patients value and use these 

interventions in the real world, and consideration from the patient’s perspective of how 

they go about accessing the treatment they need and how these new restrictions might 

interact with that. It also means that the impact on different patients in different 

circumstances has not been considered, with possible implications for health 

inequalities. The lack of consideration of the problems we outline above flows directly 

from the lack of adequate patient input. 

 

xii. To be reassured, we would have liked to see much more thorough and impactful 

patient input at earlier stages in the development of the proposals, as well as the 

evaluation of the impact on patients of the first wave. We recognise that some 

measures have been taken to remedy the lack of patient input seen in earlier processes, 

including the presence of patient representatives on the Expert Advisory Committee, 

and we outline below why these developments appear not to have resulted in the much 

needed step-change. 

 

xiii. Just as methodologies are emerging for making use of patient input in evaluation and 

commissioning decisions, we would like to see a similar development in this process 

for developing what are effectively de-commissioning decisions. We make 

recommendations for possible approaches as part of our response. 

 

xiv. For all that, many of the proposals in this consultation reflect current good practice. If 

implemented, many will prove successful – perhaps all. But given the still unproven 

nature of the methodology and limited patient input to it, we cannot be confident that 

that will be the case – and neither can NHS England and Improvement. It seems 

possible that one or more of these new restrictions may give rise to some of the 

consequences and behaviours we outline above. The most we can say is that we hope 

they will not. 
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xv. The current approach also remains controversial among patients: in our previous survey 

work we found substantial unease about it, and our recommendation to validate these 

findings with a larger scale exploration of public and patient opinion was not taken up. 

 

xvi. Finally, we observe that success for this programme is implicitly construed in terms of 

reducing activity in the NHS, not in terms of benefit flowing to patients. We would have 

preferred to see the opposite approach, and also to see clear plans for evaluating the 

impact of these measures; we hope the latter will be proposed by NHS England and 

Improvement if and when it adopts any recommendations by the Expert Advisory 

Committee. 

 

About this response 

i. As a small, non-condition-specific charity, we do not have the capacity or expertise to 

comment on each individual intervention proposed for inclusion on this list. We 

therefore offer observations mainly on process and principle.  

 

ii. We had hoped to be able to gather input from patients in order to be able to offer at 

least indicative first-hand comments about some interventions. However, the short 

timescale for consultation has meant that we have been unable to do this.  

  

The role of the Patients Association in this work to date 

i. The engagement document makes several references to our role in this work. We would 

like to take this opportunity to clarify the nature and extent of our involvement. 

 

ii. We are conducting three focus groups with patients to explore their views on the 

proposals. These are being conducted on a consultancy basis, separately from our 

regular policy processes and by different personnel. Under the timetable agreed with 

NHSE&I, the report of these groups will be compiled and submitted after the deadline 

for the engagement exercise. The findings have not been made available for the 

development of this response. The focus group work is therefore conducted without 

prejudice to this formal response to the proposals, which is the definitive statement of 

the Patients Association’s position on them. 

 

iii. The engagement paper also states, in the ‘Overview’ on page five, that numerous 

organisations, of which we are named as one, “were consulted extensively.” 

Additionally, paragraph 13, on page 10, describes how the Expert Advisory Committee 

deliberated about guidance for each test on the longlist, and states that they took 

account of, “[o]pinions from patients by liaising with patients and patient 

representative groups, including […] the Patients Association.” 
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iv. We have asked NHS England and Improvement what these statements refer to, as we 

cannot identify interactions that meet those descriptions. 

 

v. Since the previous consultation on EBIs, we have had occasional meetings or calls with 

NHSE&I officials about the proposals for the second wave, and attended by phone two 

meetings of the steering group for the programme. We do not recognise this as 

‘extensive consultation’. 

 

vi. In respect of the Committee’s process for taking account of patients’ views by liaising 

with patient organisations including ourselves, we were not approached to provide 

patient input to that stage of the work, nor did we do so. We cannot comment on what 

input might have been provided by the other organisations named. 

 

vii. We are therefore concerned that the engagement paper gives a misleading impression 

of our work in respect of this programme, from which some readers may draw positive 

conclusions about the proposals, reassured by the impression that we are supportive 

of them. We hope this response makes the nature of our involvement, and the extent 

of our support for the programme, clear.   

 

Process: responsiveness to patients’ views 

i. At the root of our concern about this process, and therefore of the risk that these 

proposals might cause harm to patients, is the limited extent to which patients’ views 

have been sought and taken on board. 

 

ii. We recognise that there has been improvement in this respect from the first wave of 

EBIs and the earlier iterations of the ‘Low Value Medicines’ programme. The formation 

of a panel to develop the proposals is more transparent, and the inclusion of patient 

representatives is a positive development. We were pleased to be awarded the contract 

to provide patient focus groups, which increases the scale of this sort of input 

compared to the first wave. And we are pleased to see that some patient charities have 

been consulted during the development of the proposals. 

 

iii. However, we still perceive serious shortcomings: 

- The number of patient charities consulted during the development of the 

proposals was small (five by our count), and massively outweighed by the large 

number of clinical bodies consulted; it is not clear what patient input was obtained 

from these charities, or what input was gathered in respect of condition areas not 

covered by the five charities 
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- The focus groups are happening in parallel with the public consultation; we would 

have preferred to see them feed into the development of the proposals at an earlier 

stage 

- While patient input was apparently sought and taken into account during the 

development of the proposals (subject to the limitations already outlined), the 

‘Rationale for Recommendations’ sections in Appendix 2 of the paper does not 

make any reference to this input 

- The period of the public consultation is extremely short. 

These concerns are discussed further below. 

 

How has patient input been used? 

i. The engagement document provides some information about how patient input has 

been used, although in some places it is silent or unclear. It describes the Committee 

(in paragraph 11) as being tasked with, “drafting the clinical guidance based on 

rigorous evidence and balanced consensus amongst patients, clinicians and 

commissioners[.]” But we cannot identify how that ‘balanced consensus’ was reached 

ahead of the recommendations being formulated. 

 

ii. The development of such a consensus might have been documented in the ‘Rationale 

for Recommendation’ sections in Appendix 2, where the evidence in respect of each 

intervention is outlined. But none of these make reference to the input of patients, 

although there are abundant references to other sources of evidence (NICE guidelines, 

clinical trials, Cochrane reviews, etc.).  

 

iii. Nor is it documented what evidence of patients’ views and experiences was considered 

by the Committee: as noted above, we did not provide this input in the manner 

described by the engagement document; presumably the other organisations named 

did, but the engagement document is silent about what this information said, as well 

as what use was made of it.  

 

iv. It may be that patient input was taken into account amply during the Committee’s 

deliberations, and the problem is merely one of communication and transparency. But 

we can only assess the information that has been made available, which appears to say 

that patient input was not used during the development of the recommendations 

(other than the direct input of the individual patient members of the Committee, who 

numbered two compared to 12 clinical or professional representatives).  

 

Length of consultation period 

i. A six week consultation period, during a holiday season, offers very little opportunity 

for patient organisations to gather evidence and respond. We recognise that the 
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COVID-19 pandemic has put the programme under particular pressures: following the 

postponement of much regular NHS treatment, we can see the argument that it would 

make little sense to re-start provision of these 31 interventions, only to discontinue 

them again after perhaps only a few months. 

 

ii. In light of our concerns about patient input however, we wonder whether this 

consideration is truly the highest priority. The COVID-19 pandemic has also had serious 

consequences for patients and  patient organisations: many people are understandably 

focusing on what ongoing developments in respect of coronavirus, including things 

like the end of the shielding guidance, mean for their own health; in the voluntary 

sector, many charities are undertaking substantial redundancy programmes and 

reorganisations as a consequence of dramatic falls in revenue. Responding to a highly 

technical consultation of this sort in six weeks is challenging at the best of times, and 

these are emphatically not the best of times.  

 

iii. We acknowledge that the six week period is not in explicit breach of current guidance 

on consultations, although the Government’s Consultation Principles state that, 

“consultations should last for a proportionate amount of time.” In light of the factors 

outlined above, we suggest that this relatively short consultation window is not 

proportionate, and that delaying the introduction of the changes might have been 

more appropriate, particularly in light of the relative lack of patient input at earlier 

stages and the risk that creates of interventions being inappropriately included or 

guidance badly formulated. 

 

iv. We hope that an appropriate amount of time will be taken to assess input offered by 

this engagement exercise before the Committee makes its final recommendations, and 

before NHS England and Improvement decide whether to accept and act on them. It is 

important that this should be a genuine opportunity for patients to influence these 

decisions, particularly if specific groups have identified likely problems, such as were 

identified by thyroid patients in respect of liothyronine. We therefore hope not to see 

a rush to implementation without the findings of this exercise being taken on board.  

 

Recommendations for securing patient input 

i. We wish to make several positive recommendations for securing patient input in any 

exercise of this sort in future (subject to a future evaluation indicating that this 

methodology as a whole for reducing certain types of NHS activity is sound). These 

largely repeat what we have said in the past, but we offer them in the hope that they 

will be useful. 
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ii. Firstly, patient input must be used in the earliest stages, when proposals are first being 

developed. This can prevent mistakes that might prove very hard to unpick once they 

have been bundled into a fully-developed proposal that has gained organisational 

momentum. This input should be substantial: it should involve multiple patients with a 

range of relevant lived experiences being in the room (literally or figuratively) as part 

of the decision-making process when each individual change is first developed. 

 

iii. Secondly, getting that input might require some hard work at first. In some instances, 

there may be condition-specific charities or other groups that are clearly the best 

organisations to be talking to. In others, no such organisations might exist: in these 

cases, identifying smaller and less formal groups, such as mutual support networks 

organised on social media platforms, might be fruitful. Or perhaps appeals for patients 

with particular sets of experience might have to be launched via organisations such as 

ourselves or Local Healthwatches.  

 

iv. Thirdly, the patient input should be actual input from patients with lived experience. 

This might be gathered in any number of ways: if it is being sought via representative 

bodies, it is important to know how they have gathered the input, and to see as much 

in the way of first-hand testimony as possible. Many guides exist on best practice when 

working with patients or other people with lived experience – this advice must be 

followed.1  

 

v. Fourthly, the information gathered and the use that has been made of it should be 

documented transparently. This will help to give patients confidence that the decisions 

taken are sound. 

 

vi. For all that these are simple principles, their adoption into decisions about healthcare 

prioritisation is still developing. NICE’s current methods review will be examining the 

use of qualitative evidence, patient evidence, patient reported outcomes and quality of 

life evidence, which are not clearly or consistently factored into NICE’s current methods 

(for which reason the extensive references to NICE guidelines mentioned above, 

whatever their strengths, do not substitute for effective patient input).2 Examples of 

good practice can be found in the devolved nations: the Scottish Medicines 

Consortium’s orphan and ultra-orphan pathways include provision for patient and 

clinical engagement meetings that can provide direct testimony of lived experience, 

 
1 As one example, we developed this guide with the University of Plymouth: 

https://www.plymouth.ac.uk/uploads/production/document/path/11/11116/working-together-guide.pdf  
2 Review of methods for health technology evaluation programmes 

https://www.nice.org.uk/Media/Default/Get-involved/Meetings-In-Public/Public-board-meetings/agenda-

and-papers-july-19.pdf  

https://www.plymouth.ac.uk/uploads/production/document/path/11/11116/working-together-guide.pdf
https://www.nice.org.uk/Media/Default/Get-involved/Meetings-In-Public/Public-board-meetings/agenda-and-papers-july-19.pdf
https://www.nice.org.uk/Media/Default/Get-involved/Meetings-In-Public/Public-board-meetings/agenda-and-papers-july-19.pdf
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and are a major factor in its decisions;3 similarly, the All Wales Medicines Strategy 

Group can convene clinical and patient involvement groups, to explore benefits of a 

medicine from both a clinician and a patient perspective, as a substantial part of its 

decision-making process.4 

 

vii. As the state of the art in incorporating patients’ views into commissioning decisions is 

currently advancing, we hope that any future iteration of the EBIs or LVMs programme 

will be able to adopt an appropriately up-to-date process in line with developments 

being led by other organisations. 

 

Aims of the programme 

i. While the stated aim of the EBIs programme is ultimately to improve the quality of 

patient care, and we acknowledge that it may overall succeed in doing so, we remain 

concerned that the success of the proposals is largely construed in terms of operational 

considerations for the NHS. The engagement document provides detail of the amount 

of NHS activity that it hopes can be avoided, but not about the benefit that will flow to 

patients. 

 

ii. Proposals to evaluate the impact on patients of this second wave of the EBIs 

programme are not presented. We hope they will be included in any final decision by 

NHSE&I, following on from the Committee’s eventual recommendations. 

 

For more information 

John Kell 

Head of Policy 

Email: john.kell@patients-association.org.uk 

Telephone: 020 8323 9111 

Address: PO Box 935, Harrow, Middlesex, HA1 3YJ 

 

Registered Charity Number: 1006733 

 

August 2020 

 

  

 
3 Medicines for end of life and rare conditions https://www.scottishmedicines.org.uk/how-we-

decide/pace/ 
4 Clinical And Patient Involvement Group (CAPIG) information 

http://www.awmsg.org/docs/awmsg/appraisaldocs/inforandforms/CAPIG%20Fact%20sheet.pdf 

https://www.scottishmedicines.org.uk/how-we-decide/pace/
https://www.scottishmedicines.org.uk/how-we-decide/pace/
http://www.awmsg.org/docs/awmsg/appraisaldocs/inforandforms/CAPIG%20Fact%20sheet.pdf
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Appendix – selected comment from our response to the original EBIs consultation 

 

Much of the analysis we presented in our response to the consultation on the first wave of 

EBIs proposals remains pertinent, and we present selected extracts from it below.5 This 

includes our survey findings that the approach of NHS England (as it was at the time) was 

contentious among patients. 

 

Recommendations 

- NHS England should equip itself with an understanding of the behaviours seen in 

public services where eligibility decisions are made, and reconsider these proposals 

with reference to that understanding. 

 

- Measurement of the success of this policy, if it is implemented, must be first and 

foremost based on its impact on patients. 

 

- NHS England needs to demonstrate that this proposal can generate efficiency without 

harming patients: in the first instance, it should at most demonstrate proof of concept 

on a more limited range of treatments.  

 

- 17 interventions is too many for a ‘proof of concept’ stage. 

 

- For a ‘rolling programme’ to be acceptable, there would first have to be rigorous 

assessment of the proof-of-concept stage, and a clear demonstration that patient harm 

has been adequately avoided.  

 

- NHS England should commission a full scale polling exercise, to test and validate the 

results of our survey, which suggest a lack of patient support for the proposed 

approach. Subsequent engagement and communication work should be guided by the 

results of this research. 

 

(e) The NHS’s offering at a time of funding pressures 

i. This is the third exercise undertaken by NHS England to reduce expenditure on 

treatments that it feels should no longer be regularly funded by the NHS, following the 

introduction of guidance first on ‘low value’ medicines and then on over-the-counter 

medicines. Our response to this consultation builds on our feedback to those previous 

exercises, and refers to some of the emerging evidence of the impact of those initiatives 

 
5 Consultation response – Evidence Based Interventions https://www.patients-

association.org.uk/Handlers/Download.ashx?IDMF=9b66a005-0fdb-4662-9619-d72c2740e060  

https://www.patients-association.org.uk/Handlers/Download.ashx?IDMF=9b66a005-0fdb-4662-9619-d72c2740e060
https://www.patients-association.org.uk/Handlers/Download.ashx?IDMF=9b66a005-0fdb-4662-9619-d72c2740e060
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on patients.6 To inform our response, we also conducted a survey of patients, the 

findings of which are presented fully in Part Three of this response, and referred to 

throughout. 

 

ii. At the outset we wish to acknowledge the context for these proposals: the NHS is facing 

considerable pressure from rising demand for healthcare, driven to a large extent by 

demographic change, and is still in a sustained period of funding growth well below 

historical trend levels, as a result of decisions taken by the Government, not NHS 

England. At the same time as seeking additional funding, the NHS feels it must ensure 

its house is in order as regards value for money.  

 

iii. In our response to the consultation on ‘low value’ medicines we wrote: 

 

In principle, we support moves to ensure that the NHS uses medicines efficiently as 

well as effectively, and to reduce the use of drugs that are dangerous, not clinically 

effective or notably poor value for money. However, we must qualify this support with 

obvious caveats relating to how any such exercise will be realised in practice: it must 

avoid unintended consequences of shutting people out from receiving treatments that 

meet their needs; and it must not ride roughshod over individual patients’ 

circumstances and preferences. While this exercise is in one sense merely a matter of 

‘good housekeeping’, it does raise genuine practical challenges. 

 

iv. That approach underpins our response to this consultation also. Improving value for 

money is desirable in principle, but we caution against it if it is achieved by a 

degradation in the services available for patients – even if the reduction in resources 

consumed is proportionally greater than the reduction in patient benefit. Improving 

and developing the NHS surely cannot be achieved by retrenching and cutting it. 

 

(f) Behavioural barriers to treatment, and other unintended consequences 

i. As a rule of thumb, we do not support the introduction of new barriers between 

patients and the treatments they need. On paper, it may be that these barriers will be 

easily overcome by patients who definitely need a treatment, and that the only patients 

who fail to clear them are those whose needs are best served by other treatment 

options. In practice, however, barriers of this sort tend also to obstruct at least some 

patients from getting the treatment they need, sometimes with very serious 

consequences for the health and wider lives of the individuals in question. 

 

 
6 Patients Association responses to the consultations on ‘low value’ medicines (2017) and over-the-

counter medicines (2018) 

https://www.patients-association.org.uk/Handlers/Download.ashx?IDMF=3692914d-fb56-4555-b88e-c775109e3ec7
https://www.patients-association.org.uk/Handlers/Download.ashx?IDMF=d66c36f2-ae79-4fc8-9925-1aa19fbf2251
https://www.patients-association.org.uk/Handlers/Download.ashx?IDMF=d66c36f2-ae79-4fc8-9925-1aa19fbf2251
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ii. When restrictions on over-the-counter medicines were first proposed (in the 

consultation paper on ‘low value’ medicines), we wrote:  

 

Behaviours among officials who are required to implement rules or abide by guidelines 

can often develop in unforeseen ways: this is true in the welfare benefits system, tax 

system and immigration system; it is seen in the NHS in such areas as eligibility 

assessments for Continuing Healthcare (CHC); and it may in future be seen among 

GPs applying guidance about when to issue prescriptions for over the counter 

medicines. 

 

iii. We expanded on this in our response to the consultation on over-the-counter 

medicines: 

 

We fully expect many patients to be unhappy at decisions made under this guidance, 

and to raise objections. We also expect many doctors to make innocent mistakes in 

implementing the guidance. It seems inevitable that these consequences will arise; the 

only question will be the scale. 

 

iv. We have seen this pattern begin to emerge from the guidance on ‘low value’ medicines, 

particularly in respect of the drug liothyronine. We were pleased that the final guidance 

amended the initial proposals, and advised that liothyronine should still be available 

when a specialist advised it to be necessary. However, this has become an example of 

a barrier that patients should readily be able to clear, but in practice cannot: we have 

heard of CCGs formulating policies that misunderstand or misrepresent the guidance, 

and GPs interpreting either the guidance or their local CCG policy incorrectly, with 

devastating consequences for the patients in question. This is despite the guidance 

being, on paper, reasonable and defensible.7 

 

v. We predicted that consequences of this sort would arise, and the indications so far are, 

unfortunately, that we were correct. Testimony from patients who have encountered 

problems with accessing treatments because of either NHS England guidance or local 

rationing decisions is presented in Part Three of this response. We have every reason 

to believe that the proposed new policy on the interventions at issue here will give rise 

to exactly the same phenomena of clinicians and local decision-makers wrongly barring 

some patients from treatment. In our response on ‘low value’ medicines, we said: 

 

 
7 An alliance of thyroid charities will shortly submit a dossier presenting detailed evidence of these 

phenomena to Lord O’Shaughnessy, and we strongly recommend that NHS England obtain and study it. 

Similar evidence emerged in our survey and is presented in Part Three, below. 
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We acknowledge that these dangers are speculative, but strongly recommend that 

NHS England inform itself on this issue by investigating experiences in the welfare 

benefits system, its own eligibility processes for items such as CHC, and other public 

services where eligibility decisions have to be made. 

 

vi. We repeat this recommendation now: NHS England should equip itself with an 

understanding of the behaviours seen in public services where eligibility decisions are 

made, and reconsider these proposals with reference to that understanding. 

 

(g) Consequences and evaluation 

i. We strongly recommend that if these proposals are implemented, their impact on 

patients should be evaluated. The consultation paper proposes to monitor impact in 

terms only of the NHS’s operations and finances. It is to be regretted that this gives the 

strong impression that this exercise is about saving money and not about patient care. 

 

(h) The importance of these interventions to patients 

i. In our survey, we asked for patients’ experiences of the interventions listed in NHS 

England’s proposal. Not all of the interventions attracted specific comment, and of the 

comments offered by patients not all were favourable – haemorrhoid surgery and 

injections for back pain in particular stand out for attracting negative comment, though 

neither universally.  

 

ii. What was clear from patients’ comments, however, was the transformative effects that 

these interventions had on many people’s lives. While there may often be evidence that 

their benefit to patients overall may be modest or mixed, this is not the same as their 

bringing no benefit to any patient. This is why limiting the use of these treatments in 

the NHS is so very difficult: the risk of shutting out patients for whom a treatment 

would be beneficial is high. 

 

iii. From the details given by patients, it appears that very often the individuals who told 

us that they had found some of these treatments beneficial would fall within the criteria 

under which the NHS would still offer the intervention in question, even under the 

current proposals – this is the case for many of the examples relating to skin lesions, 

for example. This does not mean that we see these policies as not presenting a 

problem; rather, it emphasises the danger of accidentally excluding patients from 

treatment by the misapplication of a policy that may well be sound on paper. Denying 

patients treatments from which they would benefit will in some cases well and truly 

blight the person’s life.  
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iv. We reproduce below a selection of the comments offered by patients, which give an 

indication of the range of views expressed, and also make clear what we mean when 

we talk about patient harm in this context – the consequences for many of the patients 

whose words are reproduced below, in the event that they had been unable to access 

appropriate treatment, can readily be imagined. 

 

Figure 3. 

NHS England proposes to restrict access to some treatments in order to achieve 

the following aims. Which of these aims do you think offers the best justification 

for restricting access to a treatment? (%) 

 
 

It’s clear that reducing avoidable harm attracts strong support as an objective, but also 

striking that 31% of respondents felt that none of the goals listed by NHS England was a 

good enough reason to restrict access to treatments. The format of the question leaves 

open the possibility that the other goals are generally supported, but saving professional 

time and creating headroom for innovation emerge clearly as relatively low priorities for 

patients.  

 

Figure 5 
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NHS England also proposes to make this an ongoing programme of restricting 

access to selected treatments. Are you happy with this being a process that keeps 

going over future years, withdrawing more treatments over time? (%) 

 
 

Patients are clearly unhappy with the prospect of this being a rolling programme, with 

two thirds giving either straightforward or qualified ‘no’ responses. 

 

Figure 8 

Have you been in a situation similar to this in the past? What did you do? (%) 

8%

23%

27%

39%

3%

Yes Yes, though I have some reservations about it

No, though I can see some points in favour of it No

Don't Know
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Inevitably, a smaller number of respondents answered this question (91 in total); the 

weighted percentages of respondents to this question are given above, with that caveat, 

to provide an indication of the relative frequency with which different themes were raised. 

 

It is very concerning, nonetheless, that the most common experience of patients in this 

situation has been to suffer harm.  

 

Far fewer patients who have been in this situation indicated they had been happy to go 

along with the course of action proposed by their doctor than indicated they would when 

the question was hypothetical. 

  

Similar numbers of patients went without treatment as paid privately or appealed / 

complained. 

 

Other themes that were mentioned by smaller numbers of respondents included: 

- Campaigned with MP / local press 

- Emergency treatment was needed as a result of not getting treatment earlier 

- Felt obliged to go along with it, unhappily. 

 

Patients told us 

35
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17

16

16
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7

6
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Suffered harm after following advice / being denied
treatment

Received no treatment at all

Obtained private treatment / paid myself

Appealed / complained

Was happy with advice / went along with it

Got a second opinion / argued my case

Sought specialist advice, over the GP's

Researched the best option for me
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Forced to accept the situation. Woman, over 

65  

      

I have been in this situation.  I have a life long 

illness and had been on a treatment for 7 

years, which was very successful. This was 

taken away by the CCG because of the 

increase in cost to the NHS (through poor 

procurement)   My GP and endocrinologist 

agree that I need this treatment but the CCG 

will no longer fund it.  I now have to buy my 

own medication on the internet.  I am very 

angry about this situation and have lost all 

confidence in doctors and the NHS, and 

especially the CCG who seem to have too 

much power. Woman, over 65  

      

Yes. Have involved MP and soon will involve a 

newspaper. All my consultants are appalled 

and my RA injections are regularly threatened 

with suspension upon which my health 

deteriorates considerably. Woman, over 65 

 

I was refused a hip replacement due to my age 

and went back to my GP and asked for 

another referral to a different consultant. This 

consultant agreed that my hip needed 

replacement as soon as possible! Woman, 

over 65 

 

Lymphoedema was making life miserable;  the 

NHS had withdrawn MLD (manual lymphatic 

drainage) which worked on me, my MP was 

useless - so I went over to Brussels, spoke to 

my MEP and he  got me £2,000 worth of 

treatment authorised in a private hospital and 

paid for by the NHS. Shortly after, my 

oncologist changed my pills to some that 

were £20 a month more expensive; the NHS 

wouldn't agree, wouldn't let me pay 

difference, so I phoned CCG and said I was 

going back to my MEP.   30 minutes later I was 

phoned by the head of the CCG to say ‘under 

the circumstances’ they were authorising the 

new pills on the NHS. Woman, over 65  

 

I have once been refused appropriate 

medication by a temporary GP, so I contacted 

two pharmacists known to me, and had 

private blood tests done. I got the medication 

privately. Later I got a decent and thorough 

permanent GP on the recommendation of our 

practice manager, who promptly did the 

blood tests again on the NHS, disagreed with 

the verdict of the locum, and prescribed the 

medication on the NHS. That's the nearest 

thing I have come to this situation.  Woman, 

over 65 

 

Not really, only the removal of my testing 

strips, now I hope I am making the right 

choices, I don't think I am, but I cannot afford 

the £25 cost of strips each month.so now I test 

1 month in 5 and that's telling me I lose 

control regularly. Man, over 65  

  

I've been told to lose weight and that would 

sort out my migraines or my stomach issues 

and was sent on my way. I lost the weight and 

nothing changed so I had to be in pain for 

years before I could finally try and get 

treatment. Woman, working age  

      

Yes, I am currently VERY depressed and 

suicidal. Woman, working age   

   

I have had personal experience of the example 

above on physiotherapy and I now pay 

privately for physiotherapy which has proved 

much more effective. Similarly with mental 

health services - treatments beyond CBT [that] 

used to be available no longer are. This means 

I cannot get effective treatment for my mental 

health problems and I pay privately.    

Wheelchair services refused to provide me 

with a wheelchair, so, again, I paid for my own 
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out of pocket.     The idea that interventions 

are of "limited clinical value" has been 

thoroughly disproved in each of these cases 

by the fact that the treatments / equipment 

above which I was told would not improve my 

quality of life have in fact made things much 

better for me. Woman, working age  

      

I was recommended a weight loss group that 

was free.  But it only met during the day when 

I was at work.  There was no other time.  I 

couldn't afford to pay for a private one.  I was 

given no other support from my GP with 

weight loss other than the usual 'eat less, 

move more'.  No help given to combat what 

was effectively an addiction to eating - more 

a mental health issue than an actual physical 

problem.  And no help with the related 

medical issue other than being told to come 

back when I've lost weight.  A truly horrific and 

extremely isolating experience.  Woman, 

working age  

 

I have a verruca or corn on my foot which is 

very painful but I can’t get it removed on the 

NHS. I have to find somewhere private. How 

do I know that the place I choose is legitimate? 

How will I know if they are qualified? I’m in 

pain and the NHS but can’t offer a simple foot 

clinic to eliminate my pain. Woman, working 

age     

I'm a trans person and could have had my 

voice tweaked to sound more feminine. But 

they cut this service, so I’m stuck with a horrid 

deep voice [that] I have to attempt to soften. 

Every day is a struggle; I can't shout, and have 

terrible anxiety issues due to it. Trans person, 

working age 

  

I needed one of the treatments on the list, that 

apparently is for restrictions now, quite 

recently. I was told I may not get treatment 

even though I was the worst case my doctor 

had seen. Fortunately it was funded but the 

wait and uncertainty was awful. Woman, 

working age  

       

Only in the dental side. I resorted to pulling 

my own teeth. Not recommended but better 

than NHS dentistry was offering. Man, working 

age 

 

Yes. I have lymphoedema/lipoedema in both 

legs and was morbidly obese (having tried and 

failed to lose weight previously). The 

consultant said I needed bariatric surgery and 

wrote to my GP stating that. My GP referred 

me to a local initiative which was a course of 

10 weeks consisting of nutrition and exercise. 

At the same time I joined WW as I knew that 

to be considered for bariatric surgery I would 

have to show that I was trying to lose some 

weight. I also received an appointment to see 

dieticians about 2-3 months after I had joined 

WW and they were happy with how I was 

going, so left me to it. In the end I didn't have 

the surgery and lost 9st on my own (although 

I have since put 2st back on). Woman, 

working age     

   

A doctor actually suggested surgery (a gastric 

bypass) and I refused, saying I would prefer to 

try and lose weight with Slimming World, and 

he was actually quite unhelpful after that. 

Woman, working age  

       

I've had the opposite. Been offered 

medications when I needed advice and 

support. Woman, working age   

    

I was told by doctor he would not refer me 

because if all his patients asked for referral the 

NHS would run out of money. He was clearly 

motivated by money rather than patient care. 

Man, working age 
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Have you encountered any difficulty obtaining medicine following the introduction 

of new rules on ‘low value’ medicines and over the counter medicines? What 

happened, and what effect did it have on you? 

11% of patients answered yes to this question. Very likely this is unusually high compared 

to the general population, but still gives us cause for concern – if the answer in this sample 

is over one in ten, it suggests that the figure in the general population may, at the very 

least, be non-negligible. 

 

Patients told us 

Yes. Liothyronine (T3) has been stopped in 

many cases, even though many patients need 

it as the alternative storage hormone, 

Levothyroxine (T4), does not always convert to 

FT3 in the body as it is needed to do.  In the 

past there was also Dessicated Thyroid Extract  

that suited some people better.  There is a very 

frightening state of affairs over this 

medication at present, with CCGs going 

against what NHSE are saying.  Many patients 

are suffering. Woman, over 65  

     

I sometimes don't have 19p for paracetamol.

 Woman, over 65 

   

I regularly need codeine and paracetamol for 

pain and can only buy 4 days’ supply, whereas 

my GP can supply a whole month’s worth. 

Man, over 65 

 

Yes, we had to fight to keep everything on our 

list. People with spinal cord injury have 

industrial amounts of over the counter 

medicines, suppositories, creams, specialised 

shampoos, vitamin D,  etc. without which they 

would die from pressure sores, autonomic 

dysreflexia, bowel disorders, UTI's etc.  

 

 


