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	Guideline and supporting ‘evidence’ documents  
	General
	General
	We welcome the opportunity to provide feedback on this draft guideline as we fully support all NHS patients having access to the tinnitus support that they need.  

Our response is based on a detailed review of the NICE guideline on tinnitus: assessment and management consultation – including analysing the draft guideline, evidence reviews A to P, algorithms, the Equality Impact Assessment, economic model and Committee member list and declarations. Our response is also based on cross referencing back to the full version of NG98 (NICE guideline on hearing loss in adults) as it covered adults with tinnitus and hearing loss.  

Based on this we have significant concerns about the draft guideline. These include: NICE failing to make clear how most adults with tinnitus will be seen based on the NICE guideline for adult hearing loss (NG98); inconsistent and sometimes inappropriate use of NG98; going beyond the original tinnitus guideline scope; biases which risk distorting service provision and risk unnecessary NHS expenditure; and imprecise and inconsistent referencing of important referral criteria, which increases risk for patients and clinicians in terms of inappropriate referrals and resource use.

In our feedback we therefore aim to help address these issues so that the final tinnitus guideline:

· adds to and does not conflict with NG98 and is much clearer about when readers should use NG98 – e.g. to minimise risks of inappropriate referral, to ensure that clinicians do not refer the same patients differently based on which NICE guideline they happen to be following, to reduce the risk of a clinical negligence claim due to poor drafting etc.

· is much clearer on population needs – including which population with tinnitus will be managed primarily using NG98 and which population is likely to be managed using this tinnitus guideline in a real-world setting 

· does not conflate and confuse clinical settings and professional groups – so that the final guideline is impartial on location and more focused on patient needs in line with NHS Right Care principles, e.g. people are not incorrectly advised, based on Committee consensus alone, to send patients to secondary care without due regard to equality in access, current and changing clinical practice, etc.

· reflects the diverse range of NHS service models that exist across England today – so that NICE recommendations based on Committee consensus do not lead to a tinnitus guideline that is  wrong in terms of how a significant majority of adults with tinnitus will, and arguably should, based on stated Committee objectives, access care and support

· is not biased – so that the final guideline does not risk distorting clinical pathways and patient access based on Committee experience, opinion, interests or for any other reason etc.

Finally, it is important to note that when NICE announced it would be working on a tinnitus guideline it was clear to stakeholders that have assessed the quality of tinnitus research that there would be a dearth of good quality evidence to support any NICE recommendations. There were similar problems when developing NG98, although key recommendations in that guideline are supported by more robust evidence. We therefore do understand how difficult it is to create complex guidelines based on Committee consensus alone. However, in our view, NICE needs to do more to ensure it understands the epidemiological data and its pre-existing guideline(s) in more detail so that external stakeholders are not burdened with having to work through draft guidelines which should not, in our view, be published in their current form which falls below expected NICE standards. 
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	Guideline and Evidence documents A-P  
	General
	General
	To minimise feedback/repetition, we set out some overarching issues here and will refer to comment two as required.

There are three main underlying problems with the draft tinnitus guideline: 

1. It takes the NICE guideline for adult hearing loss (NG98) and generalises its recommendations to a different population. NG98, in terms of guideline scope and literate/evidence reviews, only covered adults with hearing loss and tinnitus. It did not cover adults without hearing loss and did not cover children at all. Please see section 3.3.1. 3.3.2 and 4.3.3.1.3 in the full version of NG98 https://www.nice.org.uk/guidance/ng98/evidence/full-guideline-pdf-4852693117  for evidence.

Although we appreciate that the Committee believes NG98 can be read across to children and adults without tinnitus, mixing and generalising recommendations between NG98 and this NICE guideline increases risks because referral criteria are not consistently applied etc. Therefore, in our view the current approach is both unscientific and clinically inappropriate.

In our view, this NICE tinnitus guideline should make it very clear to the reader that it is intended to address care needs for two distinct groups.

a) Adults (18 years of age and over). 

That most adults that report tinnitus will be managed using NG98 (see point two below). Also, that this tinnitus guideline will provide supplementary advice for adults with a hearing loss who need additional support for, or investigation of, their tinnitus and advice for adults with tinnitus but no hearing loss. 

b) Children and young people (under 18 years of age). 

Here the Committee needs to reconsider/review when and how children should be referred for tinnitus (with and without hearing loss). The reader for example should be able to more clearly see and understand what assumptions the Committee has made. It is odd, for example, that when referring to children there is neither mention of paediatricians being involved nor much in the way of evidence or documented Committee discussions on the limitations and scope of NG98 and the Department of Health, Provision of Services for adults with tinnitus guidance when considering under 18s.  

2. Although Evidence M (e.g. page 6, lines 3-9, page 19, lines 5-21) and Evidence H (e.g. lines 30-36, page 7) refer to the fact that many adults with tinnitus will have a hearing loss, this is lost in the guideline itself and therefore results in a very unhelpful and confusing cross-referencing to NG98. 

It is not clear, given the absence of any referenced data sources, whether NICE is aware how significant this omission is. We therefore include extracts from national guidance below:

“Tinnitus is often associated with hearing loss. For example, 75 percent of people with hearing loss might experience tinnitus, whilst only 20 percent to 30 percent of people who report tinnitus have normal hearing. It is estimated that 3 percent of adults might require a clinical intervention for tinnitus.” (our emphasis)
 Source: NHS England, Public Health England et al. 2019 – access here  https://www.england.nhs.uk/wp-content/uploads/2017/09/joint-strategic-needs-assessment-guidance-jul19.pdf

Put simply, and in a practical sense, more adults with tinnitus are likely to be seen by audiology as part of referral pathways based on NG98 than they are to be referred to a ‘tinnitus support service’ based on this NICE guideline.  

On the same basis it is wrong/misleading to relabel a routine adult hearing pathway provided under NG98 as ‘tinnitus services’ on lines 3-9, page 9 of the guideline. For example, Evidence M states “Management of hearing loss in adults is covered by NICE guideline NG98. In this review we focus on only those people who have tinnitus” (lines 8-9, page 6), NG98 actually covers hearing loss and tinnitus and this section of the guideline only had to cover tinnitus without hearing loss. As such
 
· the recommendations 1.4.1 and 1.4.2 do not have to be provided by a ‘tinnitus service’ at all

· based on 1.4.3 ‘tinnitus services’ do not need to fit hearing aids at all

· hearing aids for adults should be fitted using NG98. 

3. Throughout the evidence documents and guideline there is a significant bias which has adversely affected Committee recommendations and led to errors in the draft guideline. 

One such bias is that the Committee has confused primary care and secondary care with GPs and audiologists respectively. This is incorrect. 

For example, both audiology and ENT services are provided in community settings and increasingly NHS funded audiology is provided in primary care settings. NICE should be agnostic about the location where care is provided in line with NHS Right Care principles unless there is evidence to support otherwise – where Committee members happen to operate and criteria encouraging more patients to visit their services is not evidence-based healthcare. 

One clear impact of this is that the inappropriate use of ‘primary care setting’ when the Committee actually means ‘GPs’ has resulted in the Committee stating that patients have to be referred to secondary care (a hospital) to complete a questionnaire known as the Tinnitus Functional Index (TFI) (line 23 page 5 and line 24 page 16 main guideline, lines 45-49 page 8 and lines 1-7 page 8, Evidence E). Whilst we support the use of TFI, the recommendation  ignores the fact that NHS funded audiology services are increasingly offered in primary, community and secondary settings and there is no need to require a patient with tinnitus to attend secondary care just because a GP is too busy to use a TFI.

The final NICE guideline must address this and other biases in order to ensure it works in the best interests of patients and the NHS. 



	3
	Guideline and Evidence documents A-P  
	General
	General
	To minimise feedback/repetition, we set out some overarching issues here and will refer to comment three as required.

We believe the that current draft guideline needs serious technical review and reworking because in its current form it is difficult to disseminate and use alongside the NICE guideline for adult hearing loss (NG98) and increases risk rather that helping to mitigate them, and could be disregarded which would be regrettable.

For example, the current guideline increases the risk of fitness to practise proceedings or even clinical negligence claims against clinicians owing to poor drafting and lack of attention to detail by NICE when setting out referral guidelines for different population groups.  

It is therefore important that NICE ensures: 
· the final tinnitus guideline supplements and does not conflict with NG98
· ‘consider’ and ‘refer’ recommendations are consistent with NG98 - e.g. use ‘refer’ and ‘consider referring’ based on the level of supporting evidence in the same way NG98 does, the draft tinnitus guideline incorrectly and inappropriately changes the strength of some referral recommendations in NG98 from “consider” to “refer” without any evidence or justification 
· where and who to refer to is consistent with NG98 – e.g. the draft guideline only partly copies over text from NG98 and fails to therefore correctly specify whether patients should be referred to ENT, AVM, A&E, Stroke service etc. 
· it addresses all issues that arise by trying to merge and extrapolate recommendations in NG98 (which included adults with hearing loss and tinnitus) with this wider population (all children with tinnitus and adults with ‘normal hearing’ and tinnitus) 
· the guideline is laid out/presented in a more logical manner for clinicians working on the frontline to make safe, accurate and cost-effective clinical decisions
· that NG98 is the main guideline through which adults with hearing difficulties with or without tinnitus access audiology (see 1.1.1 and 1.1.6 NG98 short form) or through which they are initially referred to ENT/A&E/stroke service or for a MRI (see 1.1.2 to 1.1.10 and 1.3.1-1.3.2, NG98 short form). This tinnitus guideline then can supplement the referral advice in NG98.   This is also important because the Committee explicitly recommends that people who report tinnitus should first have audiometry to ensure hearing loss is managed as part of any management (lines 21-22, page 20 of the guideline, hence recommendation 1.3.1, 1.4.1 and 1.4.2 tinnitus draft guideline) and therefore for the adult population the referral route will be via NHS Direct Access Audiology based on NG98 which is widely available 

Put simply, many of the problems with the draft guideline stem from extrapolating NG98. The mix and match approach as a workaround for a lack of evidence has not worked. It has created a confusing guideline. To address this, we believe this tinnitus guideline should be consistent with NG98 and supplement it for the adult population with tinnitus but without hearing loss and children, and not, as it currently does, mix, match and merge various advice incorrectly. 
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	Guideline
	3
	2
	Please see comment two and three. There is significant overlap between NICE’s adult hearing loss guideline (NG98) and this guideline with respect to the population covered.  The guideline should open with a clear statement that for people aged 18 and older this guideline supplements rather than replaces referral and management advice in NG98 which already covers adults with hearing loss and tinnitus – i.e. the tinnitus guideline will ‘kick in’ for adults when they fall outside the scope of NG98 because they have referable tinnitus and/or no hearing loss.   
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	Guideline
	4-5

















	20-21



















	Please see comment two and three. There is significant overlap between NICE’s adult hearing loss guideline (NG98). 

Section 1.2, ‘Assessing tinnitus’ needs to be deconstructed and rewritten.  

Our advice is to:

1. Separate out the two key groups
· under 18 years of age
· 18 years of age and older

2. Make it clear that NG98 applies to all adults with hearing difficulties/loss, or suspected of hearing difficulties/loss, and tinnitus. That for adults this guideline should be read alongside NG98. Then only include what is additional advice to NG98 – e.g. how to manage adults with tinnitus that present without any hearing loss or have tinnitus that is referable independent of hearing loss etc. 

3. Make it clear that there is no NICE guideline for children’s hearing loss. That the Committee recommends that clinicians refer to NG98 on how to manage hearing loss and tinnitus in children (see comment two where we explain why we have concerns about the Committee adapting the approach it has). Make it clearer how tinnitus in children (aged under 18) should be managed, including the active involvement of paediatricians et al. if necessary. In case it is helpful we signpost the Committee to:
 
a) page 3 “tinnitus” section and section 3.5 page 9 of the 2016 NHS England model service specification for children’s hearing services https://www.england.nhs.uk/wp-content/uploads/2016/07/P37-CYP-Service-Specification-Template.pdf) 

b) pages 6, 11, 13-15 in Tinnitus in Children; Practice Guideline, British Society of Audiology 2015, http://www.thebsa.org.uk/wp-content/uploads/2014/06/Paed-Tin-Guide-Pub-Consul-Compressed.pdf, which includes different red flag criteria and referral routes for children compared to NG98

4. Make sure that if criteria in NG98 are presented in this guideline they are correctly referenced. For example, at present:

· it incorrectly uses ‘refer’ when it should be ‘consider referring’ for some signs/symptoms
· it fails to correctly/fully cite the referral pathway recommended in NG98, where NICE is much clearer about when to refer to ENT, A&E and a stroke service etc. 
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	Guideline 
	5











5



5


5
	11-20











13-14



16


19-20





	This entire section needs to be reviewed and rewritten.

It states a strong ‘refer’ recommendation on line 11. However, many of the signs/system listed are noted as ‘consider referring’ in NG98.  When NG98 was written, ‘consider referring’ was inserted where there was a lack of evidence to support a’ refer’ recommendation and where other history, signs and symptoms might help reduce false positive referrals. This tinnitus guideline has not provided any evidence to support changing the strength of the referral recommendation for ‘items’ listed on lines: 13-14, 17, 18 and 19-20. 

In addition to the feedback above please note: 

This is not correct. Adults should, in most cases, first have audiometry and any hearing loss managed (e.g. as per 1.3.1 page 7, 1.4.1 and 1.4.2 page 9). The current wording is likely to result in over referral to “tinnitus services” (See comment two point two)

In contrast “Objective tinnitus’ on line 16 was not included in NG98 and we understand why this should be referred.

This is incorrect. NG98 actually states “Consider referring [….] unilateral or asymmetric hearing loss as a primary concern” (our emphasis) (see 1.1.6 page 6, NG98 short form), this is because many people with age-related hearing loss have an asymmetric hearing loss and might also have tinnitus, it is important to establish whether the asymmetry is clinically significant. GPs cannot do this so have to either decide based on presentation (e.g. is it the “primary concern”) or refer to audiology to measure the level of hearing loss and asymmetry. This is all documented in the full NICE guideline and supporting/documented Committee discussions 


	7
	Guideline 
	5

	23-25
	Line 23 states ‘Initial assessment in secondary care’.

This needs to be changed as it is based on a biased view (see comment two point three for more detail). 

It is also contrary to Right Care principles and stands in contradiction to NHS England-NHS Improvements NHS Long Term Plan.  

We suggest that it should be amended to ‘Initial assessment by audiology or ENT (working in primary, community or secondary care settings)’

The reasoning set out in evidence document E does not add up. NICE should be agnostic about location or care setting unless there is evidence to suggest otherwise and should ensure it does not use ‘primary care settings’ as a synonym for ‘GPs’, nor incorrectly suggest audiologists/ENT only work in ‘secondary care’. We therefore ask NICE to change line 23 – and supporting text in evidence document E – to ‘Initial assessment by audiology or ENT (working in primary, community or secondary care settings)’.  Line 23 in the guideline (and supporting document E) should also be changed.

Please also see comment 15. 
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	Guideline 
	6

	4-26
	We support the section ‘Assessing the psychological impact of tinnitus’. 

Section 1.2.8 (lines 8-10) will make more sense when line 23 on page 5 is corrected (see comment seven).
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	Guideline
	7
	15-22
	‘Audiological assessment’

Please see comments two and three which explain our concerns about how this draft guideline currently misuses NG98. We explain specific issues with audiological assessment below.


This section risks confusing people and increasing risks for patients and clinicians who might be unaware of how this guideline interacts/dovetails/overlaps with the NICE guideline for adult hearing loss (NG98) and that audiological assessment of children has not necessarily been given the attention it deserves. 

Regarding 1.3.1, most adults with tinnitus will have an audiological assessment based on NG98, because that guideline covers adults with tinnitus and hearing loss/difficulties and suspected hearing loss/difficulties (see 1.1 in NG98 short form). The tinnitus guideline Committee clearly recommends audiometry to rule out hearing loss (e.g. lines 30-36, page 7 Evidence H). In effect signposting to NG98.  This tinnitus guideline should therefore be framed to complement NG98, especially given NG98 provides much more detail on what an adult audiological assessment should include.  It would be better to state that for adults with tinnitus and hearing loss/difficulties, or suspected to have hearing loss/difficulties, clinicians should follow NG98.  NG98 also addresses what to do if an adult cannot perform audiometry.

Regarding children who might not be able to perform audiometry, recommendation 1.3.1 warrants further consideration. Please see 
· lines 44-50 page 15 in Tinnitus in Children; Practice Guideline, British Society of Audiology 2015, http://www.thebsa.org.uk/wp-content/uploads/2014/06/Paed-Tin-Guide-Pub-Consul-Compressed.pdf

We agree with 1.3.2 “consider” recommendation for tympanometry for adults. 

We think that for children 1.3.2 should be “offer”, please see
· lines 34-43 page 15 in Tinnitus in Children; Practice Guideline, British Society of Audiology 2015, http://www.thebsa.org.uk/wp-content/uploads/2014/06/Paed-Tin-Guide-Pub-Consul-Compressed.pdf

We agree the NICE tinnitus guideline should include recommendations 1.3.3 and 1.3.4 as these explain what tests not to do if a patient attends a routine audiology appointment but also has tinnitus, which might otherwise be investigated using these tests. 

The tinnitus guideline can then specify which audiological tests should be performed when an adult has tinnitus but no hearing loss – i.e. when NG98 will not apply. 



	10
	Guideline 
	8
	4-14
	NG98 – https://www.nice.org.uk/guidance/ng98/evidence/full-guideline-pdf-4852693117 –  included a more extensive review of the evidence on MRI referral criteria in adults presenting with audiological symptoms (including hearing loss and tinnitus) in terms of the sensitivity and specificity of various referral thresholds.   

It is important the NICE tinnitus guideline is clearer about whether its recommendations in sections related to imaging apply specifically to:
· adults with tinnitus and no hearing loss
· children with tinnitus and hearing loss
· children with tinnitus and no hearing loss.

i.e. it should more clearly sets out when NG98 applies and when this guideline applies (see comment two and three). 

In our view the tinnitus guideline should refer to NG98 in cases where adults have a hearing loss and tinnitus and provide any additional advice where adults have tinnitus but not hearing loss (i.e. for those adults that are not included in NG98)
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	Guideline 
	9
	3-9
	‘Managing tinnitus for people referred to tinnitus service’ and recommendation 1.4.1 and 1.4.2 (lines 5-9) are incorrect. This needs to be reviewed and we explain why below. 

Adults (18 years of age and older)

Recommendation 1.4.1 is based solely on the NICE guideline for adult hearing loss which includes tinnitus (NG98). It is misleading to claim therefore that this care is delivered as part of “tinnitus services” (as the title on line 1.4 suggests), because this is not the case.

Please also note that this current wording could result in up-coding and people fitted with hearing aids described as ‘tinnitus patients’ when in fact hearing aids will not be fitted for tinnitus alone – as 1.4.3 makes clear. 

Put simply, recommendation 1.4.1 is by definition delivered as part of NG98 and should not appear in this guideline as presented. Instead this section should be rewritten to make it very clear that this large group of patients with tinnitus (See comment two, point two) should be managed using NG98. 


Recommendation 1.4.2 advises clinicians to consider offering amplification in people with a hearing loss but who do not report communication difficulties but do have problems with tinnitus.  This provides additional advice to NG98 on when to consider a hearing aid fitting. This however is something that should be delivered as part of NG98 (which includes more detail on the fitting and assessment of hearing aids) and not something that has to be delivered in a “tinnitus service”

Recommendation 1.4.3 essentially confirms that if adults are outside the scope of NG98 (see comments two and three) then they do not need to be fitted with a hearing aid. 

Put simply, adult hearing aid fittings do not take place under this guideline and adults do not have to be referred to a “tinnitus service” to be fitted with hearing aids, but instead can be managed based on NG98. Section 1.4 should make this clear. 

Children (people aged under 18)

Please see comment two. It is not clear how NICE has read NG98 across to children. Unless the reader dives into the detail this is likely to be missed. It would be best for NICE to make the basis for its recommendations more transparent.  In case it is helpful we signpost the Committee to:
· page 18 in Tinnitus in Children; Practice Guideline, British Society of Audiology 2015, http://www.thebsa.org.uk/wp-content/uploads/2014/06/Paed-Tin-Guide-Pub-Consul-Compressed.pdf

Please also see comments two and three which explain our concerns about how this draft guideline currently misuses NG98. 
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	Guideline 
	9
	22-23
	We support offering NHS-funded psychologist led CBT online because this will allow more adults with tinnitus to access much needed support whilst being managed by audiology (e.g. under NG98 for their hearing loss). This should improve equality in access overall. 


	13
	Guideline
	11
	8-14
	We agree with the Committee – page 14 lines 5-14 – that ‘tinnitus support’ is preferable to ‘tinnitus counselling’.  We also agree with the rationale given in Evidence L. 
 

	14
	Guideline 
	12
	6-10
	In our view this highlights a fundamental error, confusing primary care settings as being synonymous only with GPs. This needs to be corrected, for example replacing “primary care settings” with ‘General Practice’ (see comment two, point three).


	15
	Guideline 
	16

	24


	‘Initial assessment secondary care’, change to ‘Initial assessment by audiology or ENT (working in primary, community or secondary care settings)’.  

Please see comment two, point three, and comment seven, where we set out why this is problematic and why it should be changed.  

Again, here for ease of reference, this highlights how the Committee has adopted a series of assumptions which do not hold water – i.e. the idea that GPs are “primary care settings” and audiologist/ENT are based solely in secondary care settings.  This is incorrect and also leads to a recommendation which is in conflict with NHS Long Term Plan objectives.  

It makes no sense for NICE, based on no evidence, to recommend that initial assessments have to take place in a secondary care setting because today GPs do not use the recommended Tinnitus Functional Index (TFI) or have staff who are competent to do so, and that patients must therefore travel to secondary care in order to complete a questionnaire etc:
·  “The committee noted that questionnaires are not commonly used in primary care and there is also variation in how tinnitus is assessed in primary care. They thought it important that research is conducted to examine the optimal method for assessing tinnitus in primary care settings as primary care is a gatekeeper for the further management for tinnitus” (Guideline, lines 18-22, page 17)
· “The committee have specified that the TFI be used in secondary care only. The rationale for this is that the committee were conscious of the potential resource impact of completing and discussing these questionnaires in primary care where general practitioners are limited on time” (Evidence E page 8, lines 45-48)

This ignores the fact that audiologists – who can use this questionnaire – also work in primary and community-based settings, as do some ENT services. 

The recommendation also risks worsening health inequalities, because the underlying biased and incorrect assumption about where audiologists work means that people might have to travel further to access care where they will complete a questionnaire they could have completed elsewhere, and that some will fall out of the pathway for this reason, further wasting NHS secondary care resources and undermining the public health aspects of the service. 


	16
	Guideline 
	18
	27-28
	… “they can be used within other secondary care services such as audiology”.


We understand that in this example it is only referring to another type of service in secondary care. However, in follow-up to comment three, point three and fifteen, this overlooks that audiology is not just a secondary care service. So, audiology services – provided in primary, community or secondary care settings – can use the questionnaires in question. The random and repetitive references to secondary care throughout this guideline risk undermining trust in the NICE guideline process.  


	17
	Guideline
	20

	19-22

	The Committee is right that evidence shows that many people with tinnitus will not know they have a hearing loss and that this could be contributing to their tinnitus (lines 19-21). The Committee is also correct to state that effective management of hearing loss can help reduce the audibility and impacts of hearing loss (lines 25-25) and people should therefore receive audiometry if they report tinnitus (lines 21-22).  

However, most adults with tinnitus will have a hearing loss (see comment two, point two) and this is missed/overlooked in the guideline itself. People reading this guideline for example will not know that most adults with tinnitus will and should initially be managed via NG98 (see comment two and three) and will not have to be referred to ENT or audiovestibular medicine services if NG98 is followed. It is essential that NICE makes it clear that most healthcare professionals should be aware that this tinnitus guideline should supplement and be read and followed alongside NG98 in order to avoid unnecessary pressures on secondary care and the NHS in terms of false positive referrals to “tinnitus services/pathways”. 


	18
	Guideline
	22
	24-25
	Although we acknowledge that NG98 is appropriately referenced here, it is important to note that most adults with tinnitus will have hearing loss and not warrant referral specifically for their tinnitus and therefore, more adults with tinnitus will be managed using NG98 and using only parts of this NICE guideline as required.

Patients and clinicians would benefit greatly if NICE could rewrite this tinnitus guideline to facilitate dissemination and limit confusion/risk (see comment two, three and eleven).


	19
	Guideline
	29
	18-19
	“Tinnitus is a common condition. In Commissioning services for people with hearing loss (2016) NHS England estimates between 10% and 15% of adults will have tinnitus, and 3% of adults will go on to require a clinical intervention for their tinnitus.”

We agree with this statement which is based on an NHS review of evidence. However, the statement still leaves the reader unaware that most adults with tinnitus also have a hearing loss (see comment two point two). 

It is essential in our view that this opening statement makes it clear that over 70% of adults with tinnitus are likely to have a hearing loss and most will be managed using NG98 and where applicable this guideline in addition. It is important to be clear that, although 20% to 30% of adults with tinnitus are unlikely to have a hearing loss, they should still be referred for an audiological assessment as per NG98 (for hearing difficulties).  Those patients will then be managed using this guideline if they are found not to have a hearing loss (see comment two point two, and 11). 


	20
	Algorithms
	General 
	General 
	Please see comment two, point three relating to biases/assumptions that have in our view distorted this draft guideline. 

It is not clear what this algorithm will be used for.  We would suggest it is either deleted or reworked because, as it currently stands, it is both inaccurate and misleading.   For example:

On the page titled Child, young person or adult presents to primary care with tinnitus: 

· “presents to primary care with tinnitus” implicitly and incorrectly assumes that across England the GP is the first point of contact for NHS hearing care.  In fact, commissioners are now commissioning open access audiology services so audiologists are the first point of contact and therefore in these cases NG98 https://www.nice.org.uk/guidance/ng98 will apply and most people with hearing loss and tinnitus will be managed by audiology 
· NG98 https://www.nice.org.uk/guidance/ng98 will apply where there is tinnitus. This NICE guideline for tinnitus will only come into play when children are involved, adults without hearing loss present with tinnitus, and where tinnitus warrants referral under NG98 etc. This algorithm misses all of this and more 
· ‘Non-urgent referral’ in the context of actual population needs and NG98 is erroneous (see out comment three).

On the page with three key referral categories at the top:
· Based on NG98, the diagram is wrong for most adults with tinnitus and hearing loss – e.g. it is wrong that ‘tinnitus and hearing loss’ is where it is, ditto amplification devices.  This might also explain why section 1.4 (lines 3-11, page 9 of the guideline is also incorrect – see comment 11). 
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	Evidence – C to D  
	5
	9-10
	“The majority presenting with tinnitus have benign symptoms and do not need onward referral as they can be supported in primary care. Tinnitus may present as the main complaint or with additional symptoms and or signs.”

This misses a key point; that most people with tinnitus have a hearing loss (see comment two point two). Therefore, they will not (in the context of how the Committee views primary care – GPs) be “supported in primary care”, they will in fact also be supported by audiology under NG98 (the NICE guideline on adult hearing loss, which includes adults with tinnitus). 

This should be made clear in the final guideline. 


	22
	Evidence – C to D  
	8
	28-30
	“The committee discussed that hearing loss is a clinical manifestation commonly associated with tinnitus. The committee wished to cross-refer readers to NG98 (recommendations 1.1.2-1.1.4).”

As per comment two and three and other feedback, we agree. This important fact is, however, largely lost in the actual guideline. That is why we have called for greater clarity in the final guideline about which populations fall under this guideline and which populations will in the main be managed under NG98 (see comment three). 


	23
	Evidence – C to D  
	9
	32-37
	“This will enable management of potential underlying pathology and to sign post accurately to alternative voluntary or secondary care providers for further assessment and management. The overarching aim is to ensure a person suffering from tinnitus experiences a high standard of care tailored to the individual’s needs. Prognosis of their tinnitus or their underlying general medical problems can be greatly affected if delay occurs.” (our emphasis)

We appreciate that the Committee is made up of individuals who work in the voluntary sector and for secondary care providers, however NICE should ensure its guidelines are non-biased and neutral about provider type and setting unless there is evidence to support a specific provider/setting type.  


	24
	Evidence – E
	8
	45-48
	“The committee have specified that the TFI be used in secondary care only. The rationale for this is that the committee were conscious of the potential resource impact of completing and discussing these questionnaires in primary care where general practitioners are limited on time”. (our emphasis)

As we have set out in our other comments (e.g. comment two point three), we are concerned by the lack of evidence and poor logic used to support this very firm statement. It is both inappropriate and incorrect – e.g. the ‘rationale’ that follows (e.g. lines 45-48 page 8 and lines 1-4 page 9) is not credible and certainly should not be used in a NICE guideline.
 
On reading Evidence E, it is clear that the Committee actually means that GPs do not have time to do this and they are worried about burdening GP colleagues. This is understandable and something the NCHA, along with other colleagues, will support – this is also why we support open access audiology as GPs explain they would prefer Audiology to be a primary care service and that they were only consulted for advice if a medical condition was suspected. 

The Committee, however, then makes several leaps to conclude this equates to ‘primary care settings’ and so “TFI [should] be used in secondary care only”. This is false logic and fallacious reasoning.

Audiologists and ENT can work in primary, community and secondary care settings – and have also started to offer remote consultation, telehealth etc

So, the fact that a GP does not do something does not mean patients must travel to secondary care to complete a questionnaire. It is also well known that audiologists increasingly work in primary and community-based settings where they provide NHS- funded care, so the TFI can be completed in these clinics.

This section therefore needs to be reviewed, as does the entire guideline. So, if the Committee means GPs it states that, and NICE ensures its guideline remains neutral/objective about location where professionals work unless it has evidence to support its assertations.   

The recommendation linked to this (line 23 page 5 in the guideline) will also need to be changed as a result. We comment on this elsewhere in our response.


	25
	Evidence – H
	7
	30-36
	The link between hearing loss and tinnitus must be better reflected in the final guideline and evidence, see comment two point two. 


	26
	Evidence – M 
	6
	3-9
	“Hearing loss is a common factor underlying tinnitus, although some people with normal
hearing also experience tinnitus. Loss of hearing is often an unnoticeable and gradual
process and many people are surprised when they are told that they have a hearing loss. It is quite common for people to assume, incorrectly, that it is their tinnitus rather than their hearing loss that is causing hearing difficulties. Management of hearing loss in adults is covered by NICE guideline NG98. In this review we focus on only those people who have tinnitus.”

We strongly agree with this. We also agree that the original scope of this guideline, including evidence searches and analysis, did not duplicate what was done in NG98. This important principle however has been somewhat lost sight of in the draft guideline, seriously undermining its value for clinicians and the NHS. 

This is why, as we have set out in our other comments (e.g. see comment two and three), that NICE should recast these recommendations to make clear when readers should use NG98 as the primary resource and what it is they are relying on this tinnitus guideline for. 


	40
	Equality Impact Assessment 
	3
	3.4
	“Do the preliminary recommendations make it more difficult in practice for a specific group to access services compared with other groups? If so, what are the barriers to, or difficulties with, access for the specific group? 
The draft recommendations are not considered to create difficulties for specific groups to access services.”

We disagree. 

Older adults are more likely to have to face increased barriers to accessing care* because of non-evidence-based recommendations in the draft guideline.

Specifically 
a) Recommendation 1.2.4 should not have to take place in secondary care (as per line 23 page 5 of the guideline). People should be able to visit audiology or ENT in a primary, community or secondary care setting when there is a choice to do so and complete a TFI there.   We have explained why 1.2.4 is based on a biased assumption and must be addressed in any case.  
b) The term “tinnitus service” is misused (line 3, page 9 of the guideline). Activities on lines 4-9 page 9 do not have to be provided by a “tinnitus service”. These can all be delivered by an adult hearing service that is compliant with the NICE adult hearing loss guideline (NG98). Almost every audiology service in England offers an adult hearing service but not every audiology service offers a specialist “tinnitus service”, wrongly suggesting more patients need to access a “tinnitus service” can therefore increase barriers to access and worsen health inequalities all because of the way NICE has drafted its guideline.

[*Age-related hearing loss is by far the single biggest cause of hearing loss and given tinnitus strongly associated with hearing loss this population is more likely to also have tinnitus, thus the average age of an NHS hearing aid user is 70 or older. Older people – who are likely to have more than one long term condition – will have to travel further than necessary to perform tests or complete questionnaires]. 


	41
	Equality Impact Assessment
	4
	3.6
	“Are there any recommendations or explanations that the Committee could make to remove or alleviate barriers to, or difficulties with, access to services identified in questions 3.1, 3.2 or 3.3, or otherwise fulfil NICE’s obligation to advance equality? 

Yes:

a) The Committee should remain agnostic about location for care unless there is evidence to support a specific setting. The Committee’s current recommendation only to use TFI in secondary care is based on a biased and flawed assumption – we have provided feedback elsewhere about this. Removing the inappropriate reference to secondary care will help reduce barriers/difficulties to accessing services where a patient can be assessed using the TFI

b) The term “tinnitus service” is misused (line 3, page 9 of the guideline). Activities on lines 4-9 page 9 do not have to be provided by a “tinnitus service”. These can all be delivered by an adult hearing service that is compliant with the NICE adult hearing loss guideline (NG98). Almost every audiology service in England offers an adult hearing service but not every audiology service offers a specialist “tinnitus service”, wrongly suggesting more patients need to access a “tinnitus service” can therefore increase barriers to access and worsen health inequalities all because of the way NICE has drafted its guideline
[bookmark: _GoBack]


	42
	Guideline
	1
	6
	It should be clear that this guideline covers all ages, if that is the case for the final version. 
It should also be clearer that this should be read alongside NICE’s guideline for adult hearing loss (NG98)


	43
	Guideline 
	2
	7
	Please see comment 11. The title of this section might need to be changed based on the final version of the guideline. 
  

	44
	Guideline 
	3
	17
	The Committee should consider inserting advice on hearing loss and tinnitus and the benefits of having a hearing test (see comment 2)


	45
	Guideline 
	4
	4
	The Committee should consider inserting advice on hearing loss and tinnitus and the benefits of having a hearing test – this is especially important for adults aged 50 and older who might present with hearing difficulties and tinnitus (see comment 2)


	46
	Guideline 
	4
	21-24
	Please see comment two and three.  

In our view this section must be clear that adults with tinnitus and hearing difficulties or suspected difficulties should be managed based on the NICE guideline for adult hearing loss (NG98) which includes tinnitus. This will reduce false positive referrals and the associated stress and costs for patients and the NHS. 

This text must also be reviewed so that it is consistent with NG98 – e.g. where to refer and who to etc.


	47
	Guideline 
	4
	26-27
	Please see comment two and three. This needs to be reviewed because the paragraph on lines 22-24 means lines 26-27 are not consistent with the referral advice in the NICE guideline for adult hearing loss (NG98). 


	48
	Guideline 
	4
	28-29
	Please see comment two and three. This needs to be reviewed because the paragraph on lines 22-24 means lines 28-29 are not consistent with the referral advice in the NICE guideline for adult hearing loss (NG98). 


	49
	Guideline 
	5
	1-3
	Please see comment two and three. This text should be reviewed to make sure it and the text below it is consistent with the NICE guideline for adult hearing loss (NG98).


	50
	Guideline
	5
	4-6
	This only refers to section 1.1.1 as the “first point of contact” for tinnitus support. This overlooks the NICE guideline for adult hearing loss (NG98) which will include many adults with tinnitus. Lines 4-6 therefore need to be reviewed. Please see comments two and three.


	51
	Guideline
	5
	6-7
	NICE guideline for adult hearing loss (NG98) is specific about who people should be referred to – e.g. ENT/AVM/A&E etc. This guideline should also state who these patients should be referred to.


	52
	Guideline
	5
	8-9
	Please see comment two and three. This needs to be reviewed because the paragraph on lines 1-3 means lines 8-9 are not consistent with the referral advice in the NICE guideline for adult hearing loss (NG98). 


	53
	Guideline
	5
	1-12
	This is not correct. This contradicts some advice in the NICE guideline for adult hearing loss (NG98). It needs to be corrected please see comment six. 


	54
	Guideline
	6
	Box
	Update box to be agnostic on location given lack of evidence to support this (see comment two)


	55
	Guideline
	11
	14
	The Committee has explained why it has used the term “tinnitus support” rather than “tinnitus counselling” on page 14 (lines 7-14). We agree with the Committee.  It is therefore not clear that it is helpful to state “This is sometimes known as tinnitus counselling” (line 14 page 11), suggest delete “This is sometimes known as tinnitus counselling”


	56
	Guideline
	12
	6-10
	See comment two. Replace primary care setting with General Practice.


	57
	Guideline
	16
	4-7
	See comments two, three and five. We do not think this is correct. 
 

	58
	Guideline
	16
	10
	Replace primary care with “all settings – e.g. primary, community and secondary care”


	59
	Guideline
	16
17
	24
1
	See comment seven and 15, amend “secondary care” so that guideline impartial on location.  


	60
	Guideline
	17
	18-21
	See comment two, seven and 15. Replace primary care with General Practice. 


	61
	Guideline

	20
	17-27
	See comment two and nine. Refer all readers to the NICE guideline for adult hearing loss (NG98) which includes adults with hearing difficulties, suspect hearing difficulties and tinnitus.  i.e. the Committee here is referring to a population covered by NG98. 


	62
	Guideline

	29
	18-20
	Proposed new text 

· “Tinnitus is a common condition. In Commissioning services for people with hearing loss (2016) NHS England estimates between 10 percent and 15 percent of adults will have tinnitus, and 3 percent of adults will go on to require a clinical intervention for their tinnitus.  In the NHS JSNA guide it notes that tinnitus is often associated with hearing loss. For example, 75 percent of people with hearing loss might experience tinnitus, whilst only 20 percent to 30 percent of people who report tinnitus have normal hearing.”

Explanation 

Update data so that it is clear how most adults with tinnitus will access audiology services and initial tinnitus support via the NICE guideline for adult hearing loss (NG98).

Use data from national NHS strategic needs guidance for hearing loss:

“Tinnitus is often associated with hearing loss. For example, 75 percent of people with hearing loss might experience tinnitus, whilst only 20 percent to 30 percent of people who report tinnitus have normal hearing. It is estimated that 3 percent of adults might require a clinical intervention for tinnitus.”  Source: NHS England, Public Health England et al. 2019 – access here  https://www.england.nhs.uk/wp-content/uploads/2017/09/joint-strategic-needs-assessment-guidance-jul19.pdf

See comment two. 
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