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Consultation on draft scope – deadline for comments 5pm on 5th August 2015
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	Please note:
	Please read the checklist for submitting comments at the end of this form. We cannot accept forms that are not filled in correctly or arrive after the deadline. 
Developing NICE guidance: how to get involvedhas a list of possible areas for comment on the draft scope.
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Insert each comment in a new row.

Do not paste other tables into this table, as your comments could get lost – type directly into this table.

	1
	General
	General 
	NHS England recently published its Accessible Information Standard. All NHS providers are legally required to implement the Standard by July 2016. The Standard 

· “directs and defines a specific, consistent approach to identifying, recording, flagging, sharing and meeting the information and communication support needs of patients, service users, carers and parents, where those needs relate to a disability, impairment or sensory loss”
(NHS England, 2015). 

We appreciate that the scoping guideline for dementia cannot list every condition, but in our view it should consider the impact hearing loss has on this group.Failing to do this risks worsening health inequalities and the final guideline (when published) being inconsistent with the Accessible Information Standard and therefore also inconsistent with the Health and Social Care Act 2012 and Equality Act 2010. 
The risks associated with dementia can be reduced by early detection of hearing loss and appropriate intervention, including provision of hearing aids with effective support to overcome psychological and physical barriers to take-up – e.g. support with familiarisation, regular review and reprogramming.
Evidence:

· Hearing loss increases exponentially with age – e.g. 1.8% of people aged 17-30 have a hearing loss, compared to 93% of people aged 80 and over

· age-related hearing loss is a long-term condition and the main cause of hearing loss

· in England, adult hearing loss is the 6th leading cause of years lived with disability

· unsupported hearing loss increases the risk of depression
, social isolation
, loneliness
, cognitive decline
, early retirement
 and reduced quality of life
 - NB hearing loss might mask diagnosis of dementia (p.4)
· therefore, many of those with dementia wil have some degree of hearing loss with the prevalence of hearing loss increasing significantly with age and, other things being equal, will experience reduced quality of life unless their hearing needs are met

· it has been suggested that people with unsupported hearing loss and dementia or mental health problems are more likely to go straight to expensive care packages

· NHS England and Department of Health note that “hearing loss is associated with an increased risk of developing dementia in over 60 year olds. People with mild hearing loss have nearly twice the risk of developing dementia compared to people with normal hearing; and the risk increases threefold for people with moderate and fivefold for people with severe hearing loss”
.
Ensuring people with dementia are given the communication tools and support they need – including hearing aids and spectacles – to communicate with health and social care workers, family members and carers is therefore fundamental to helping them stay independent (p.3). For example it is difficult to imagine how diagnosing and assessing dementia (p.3) can be validly and accurately completed if the individual cannot hear well, or is not supported to understand, the health professional’s questions.

We believe that not accommodating peoples’ communication needs – including hearing – could create barriers to delivering the updated NICE dementia guideline.


	2
	2
	(lines are not numbered) 

Section 1.5
	We support the guideline giving special consideration to the identified groups. 
We would however like to see people with sensory impairment – given the prevalence of sensory impairment in people with dementia –  to also be given special consideration. 
Please note, the NHS Accessible Information Standard acknowledges that the NHS has to do more for people with sensory loss and disabilities, and consistency in NICE guidelines would be helpful here.

We particularly support focusing on “people at risk of social exclusion”, but would we would like the scope to clarify that this includes “social isolation”.  It is noteworthy that NHS England and Department of Health state:

“In older age, hearing loss becomes a major challenge and people with hearing loss can find it difficult to follow speech without hearing aids and are at greater risk of social isolation and reduced mental wellbeing. Social isolation has an effect on health and in older people there is a strong correlation between hearing loss and cognitive decline, mental illness and dementia.”



	3
	3
	(lines are not numbered)

areas to be included 


	We support the items listed under “areas from the published guideline that will be updated”.
Whilst the original guideline mentioned hearing therapy it overlooked age-related hearing loss and effective communication strategies for people with sensory loss (hearing or sight).

Despite the high prevalence of hearing loss in older people awareness is still poor amongst patients, staff and carers.
Unsupported hearing loss also presents safey risks in health care. For example a survey of 600 people with hearing loss found that after attending a GP appointment
· 28% had been unclear about their diagnosis

· 26% had been unclear about the advice given

· 19% had been unclear about their medication

· NB a clear challenge to delivering high quality and safe care for people that have dementia and unsupported hearing loss. 

So although we appreciate that this is only a scoping document, we would like the committee to consider specifically looking into the impact that sensory loss has on the feasibility of the rest of the guidance – e.g. it is not clear how one can support somebody with dementia to exercise choice (p.5) unless they are first enabled to participate in decision-making by having their sensory needs met.


	4
	4
	(lines are not numbered) 


	We support including comorbidities in the updated guideline. 

Please note, unsupported hearing loss increases the risk of depression
, social isolation
, loneliness
, cognitive decline
, early retirement
 and reduced quality of life
 and can therefore mask the diagnosis of dementia – i.e. hearing loss itself might be a differential diagnosis. 

Unfortunately a common theme in NICE documents is to mention visual impairment and overlook hearing impairment. This despite adult hearing loss accounting for a greater number of years lived with disability in England
. We think that based on the evidence – including higher prevelance of hearing loss in this group
 and hearing loss being strongly associated with dementia
- hearing impairment should be noted as an example alongside visual impairment.


	5
	5-7
	(lines are not numbered) 

Sections 4-15
	We recommend that hearing loss – because it is strongly associated with dementia
,
–is included in the search terms during the evidence-based review of sections 4 to 15.

	6
	6
	(lines are not numbered) 

Section 10
	We support researching risk factors and specialist diagnostics tests, and what interventions should be done when people have dementia. 
However, we do not think that each of the sections should state,“should be done for people with dementia who have a sudden deterioration of functioning”.  
This risks making the guideline reactive to adverse events. We feel an approach that focuses on prevention as well as intervention would be more consistent with the Five Year Forward View  - i.e. “taking preventative and public health more seriously”.


	7
	8
	(lines are not numbered) 

Section 1.6
	We appreciate that NICE cannot list all conditions, but given the evidence above we feel that sensory loss, and particularly hearing loss, should be included becauseit is intrinsically linked to all of the main outcomes. This would also align the guideline scope with NHS England’s Accessible Information Standard (thus the Health and Social Care Act 2012 and the Equality Act 2010).  


	8
	11
	(lines are not numbered) 

Section 3.1
	Please note that 
· language impairment, disorientation, difficulties in daily living, behavioural change and disorientation


might be caused by, or exacerbated by, unsupported 
hearing loss.


	10
	13
	(lines are not 
numbered) 

Section 3.1.
	NHS England’s Accessible Information Standard 2015 should be added to this list and considered in the development of this and future guidelines for groups that will have a high prevalence of sensory impairment (i.e. all guidelines that involve health and social care for older people, where good communication is linked to outcomes, should consider the hearing needs of service users and their carers). 


	11
	5
	Question 3
	We agree that “training and development of health and social care staff” is key to ensuring the guideline delivers positive outcomes for people with dementia (p.5). This training should include training on sensory impairment and especially hearing loss (as per NHS England’s Accessible Information Standard).  Despite the prevalence of hearing loss in settings where people are likely to be at greater risk of dementia or have dementia, awareness of hearing loss remains limited. For example the Department of Health and NHS England state:
“There is a significant socioeconomic gradient associated with hearing loss bringing greater inequality and an impact that can go unrecognised. Hearing loss is a major reason for poorer and less frequent social interaction, is often a contributor to depression and is independently associated with dementia (8,9,24). People with unmanaged hearing loss and either dementia or mental health problems are more likely to go straight to a higher cost intervention, such as a care home, than would be the case if their hearing loss were effectively managed (10,27) Research in care homes suggests high levels of undiagnosed hearing loss, and under-optimisation of hearing aid benefits for users. Staff have a limited understanding of the assistive technology available to people with hearing loss. By 2032, there will be around 620,000 older people living in care homes in England and of these, almost 500,000 will have a hearing loss and will need support to maximise their independence and wellbeing”.
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