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Document

Short

Short

Page

7

No

Line
No
15

02/01/2018-13/02/2018

Comments

Challenging in practice as significant numbers of
people we find initially do not want to receive
information relating to diagnosis and stage of
their condition. Would welcome greater clarity
about the level of information that should be
offered about prognosis to patients with early
dementia. Suggest that the word ‘offer’ could be
used rather than ‘provide’.

Challenging: at diagnosis it is often unknown
which healthcare professionals and particularly
social care teams will be involved.

For healthcare — it would be possible for a
‘dementia navigator’ role to provide continuity
but this would not usually be a healthcare
professional — and to use healthcare professionals
throughout would be challenging to the capacity
of the system.

For social care, in these counties, teams are not
usually involved until/unless needs increase to a
point where social care funding criteria are met, r
if there is a crisis — and then there is only short
term involvement. So to meet the
recommendation would necessitate a marked
increase in social care resources, which seems
unlikely.

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee noted that, as
with all the recommendations in the guideline, people had the
right to decline if they wished. However, they noted the
evidence was clear that the majority of people diagnosed
wanted information on and diagnosis and prognosis early, and
therefore agreed the current wording in the guideline was the
most appropriate.

Thank you for your comment. The committee agreed it would
not be possible to give full information on all the teams that
will be involved in their care, but it should at least be possible
to give information on those services that will be involved in
providing post-diagnostic support and follow-up.

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or

advisory committees
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Dementia: assessment, management and support for people living with dementia and their carers

Document

Short

Short

Page
No
9

10

Line
No
17

25

02/01/2018-13/02/2018

Comments

Wish for clarification: it would be helpful if the
document could provide clarity about whether or
not dementia diagnosis in non-specialist settings
(for example, by General Practitioners) is
envisaged (so, for example, should the title read
‘initial assessment and diagnosis in non-specialist
settings?’

Wish for clarification: it would be helpful if the
document could provide clarity on the usefulness
of structural imaging to guide subtyping of
dementias using findings such as lobar atrophy or
hippocampal atrophy.

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee noted that some
confusion had been caused by the wording of the draft
guideline, in that people interpreted it as saying everyone need
to attend an appointment at a secondary care service. The
committee agreed the key issue was that everyone with
suspected dementia had input from someone with expertise in
dementia, both to ensure a correct diagnosis and ensure
access to appropriate post-diagnostic support and treatment,
but this did not mean the person necessarily had to travel to a
physical appointment at that service. To ensure this is clear in
the final version of the guideline, an explanation has been
added to this section of the guideline, giving the following
explanation around the term ‘refer’:

“A referral to a diagnostic service does not require that the
person be asked to attend a clinic appointment. It can also
involve people being seen in community settings (such as their
home or a care home), or advice being provided to the referrer
without a formal appointment being made. The key issue is to
ensure that dementia specialists are involved, both for advice
on diagnosis and to ensure appropriate access to post-
diagnostic support and treatment.”

Thank you for your comment. No evidence was identified on
these imagine findings, and therefore the committee agreed it
was not possible to make any recommendations.

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or

advisory committees
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Document

Short
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Short

Page
No
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13

13

Line
No
17

17

23

02/01/2018-13/02/2018

Comments

This would necessitate a resource allocation for
sampling CSF — perhaps a service level agreement
with the local neurology service - and also for the
lab testing service.

More frequent use of DAT scans would have
resource implications: this is not currently
commissioned on a routine basis, just for a
limited number of patients. Also, the proportion
of DLB cases with normal DAT scans is, |
understand, uncertain.

For the primary care based service to be
multidisciplinary would require additional
resources.

See comment number 2

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee noted there are
issues around access to imaging and CSF examination in certain
areas, but agreed the evidence showed these test could be of
diagnostic value in some cases, and therefore were
appropriate to include in the recommendations.

Thank you for your comment. The committee agreed that the
diagnostics accuracy of DAT scans for detecting DLB was high,
and therefore it was an appropriate diagnostic investigation if
a clear diagnosis had not been made by this stage. In order to
clarify that such scans should only be undertaken if they are
needed to secure a diagnosis, the committee added an
additional recommendation for after initial specialist
assessment:

“Only consider further diagnostic tests if:

e it would help to diagnose a dementia subtype and

¢ knowing more about the dementia subtype would change
management.”

Thank you for your comment. The committee noted that,
wherever reviews are carried out for people living with
dementia, it was important they are able to provide the
multidisciplinary support the person is likely to need.

Thank you for your comment. The committee agreed it would
not be possible to give full information on all the teams that
will be involved in their care, but it should at least be possible
to give information on those services that will be involved in
providing post-diagnostic support and follow-up.

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or

advisory committees
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Short
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Page
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Line
No
9-14

22

11

13

15

02/01/2018-13/02/2018

Comments

On a population basis, provision of these
measures would require a large injection of
resources.

Instead of ‘inappropriate care’ it might be better
to mention physical or psychological needs not
being met.

Challenge in practice: once non-drug measures
have been tried, most alternative drug treatments
(eg Z drugs) carry well-known adverse effects,
while some patients do seem to benefit. Short
courses of melatonin may be preferable to either
the alternative drugs or to escalating carer stress.

Challenge in practice: resources are not widely
available to implement these.

Challenge in practice: needs for respite care and
short breaks are seldom funded locally. To assess
carers’ needs with no prospect of securing

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. This recommendation has been
amended from that in the draft version of the guideline, and
now reads:

“Offer group cognitive stimulation therapy to people living
with mild to moderate dementia.

Consider group reminiscence therapy for people living with
mild to moderate dementia”

Thank you for your comment. The committee discussed this
but decided to keep the original wording as the clearest
available.

Thank you for your comment. The committee noted this
concern, but agreed there was not sufficient evidence on other
pharmacological treatments to be able to make
recommendations (either positive or negative), and agreed
that an absence of alternatives was not a reason to promote
the use of a drug (melatonin) where there is evidence of a lack
of efficacy.

Thank you for your comment. The committee noted this
concern, but agreed that with no robust evidence of any
benefits from pharmacological interventions, non-
pharmacological management, which did show benefits, was
important to recommend.

Thank you for your comment. The committee noted that an
assessment for respite care would often form part of a
standard Carer’s assessment, with the corresponding
obligations to provide services deemed to be necessary.

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or

advisory committees
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Document

Short

Page
No

Line
No

7-9

02/01/2018-13/02/2018

Comments

provision is usually unhelpful to carers and uses
professionals’ time unfruitfully.
Recommendations regarding involving people in
decision making should take into consideration
the communication requirements of people with
hearing loss. Since hearing loss and dementia are
both linked to ageing it is likely that they will both
occur together, it is therefore crucial that
communication support is provided for people
with hearing loss to ensure that they are able to
fully participate in discussions about their
treatment and care.

Question 1: Recommendation 1.1.1 ‘Encourage
and enable people living with dementia to give
their own views and opinions about their care’
may be challenging to implement without the
appropriate communication support if the person
also has hearing loss.

In addition, research from Action on Hearing
Loss’s ‘Nursing Practice Project’ identified that
issues with hearing loss and communication were
also very common in elderly care wards. 71% of
participants stated that they did not fully

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee noted all these
concerns, and agreed that in the absence of any dementia
specific evidence on these topics, the most appropriate way to
address these issues was with a cross-reference to the NICE
guideline on hearing loss, which has now been included in this
section.

1 Action on Hearing Loss and Heart of England NHS Foundation Trust. (2014). Caring For Older People with Hearing Loss. A toolkit for change. London: Action on Hearing Loss

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or

advisory committees
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Document
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Page

7

No

Consultation on draft guideline - Stakeholder comments table

Line
No

10-11

02/01/2018-13/02/2018

Comments

understand what staff were saying and 43% felt
that they were not fully involved in decision-
making regarding their care. The staff who were
guestioned also stated that they experienced
difficulty communicating with patients, possibly
due to hearing loss.

Question 3

Users working in secondary care should refer to
Action on Hearing Loss’s nursing practice toolkit
to ensure people with hearing loss receive high
quality care in hospitals. The toolkit provides
recommendations and resources, based on the
findings from our research undertakenin a
hospital elderly care assessment unit,* and should
be cited within the tools and resource within
‘Putting this guideline into practice section’.

We welcome recommendation 1.1.2 ‘If needed,
use additional or modified ways of
communicating (for example visual aids or
simplified text).” This recommendation should be
extended to capture the needs of those who may
have hearing loss in addition to dementia. People
who have hearing loss who use British Sign
Language should be provided with a qualified sign

Developer’s response

Thank you for your comment. The committee agreed that the
appropriate management of identified hearing loss should be
covered by the recommendation to “ensure that people living
with dementia have equivalent access to diagnostics,
treatments and care services for comorbidities to people who
do not have dementia.”

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or

advisory committees
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Dementia: assessment, management and support for people living with dementia and their carers

Consultation on draft guideline - Stakeholder comments table
02/01/2018-13/02/2018

Stakeholder Document Page Line Comments Developer’s response
No No
language interpreter. As mentioned in comment 2
our research shows that often this requirement is
not met. People with hearing loss should be
provided with a qualified interpreter for all NHS
appointments under the Accessible Information

Standard.Error! Bookmark not defined.

Action on Hearing Short 7 18 - We welcome the recommendation to provide Thank you for your comment and your support for this
Loss 19 accessible information as detailed in the NHS recommendation. The committee agreed it was important that

Accessible Information Standard. all services meet the responsibilities set out in the NHS

Accessible Information Standard.

Question 1: Although all organisations that

provide NHS services are legally required to

follow the Accessible Information Standard,?

research shows that often this is not the case.

Findings from NHS England’s review? on the

Accessible Information Standard showed that

although there was widespread support for the

Standard, significant challenges remained in

terms of its implementation. For example, more

than half (53%) of patients who responded to

NHS England’s survey said they had not

experienced any improvement in getting

accessible information or communication support

2 NHS England, 2017. Accessible Information Standard: post-implementation review — report. Available at: www.england.nhs.uk/accessibleinfo

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or
advisory committees
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Stakeholder

Action on Hearing

02/01/2018-13/02/2018

Comments

over the last six months. Many people who are
deaf or have hearing loss who provided feedback
to NHS England as part of their review also said
they were still experiencing barriers to
communication when accessing health and social
care.

Recent research by Action on Hearing Loss
outlined in comment 2 shows that further work is
still required to ensure organisations are
providing accessible information in line with the
Accessible Information Standard.?

Section 1.2.1 should explicitly state that hearing
screening should be included as part of the initial
assessment for the diagnosis of dementiain a
non-specialist setting.

The BMJ best practice, a Clinical Decision Support
Tool for healthcare professionals’ states that for
the assessment of dementia, a physical
examination should be undertaken and this
should include a hearing test.3

NI CE Rants Sestence

Dementia: assessment, management and support for people living with dementia and their carers

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee agreed with this
suggestion, and therefore hearing loss was added to the
recommendation on the reversible causes of cognitive decline
that should be investigated in primary care for someone with
suspected dementia.

The committee also agreed it was appropriate to add a cross-
reference to the NICE guideline on hearing loss, which makes
recommendations on hearing assessments for people with
suspected and diagnosed dementia.

3 Tampi R, et al. (2017) Assessment of dementia. BMJ Best Practice. Available at: http://bestpractice.bmj.com/topics/en-gb/242

advisory committees

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or
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Consultation on draft guideline - Stakeholder comments table
02/01/2018-13/02/2018

Stakeholder Document Page Line Comments Developer’s response

No No
Hearing loss and dementia both have common
symptoms, which can result in hearing loss being
misdiagnosed as dementia.* Unaddressed hearing
loss in people with dementia can accelerate
cognitive decline.? Since hearing loss and
dementia often co-occur, failure to recognise
hearing loss in those who have dementia can
exacerbate the symptoms of dementia. Hearing
loss can also adversely affect performance on
cognitive testing and can cause a diagnostic
challenge for dementia. The most commonly used
test to determine cognitive status, the Mini-
Mental State Examination (MMSE), relies on the
individual’s ability to fully hear the instructions.’
Findings from Jorgensen et al (2016) showed that
reduced audibility significantly reduces scores on
the MMSE, resulting in greater apparent cognitive
deficits as audibility decreased.® Cohort studies
investigating hearing loss have shown that even
mild levels of hearing loss can increase the long-
term risk of cognitive decline and dementia in

4 Kricos PB. (2009). Providing hearing rehabilitation to people with dementia presents unique challenges. The Hearing Journal, 62(11):39-40; Weinstein B. (2013). Geriatric Audiology, Chap 3
p.62 Psychosocial Changes with Ageing, Thieme, Publishers.NY

5 Alzheimer's Society. (2017). The MMSE test. Available at: https://www.alzheimers.org.uk/info/20071/diagnosis/97/the_mmse_test.

6 Jorgensen L, Palmer C, Pratt S, et al. (2016). The Effect of Decreased Audibility on MMSE Performance: A Measure Commonly Used for Diagnosing Dementia. Journal of the American
Academy of Audiology. 27(4):311-323.

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or
advisory committees
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Consultation on draft guideline - Stakeholder comments table
02/01/2018-13/02/2018

Stakeholder Document Page Line Comments Developer’s response
No No
individuals who are cognitively intact but hearing
impaired at baseline.” Further evidence from the
recent Lancet Commission (2017) on dementia
prevention, intervention and care identifies
hearing loss as the largest modifiable risk factor

for dementia.?

In light of this evidence, it is important that all
adults with diagnosed or suspected dementia or
mild cognitive impairment undergo a hearing
assessment.

Action on Hearing Short 13 19-21 | The recommendation ‘When people living with Thank you for your comment. The committee agreed that

Loss dementia or their carers have a primary care hearing loss was a relevant issue to consider at all stages of the
appointment, assess for any emerging dementia- | process, including at diagnosis and review appointments. The
related needs and ask them if they need any committee agreed the best way to appropriately cover these

" Deal JA, et al (2017) Hearing impairment and incident dementia and cognitive decline in older adults: the Health ABC Study. J Gerontol A Biol Sci Med Sci. 72(5): 703-709; Lin FR, et al
(2011) Hearing loss and incident dementia. Arch Neurol, 68: 214-20; Gallacher J, llubaera V, Ben-Shlomo Y, et al (2012) Auditory threshold, phonologic demand, and incident dementia.
Neurology, 79: 1583-90; Lin FR, Ferrucci L, Metter EJ, et al (2011) Hearing loss and cognition in the Baltimore Longitudinal Study of Aging. Neuropsychology, 25: 763—-70; Lin FR (2011)
Hearing loss and cognition among older adults in the United States. J Gerontol A Biol Sci Med Sci, 66:1131-36; Deal JA, Sharrett AR, Albert MS, et al (2015) Hearing impairment and
cognitive decline: a pilot study conducted within the atherosclerosis risk in communities neurocognitive study. Am J Epidemiology, 181: 680—90; Kiely KM, Gopinath B, Mitchell P, et al (2012)
Cognitive, health, and sociodemographic predictors of longitudinal decline in hearing acuity among older adults. J Gerontol A Biol Sci Med Sci, 67: 997—-1003; Fritze T, Teipel S, Ovari A, et al
(2016) Hearing impairment affects dementia incidence. An analysis based on longitudinal health claims data in Germany. PLoS One, 11: e0156876; Gurgel RK, Ward PD, Schwartz S, et al
(2014) Relationship of hearing loss and dementia: a prospective, population-based study. Otol Neurotol, 35: 775-81; Amieva H, Ouvrard C, Giulioli C, et al (2015) Self-reported hearing loss,
hearing aids, and cognitive decline in elderly adults: a 25-Year Study. J Am Geriatr Soc, 63: 2099-104.

8 Livingston G, Sommerlad A, Orgeta V, et al (2017) Dementia prevention, intervention, and care. The Lancet.16;390(10113):2673-2734. doi: 10.1016/S0140-6736(17)31363-6

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or
advisory committees
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Consultation on draft guideline - Stakeholder comments table
02/01/2018-13/02/2018

Page Line Comments Developer’s response
Stakeholder Document & P P
No No

more support’ should be expanded to state what | issues was by adding a cross-reference to the NICE guideline on

an ‘emerging dementia-related need’ includes. hearing loss within the comorbidities section of this guideline.

Hearing loss should be included in the assessment
for emerging dementia-related needs at primary
care appointments, carers should also be asked if
they notice any changes in the person’s hearing.
Failing to address hearing loss in people with
dementia could accelerate cognitive decline,® and
could make the symptoms of dementia appear
worse. It is therefore crucial that hearing loss is
diagnosed and managed as early as possible.

Question 1: Research shows that adults with
hearing loss wait on average 10 years before
seeking medical advice, and when they do visit
their GP, 30 to 45 percent are not referred on for
a hearing assessment.'? In addition, there is also
considerable variation across England in access to
audiology services. The NHS England Atlas of
Variation shows an 11-fold variation in the rate of

9 Kricos, P.B., 2009. Providing hearing rehabilitation to people with dementia presents unique challenges. The Hearing Journal, 62(11), pp.39-40
10 Davis et al (2007) Acceptability, benefit and costs of early screening for hearing disability: A study of potential screening tests and models. Health Technology Assessment 11:1-294; Audit Commission
(2000) Fully equipped: the provision of equipment to older or disabled people by the NHS and social services in England and Wales. Audit Commission, London

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or
advisory committees
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Consultation on draft guideline - Stakeholder comments table
02/01/2018-13/02/2018

Stakeholder Document Page Line Comments Developer’s response
No No
audiology assessments,*! suggesting that there is
significant variation in referrals made by GPs for
people with hearing loss.!? In recognition of this,
early diagnosis and management of hearing loss
has been identified as a key objective in the

Action Plan for Hearing Loss.™

Question 3: To help overcome challenges users
should refer to the Commissioning Framework for
Adult Hearing Loss Services,?* which states that
“GPs and other health and social care
professionals should regularly check people’s
hearing as they get older (10, 23) to encourage
people to seek help, and to ensure they get a
prompt referral on to audiology services”. The
Framework also recommends that “CCGs should
plan to ensure services tackle unmet need and
ensure that GPs are aware of the evidence and
national guidance, as well as local referral
pathways”.

11 Public Health England (2013). NHS Atlas of Variation in Diagnostic Services: Reducing unwarranted variation to increase value and improve quality.

2 Davis et al (2012). Diagnosing patients with age-related hearing loss and tinnitus: Supporting GP clinical engagement through innovation and pathway redesign in audiology services.
International Journal of Otolaryngology, available at: http://www.hindawi.com/journals/ijoto/2012/290291/

3 NHS England and Department of Health (2015) Action Plan on Hearing Loss. London: NHS England and Department of Health. Available at: https://www.england.nhs.uk/wp-
content/uploads/2015/03/act-plan-hearing-loss-upd.pdf

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or
advisory committees
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Page Line

Stakeholder Document
No No

Action on Hearing Short 13 28
Loss

02/01/2018-13/02/2018

Comments

Further guidance on referral is available from the
British Academy of Audiology at
http://www.baaudiology.org/index.php/downloa
d file/view/302/178/, and professional practice
guidance from the British Society of Hearing Aid
Audiologists can be found at
http://www.bshaa.com/Publications/BSHAA ,
which should be included within ‘tools and
resources’ under the section ‘Putting the
guideline into practice’ on page 29 of the short
version of the guideline.

We welcome the recommendation to ‘provide
information about available services and how to
access them.’

This should include providing people with
dementia who may have hearing loss with
information on Assistive Listening Devices, such
as personal loops, personal communicators, TV
amplifiers, telephone devices, smoke alarms,
doorbell sensors, and technologies such as
streamers and apps. These equipment’s are
usually provided by local authority sensory
services, and can help people who are deaf or
have hearing loss communicate well and live

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee agreed the most
appropriate way to address issues around hearing loss was by
adding a cross-reference to the NICE guideline on hearing loss,
which makes recommendations on hearing assessments for
people with suspected and diagnosed dementia.

The committee also agreed that once a person was identified
as having hearing loss, they would be covered by the
recommendation to “ensure that people living with dementia
have equivalent access to diagnostics, treatments and care
services for comorbidities to people who do not have
dementia.”

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or

advisory committees
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Consultation on draft guideline - Stakeholder comments table

02/01/2018-13/02/2018

Comments

safely and independently in their own home, and
manage their condition more effectively.

Question 1: Evidence from our ‘Under Pressure’
report'* shows that people who are deaf or have
hearing loss might not know that these services
are available and referral routes are often
underutilised. These findings are consistent with
patient survey results from Monitor’s report on
NHS adult hearing services in England,®> which
showed that only one in ten respondents
surveyed said that they were provided
information about additional services and
equipment. Providers who were interviewed
stated that it is difficult to identify all other
services which are available locally, and that
significant investment is needed to build
awareness and knowledge of those services.

Question 3: NHS services and local authorities
should work together to ensure assistive

equipment is available to everyone who needs it.

For guidance, users should refer to the

NI CE Rants Sestence

Dementia: assessment, management and support for people living with dementia and their carers

Developer’s response

4 Lowe C. (2015). Under Pressure. London: Action on Hearing Loss. Available from: https://www.actiononhearingloss.org.uk/how-we-help/information-and-resources/publications/research-

reports/under-pressure-report/

5 Monitor. (2015). NHS adult hearing services in England: exploring how choice is working for patients. London: Monitor

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or
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Document
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Page
No

22

Consultation on draft guideline - Stakeholder comments table

Line
No

19-23

02/01/2018-13/02/2018

Comments

Commissioning Framework for Adult Hearing Loss
Services?* which recommends health and social
care organisations work closely together and
consider innovative solutions to help people
access assistive equipment and other forms of
support.

We welcome recommendation 1.8.1 ‘Ensure that
people living with dementia have equivalent
access to treatments and care for comorbidities
to people who do not have dementia’.

There is a high prevalence of long-term conditions
such as diabetes and cardiovascular disease in
older people, often these conditions are not
experienced in isolation.” For example, 71% of
people over 70 years are estimated to have some
degree of hearing loss,'® many of whom will have
one or more other long-term conditions.

Question 1: It may be challenging for people
living with dementia who have hearing loss to
access treatments and care. Evidence shows that
people with hearing loss experience greater
difficulty in accessing health services and receive
lower standard of care when compared to the

Developer’s response

Thank you for your comment. The committee noted this point,
and agreed it was appropriate to include a cross-reference to
the NICE guideline on hearing loss to address these issues.

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
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general population.?® Action on Hearing Loss’s
recent research showed that people with hearing
loss still experience unnecessary difficulties and
poor communication when trying to access
healthcare (please refer to comment 2)

Question 3: Better communication and improved
access to health services are needed to reduce
inequalities in health outcomes and improve the
diagnosis and management of long-term
conditions for people with hearing loss. (Please
refer to comment 2)

Recommendation 1.10.8 ‘When thinking about
admission to hospital for a person living with
severe dementia, carry out an assessment that
balances their current medical needs with the
additional harms they may face in hospital...”
should also state communication difficulties as
an example.

Research from Action on Hearing Loss’s ‘Nursing
Practice Project’ identified that issues with
hearing loss and communication were very

16 The Deaf Health Charity Sign Health. (2016). How the Health Service is Failing Deaf People: Sick of it.

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee noted this
recommendation already covered aspects such as
disorientation and the effects of being in an impersonal or
institutional environment, which could result from
communication difficulties.

The committee also agreed that once hearing loss was
identified in a person living with dementia, this should be
covered by the recommendation to “ensure that people living
with dementia have equivalent access to diagnostics,
treatments and care services for comorbidities to people who
do not have dementia.”

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
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common in elderly care wards (please refer to
comment 2).

Question 3: To overcome challenges users
working in secondary care should refer to Action
on Hearing Loss’s nursing practice toolkit to
ensure people with hearing loss receive high
quality care in hospitals. The toolkit provides
recommendations and resources, based on the
findings from our research undertakenin a
hospital elderly care assessment unit.!

Recommendation 1.10.9 ‘When thinking about
admission to hospital for a person living with
dementia, take into account...” should also
include communication needs

Please refer to comment 2.

Section 1.12 ‘Moving to different care settings’
should also recommend the inclusion of social
and sensory problems within individual care

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee noted this
recommendation already covered aspects such as
disorientation and the effects of being in an impersonal or
institutional environment, which could result from
communication difficulties.

The committee also agreed that once hearing loss was
identified in a person living with dementia, this should be
covered by the recommendation to “ensure that people living
with dementia have equivalent access to diagnostics,
treatments and care services for comorbidities to people who
do not have dementia.”

Thank you for your comment. The committee agreed that, in
the absence of any evidence being identified on this topic, it

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
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plans. As outlined in NHS England’s Healthy
Ageing ‘What Works’ Guide'’ this should include
the assessment and management of hearing,
management of hearing technology and
communication needs.

Question 3: To overcome challenges users should

refer to NHS England’s Healthy Ageing ‘What
Works’ Guide'” designed for commissioners and
medical and social care providers working with
older people with hearing loss. The guide
provides evidence based recommendations for
providers, to ensure older people with hearing
loss are supported in maintaining good health,
wellbeing and independence.

Recommendation 1.12.2 to ‘Review the person's
needs and wishes (including any care and
support plans and advance care and support
plans) after every transition’ is welcomed.

Management of hearing loss, hearing technology
and communication needs should be included in
the individual’s care plan. Clear procedures need
to be in place for referral, recording and

17 NHS England. (2017). What works: hearing loss and healthy ageing. London: NHS England

Consultation on draft guideline - Stakeholder comments table

Developer’s response

was not possible to include specific comments on sensory

impairment within these recommendations.

Thank you for your comment. The committee agree with this
suggestion, and the guideline has been amended to make clear
that care and support plans should contain information on “the
management of any comorbidities the person has”, which
would include hearing loss.

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
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consistent management of hearing problems and
technology and it should be mandatory for staff
to follow recording procedures consistently.’
People with hearing loss should also be provided
with communication support if needed, to allow
them to participate in their review and convey
their needs effectively.

Action on Hearing Loss (formerly the RNID) is the
largest charity in the UK representing people with
hearing loss. We help people confronting deafness,
tinnitus and hearing loss to live the life they
choose, enabling them to take control of their lives
and removing the barriers in their way. We provide
information, advice and support for people with
hearing loss, we campaign for equality and better
services, and we support research efforts to find
new treatments and improve the management of
hearing loss.

We welcome the opportunity to respond to the
consultation on NICE's draft guideline on
‘Dementia - assessment, management and
support for people living with dementia and their
carers’. Throughout this response we use the
term 'people with hearing loss' to refer to people

Developer’s response

Thank you for your comment. The committee agreed the most
appropriate way to address issues around hearing loss was by
adding a cross-reference to the NICE guideline on hearing loss,
which makes recommendations on hearing assessments for
people with suspected and diagnosed dementia.

The committee also agreed it was appropriate to add hearing
loss to the list of possible dementia mimics which should be
investigated in primary care before referral for diagnosis
(recommendation 1.2.6 in the short guideline).

Finally, the committee agreed that once hearing loss was
identified in a person living with dementia, this should be
covered by the recommendation to “ensure that people living
with dementia have equivalent access to diagnostics,
treatments and care services for comorbidities to people who
do not have dementia”

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
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with all levels of hearing loss, including people
who are profoundly deaf.

Hearing loss is very common in old age. 55% of
people aged over 60 years of age are estimated to
be affected by some degree of hearing loss, this
increases to 71% for those over 70 years.®
Considering dementia primarily affects older
adults, it is likely that a large proportion of this
population will also experience hearing loss. Of
this group, many people will not have recognised
or addressed their hearing loss, which could
further accelerate cognitive decline,*® and make
the symptoms of dementia appear worse. It is
therefore imperative that the guideline
recommends hearing screening in the initial
assessment for the diagnosis of dementia.

In England, enhancing the quality of life for
people with multiple long-term conditions is a key
focus of both the NHS Five Year Forward View?
and the NHS Outcomes Framework 2016/2017.%*

Developer’s response

19 Deal JA, Sharrett AR, Albert MS, Coresh J, Mosley TH, Knopman D, Wruck LM, Lin FR. (2015). Hearing impairment and cognitive decline: a pilot study conducted within the

atherosclerosis risk in communities neurocognitive study. American journal of epidemiology, 181 (9) pp. 680-690.
20 NHS. (2014). Five Year Forward View. Available at: https://www.england.nhs.uk/publication/nhs-five-year-forward-view/

21 Department of Health. (2016). NHS Outcomes Framework 2016 to 2017 at-a-glance. Available at: https://www.gov.uk/government/publications/nhs-outcomes-framework-2016-t0-2017
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Both of these documents emphasise the need for
early intervention and diagnosis, a focus on the
health and wellbeing of the individual patient,
and the need for better integration between

services.

Improving early diagnosis and management of
hearing loss is particularly important in the
prevention and management of dementia.??
Hearing loss is a growing public health challenge
and is increasingly seen as a national priority. This
is demonstrated by the Department of Health and
NHS England’s Action Plan on Hearing Loss®
published in March 2015, and NHS England’s
Commissioning Framework for Adult Hearing Loss
Services?® published in April 2016. However,
ensuring earlier identification and management
of hearing loss in the diagnosis and management
of long term conditions such as dementia are not
always realised in practice.

22 |jvingston G, Sommerlad A, Orgeta V, et al (2017) Dementia prevention, intervention, and care. The Lancet.16;390(10113):2673-2734. doi: 10.1016/S0140-6736(17)31363-6

28 NHS England and Department of Health. (2015). Action Plan on Hearing Loss. London: NHS England and Department of Health. Available at: https://www.england.nhs.uk/wp-
content/uploads/2015/03/act-plan-hearing-loss-upd.pdf

24 NHS England, Office of the Chief Scientific Officer. (2016). Commissioning Services for People with Hearing Loss: A Framework for Clinical Commissioning Groups. London: NHS England.
Available at: https://www.england.nhs.uk/wp-content/uploads/2016/07/HLCF.pdf
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Furthermore, improved rates of early diagnosis
and better integrated management of hearing
loss alongside dementia would not only improve
the quality of life of many people but it would
also lead to significant cost savings. For example,
it is estimated that at least £28 million per year
could be saved in England if hearing loss is
managed properly in people with dementia.? In
addition, further evidence shows that the use of
hearing aids and implants for increased
amplification leads to lower usage of health and
social care.?® With significant pressures on the
health and social care system to reduce costs it is
imperative that health and social care
professionals, commissioners and providers
recognise hearing loss in the assessment,
diagnosis and management of dementia.

Action on Hearing Full 257- | Gener | Section 13 ‘Non- pharmacological interventions | Thank you for your comment. The committee noted that only
Loss 301 al for people living with dementia’ should include very limited RCT evidence was identified on the use of hearing
the use of hearing aids as a non-pharmacological | aids specifically in a population of people living with dementia.
intervention for people living with dementia The committee agreed therefore that, in the absence of
who have hearing loss. evidence, people living with dementia should receive the same

25 DCAL and Action on Hearing Loss. (2013). Joining Up: Why people with hearing loss or deafness would benefit from an integrated response to long-term conditions.
26 O’'Neill C, Lamb B, Archbold S. (2016). Cost implications for changing candidacy or access to service within a publicly funded healthcare system? Cochlear implants international, 17(sup1):
31-35.
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There is a significant body of evidence to show
the improvements to health and wellbeing from
using hearing aids. Most recently, a Cochrane
review on the effectiveness of hearing aids in mild
to moderate hearing loss showed that hearing
aids are effective at improving hearing specific
and general health related quality of life and
listening ability in adults with mild to moderate
hearing loss.?’

Furthermore, a systematic review by Ciorba et al
(2012) found that people benefited from hearing
aids on a variety of different quality of life
measures.?® Health improvement benefits were
also found by Swan et al (2012) and Barton et al
(2004) using quality of life outcome measures.?
Further evidence shows better social
engagement, mental and physical health in

Consultation on draft guideline - Stakeholder comments table

Developer’s response

access to interventions for hearing loss as people without
dementia. Specifically, they agreed this was covered by the
recommendation to “ensure that people living with dementia
have equivalent access to diagnostics, treatments and care
services for comorbidities to people who do not have
dementia.”

The committee also agreed it was appropriate to add a cross-
reference to the NICE guideline on hearing loss, which makes
recommendations on hearing assessments for people with
suspected and diagnosed dementia.

27 Ferguson MA, Kitterick PT, Chong L, Edmondson-Jones M, Barker F, Hoare DJ. (2017). Hearing aids for mild to moderate hearing loss in adults. Cochrane Database of Systematic

Reviews.
28 Ciorba A, Bianchini C, Pelucchi S and Pastore A. (2012). The impact of hearing loss on the quality of life of elderly adults. Clinical Interventions in Aging. 7:159—-163.

2 Swan IR, Guy FH, Akeroyd MA. (2012). Health-related quality of life before and after management in adults referred to otolaryngology: a prospective national study. Clinical Otolaryngology.
37(1):35-43; Barton GR, Bankart J, Davis AC, Summerfield QA. (2004). Comparing utility scores before and after hearing aid provision: results according to the EQ-5D, HUI3 and SF-6D.
Applied Health Economics and Health Policy 3(2):103-5.
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hearing aid users than compared to non-users.*
Additionally, findings from recent studies show
that the rate of cognitive decline decreases with
the use of hearing aids which may reduce the risk
of developing dementia.?! Please also refer to
comment 18 which cites evidence on the use of
hearing aids and cognitive decline.
Action on Hearing Full 376 - | Gener | Section 18 ‘Assessing and managing Thank you for your comment. The committee agreed the most
Loss 393 al comorbidities’ fails to address hearing loss as a appropriate way to address issues around hearing loss was by
comorbidity of dementia. Hearing loss and adding a cross-reference to the NICE guideline on hearing loss,
dementia are likely to co-occur since they both which makes recommendations on hearing assessments for
commonly arise in old age. A growing body of people with suspected and diagnosed dementia.
evidence suggests that hearing loss is associated
with an increased risk of developing dementia The committee also agreed it was appropriate to add hearing
and an accelerated rate of cognitive decline.3 loss to the list of possible dementia mimics which should be

30 Kochkin S and Rogin CM. (2000). Quantifying the obvious: The impact of hearing instruments on quality of life. The Hearing Review. 7(1).

31 Amieva H, Ouvrard C, Giulioli C, et al. (2015). Self-Reported Hearing Loss, Hearing Aids, and Cognitive Decline in Elderly Adults: A 25-Year Study. J Am Geriatr Soc. 63(10):2099-104. doi:
10.1111/jgs.13649.

32 Deal JA, et al (2017) Hearing impairment and incident dementia and cognitive decline in older adults: the Health ABC Study. J Gerontol A Biol Sci Med Sci. 72(5): 703-709; Lin FR, et al
(2011) Hearing loss and incident dementia. Arch Neurol, 68: 214-20; Gallacher J, llubaera V, Ben-Shlomo Y, et al (2012) Auditory threshold, phonologic demand, and incident dementia.
Neurology, 79: 1583-90; Lin FR, Ferrucci L, Metter EJ, et al (2011) Hearing loss and cognition in the Baltimore Longitudinal Study of Aging. Neuropsychology, 25: 763—70; Lin FR (2011)
Hearing loss and cognition among older adults in the United States. J Gerontol A Biol Sci Med Sci, 66:1131-36; Deal JA, Sharrett AR, Albert MS, et al (2015) Hearing impairment and
cognitive decline: a pilot study conducted within the atherosclerosis risk in communities neurocognitive study. Am J Epidemiology, 181: 680—90; Kiely KM, Gopinath B, Mitchell P, et al (2012)
Cognitive, health, and sociodemographic predictors of longitudinal decline in hearing acuity among older adults. J Gerontol A Biol Sci Med Sci, 67: 997-1003; Fritze T, Teipel S, Ovari A, et al
(2016) Hearing impairment affects dementia incidence. An analysis based on longitudinal health claims data in Germany. PLoS One, 11: e0156876; Gurgel RK, Ward PD, Schwartz S, et al
(2014) Relationship of hearing loss and dementia: a prospective, population-based study. Otol Neurotol, 35: 775-81; Amieva H, Ouvrard C, Giulioli C, et al (2015) Self-reported hearing loss,
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Question 1: The symptoms of dementia can make
the assessment and management of hearing loss
challenging This is because firstly, when testing
for hearing loss the individual relies on their
memory to recognise how their hearing compares
with their hearing in the past.3® They also rely on
their memory to tell them how long they have
been experiencing hearing loss for.

Secondly, diagnosing hearing loss relies on the
individual’s ability to understand the instructions
from the audiologist. This becomes difficult when
the individual has symptoms of dementia, and as
a result may feel confused. Additionally, there is a
risk that hearing loss may be misdiagnosed as
dementia,* since dementia itself can cause
communication problems, such as difficulty in
finding the right words.

Consultation on draft guideline - Stakeholder comments table

Developer’s response

investigated in primary care before referral for diagnosis
(recommendation 1.2.6 in the short guideline).

Finally, the committee agreed that once hearing loss was
identified in a person living with dementia, this should be
covered by the recommendation to “ensure that people living
with dementia have equivalent access to diagnostics,
treatments and care services for comorbidities to people who
do not have dementia”

hearing aids, and cognitive decline in elderly adults: a 25-Year Study. J Am Geriatr Soc, 63: 2099-104; Livingston G, Sommerlad A, Orgeta V, et al (2017) Dementia prevention, intervention,
and care. The Lancet.16;390(10113):2673-2734. doi: 10.1016/S0140-6736(17)31363-6; Kricos PB. (2009). Providing hearing rehabilitation to people with dementia presents unique
challenges. The Hearing Journal, 62(11):39-40; Weinstein B. (2013). Geriatric Audiology, Chap 3 p.62 Psychosocial Changes with Ageing, Thieme, Publishers.NY

33 Echalier M. (2012). A World of Silence. The case for tackling hearing loss in care homes. London: Action on Hearing Loss. Available from: http://www.actiononhearingloss.org.uk/-
[media/ahl/documents/research-and-policy/reports/care-home-report.pdf
34 Boxtel van M, Beijsterveldt van C, Houx P, et al. (2000). Mild Hearing Impairment Can Reduce Verbal Memory Performance in a Healthy Adult Population. Journal of Clinical and
Experimental Neuropsychology 22(1):147-154.
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Furthermore, hearing impairment can adversely
affect performance on cognitive testing and can
cause a diagnostic challenge resulting in
misdiagnosis. The most commonly used test to
determine cognitive status, the Mini-Mental State
Examination (MMSE), relies on the individual’s
ability to fully hear the instructions.® Findings
from Jorgensen et al (2016) showed that reduced
audibility significantly reduced scores on the
MMSE, resulting in greater apparent cognitive
deficits as audibility decreased.?®
Action on Hearing Full 354 - | Gener | Section 16 ‘Staff training’ should also Thank you for your comment. The committee agreed that in
Loss 369 al acknowledge the difficulties older people living the absence of any specific evidence around staff training for
with dementia in care homes may face when hearing loss, it was not possible to include this in the
seeking help for hearing loss or when using recommendations. However, a reference to “adapting
hearing aids. communication styles” is included within this section.
The committee agreed the most appropriate way to address
Action on Hearing Loss’s ‘A World of Silence”™’ issues around hearing loss was by adding a cross-reference to

report shows that older people in care homes are | the NICE guideline on hearing loss, which makes
less likely to want to address their hearing loss

35 Alzheimer's Society. (2017). The MMSE test. Available at: https://www.alzheimers.org.uk/info/2007 1/diagnosis/97/the_mmse_test.

36 Jorgensen L, Palmer C, Pratt S, et al. (2016). The Effect of Decreased Audibility on MMSE Performance: A Measure Commonly Used for Diagnosing Dementia. Journal of the American
Academy of Audiology. 27(4):311-323.

37 Echalier M. (2012). A World of Silence. The case for tackling hearing loss in care homes. London: Action on Hearing Loss. Available from: http://www.actiononhearingloss.org.uk/-
/media/ahl/documents/research-and-policy/reports/care-home-report.pdf
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without support — and that care staff found it recommendations on hearing assessments for people with
difficult to encourage them to seek help. The suspected and diagnosed dementia.

report found that staff had a lack of training in
this area and that hearing loss was often seen as Finally, the committee agreed that once hearing loss was

less important compared to other issues such as identified in a person living with dementia, this should be
sight loss, pain or safeguarding. Some care staff covered by the recommendation to “ensure that people living
also lacked the know-how to carry out basic with dementia have equivalent access to diagnostics,

hearing aid maintenance. Our ‘Under Pressure® treatments and care services for comorbidities to people who
report also found that less than half (46%) of NHS | do not have dementia.” This would include people living in care
audiology services in England offer hearing aid homes, and the committee agreed it was important these
support to older people living in care homes. people not be denied treatment for comorbidities.

Many older people with hearing loss have other
health problems such as frailty and physical
impairments so they may need additional support
to visit their audiologist or look after their hearing
aids. Alternatively, if they are unable to attend
appointments due to other conditions, they will
need access to hearing aid assessments or
aftercare in the care home itself.

Question 3. To help overcome challenges users
should refer to NHS England’s Healthy Ageing

38 | owe C. (2015). Under Pressure. London: Action on Hearing Loss. Available from: https://www.actiononhearingloss.org.uk/how-we-help/information-and-resources/publications/research-
reports/under-pressure-report/
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'What Works' Guide,*® which recommends
training for care staff on the communication and
hearing needs of older people. Additional
guidance can be found in the Action Plan on
Hearing Loss,*® which states that properly
diagnosing and managing hearing loss is essential
for improving the health and wellbeing of older
people living in care homes. The Action Plan also
lists “Improved communication experience in
mainstream care homes” as a key outcome
measure for service improvement.

Action on Hearing Loss has also developed a
nursing practice toolkit to tackle issues with
communication in elderly care wards. Please refer
to comment 2.

Action on Hearing Full 179 - | Gener | Section 10 ‘Modifying risk factors for dementia Thank you for your comment. The guideline only contained a
Loss 190 al progression’ fails to acknowledge hearing loss as | section on modifying risk factors to slow the progression of
a modifiable risk factor. established dementia. The guideline did not contain a section

There is strong evidence of a link between
hearing loss and dementia. People with mild

39 NHS England. (2017). What works: hearing loss and healthy ageing. London: NHS England
40 NHS England and Department of Health (2015) Action Plan on Hearing Loss. London: NHS England and Department of Health. Available at: https://www.england.nhs.uk/wp-

content/uploads/2015/03/act-plan-hearing-loss-upd.pdf

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or

advisory committees
28 of 717


https://www.england.nhs.uk/wp-content/uploads/2015/03/act-plan-hearing-loss-upd.pdf
https://www.england.nhs.uk/wp-content/uploads/2015/03/act-plan-hearing-loss-upd.pdf

NI CE Rants Sestence

Dementia: assessment, management and support for people living with dementia and their carers

Consultation on draft guideline - Stakeholder comments table
02/01/2018-13/02/2018

Stakeholder Document Page Line Comments Developer’s response
No No
hearing loss have nearly twice the chance of going | on risk factors for the development of dementia, and therefore
on to develop dementia as people without any it was not possible to consider this evidence within the review.
hearing loss. The risk increases to threefold for However, the committee noted that the recently published

those with moderate hearing loss and fivefold for | NICE guideline hearing loss did contain a research
those with severe hearing loss.** Evidence from a | recommendation on this issue; specifically:
number of cohort studies have shown that even “In adults with hearing loss, does the use of hearing aids

mild levels of hearing loss can increase the long- reduce the incidence of dementia?”

term risk of cognitive decline and dementia in The committee agreed this was a relevant question to be
individuals who are cognitively intact but hearing | addressed, the results of which could inform an update of
impaired at baseline.*? either this guideline or the hearing loss guideline.

The guideline should cite recent evidence from
the Lancet Commission (2017)* on dementia
prevention, intervention and care which identifies
hearing loss as the largest modifiable risk factor
for dementia. The study estimates that 9% of new
dementia cases could be eliminated if hearing loss

41 Lin FR et al. (2011). ‘Hearing loss and incident dementia’. Archives of Neurology 68 (2): 214-220.

42 Deal JA, et al (2017) Hearing impairment and incident dementia and cognitive decline in older adults: the Health ABC Study. J Gerontol A Biol Sci Med Sci. 72(5): 703-709; Lin FR, et al
(2011) Hearing loss and incident dementia. Arch Neurol, 68: 214-20; Gallacher J, llubaera V, Ben-Shlomo Y, et al (2012) Auditory threshold, phonologic demand, and incident dementia.
Neurology, 79: 1583-90; Lin FR, Ferrucci L, Metter EJ, et al (2011) Hearing loss and cognition in the Baltimore Longitudinal Study of Aging. Neuropsychology, 25: 763—70; Lin FR (2011)
Hearing loss and cognition among older adults in the United States. J Gerontol A Biol Sci Med Sci, 66:1131-36; Deal JA, Sharrett AR, Albert MS, et al (2015) Hearing impairment and
cognitive decline: a pilot study conducted within the atherosclerosis risk in communities neurocognitive study. Am J Epidemiology, 181: 680—-90; Kiely KM, Gopinath B, Mitchell P, et al (2012)
Cognitive, health, and sociodemographic predictors of longitudinal decline in hearing acuity among older adults. J Gerontol A Biol Sci Med Sci, 67: 997-1003; Fritze T, Teipel S, Ovari A, et al
(2016) Hearing impairment affects dementia incidence. An analysis based on longitudinal health claims data in Germany. PLoS One, 11: e0156876; Gurgel RK, Ward PD, Schwartz S, et al
(2014) Relationship of hearing loss and dementia: a prospective, population-based study. Otol Neurotol, 35: 775-81; Amieva H, Ouvrard C, Giulioli C, et al (2015) Self-reported hearing loss,
hearing aids, and cognitive decline in elderly adults: a 25-Year Study. J Am Geriatr Soc, 63: 2099-104.

43 Livingston G, Sommerlad A, Orgeta V, et al (2017) Dementia prevention, intervention, and care. The Lancet.16;390(10113):2673-2734. doi: 10.1016/S0140-6736(17)31363-6
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is prevented at mid-life, with 55 years being the
youngest mean age in which the presence of
hearing loss is shown to increase dementia risk.
The study calls for better management and
prevention strategies of hearing loss and other
risk factors, to tackle the rising number of people
with dementia.

Section 19 ‘Palliative care: care towards and at
the end of life’ should acknowledge the key
requirement for good communication for people
nearing the end of life. An additional
recommendation should be included in the
guideline to address the communication needs of
people who have dementia and hearing loss
undergoing palliative care. Recommendation 114
suggests to involve the person and their family
members or carers, however without proper
communication support a person with hearing
loss may be unable to share their needs and
preferences. Promoting good communication can
allow patients to feel empowered, and enhance
patient autonomy and dignity, helping to improve
the quality of their remaining life.**

44 Feinberg LF. (2014). Moving toward person- and family-centered care. Public Policy Aging Rep, 24(3):97-101.

Developer’s response

Thank you for your comment. No evidence was found on
hearing loss in palliative care, so the committee agreed it was
not possible to make specific recommendations on this topic.
However, they agreed this should be covered by the
recommendation to “ensure that people living with dementia
have equivalent access to diagnostics, treatments and care
services for comorbidities to people who do not have
dementia.” The committee agreed hearing loss would be a key
comorbidity to address under that recommendation.
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Question 3: Health and care professionals caring
for people undergoing palliative care should be
informed on the use and maintenance of hearing
aids and should ensure hearing aids are working
and being utilised effectively. Similarly, patients
and carers should also be informed about
assistive listening devices which can help reduce
the stress and burden associated with difficulty
communicating.

Section 8.1 aims to review how people living
with dementia may be cared for when admitted
to hospital, but fails to identify the additional
communication needs that people with
dementia may have due to hearing loss.

Please refer to comment 2.

The use of hearing aids and incidence of
dementia is an important research
recommendation which should be prioritised.
The significance of this research area is
recognised by the James Lind Alliance, Priority
Setting Partnership on Mild and Moderate
Hearing Loss, which identifies the effect of early

Developer’s response

Thank you for your comment. The committee noted this as an
issue, but agreed that since no evidence was identified on
hearing loss in people living with dementia admitted to
hospital, it was not possible to make specific recommendations
on this issue.

Thank you for your comment. The committee noted this issue
was already covered by the NICE guideline on hearing loss,
which contains the following research recommendation:

“In adults with hearing loss, does the use of hearing aids
reduce the incidence of dementia?”
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fitting of hearing aids on the rate of cognitive
decline as a key research question.*

Although currently evidence on the association
between hearing aids and cognition is limited,
existing evidence suggests a positive association.
For example, a prospective study by Amieva et al
(2015) showed no difference in the rate of change
in MMSE score over the 25 year follow up period
in participants with hearing loss using hearing
aids compared to the control group (participants
without hearing loss). In contrast, participants
with hearing loss who did not use hearing aids
declined more rapidly on the MMSE than the
control group, the findings suggest that hearing
aid use decreases cognitive decline.*® Findings
from Dawes et al (2015) study showed hearing
aids to be associated with better cognition, which
was independent of social isolation and
depression. Suggesting that positive effects of
hearing aid use on cognition may be due to
improvements in audibility or associated

Developer’s response

45 James Lind Alliance. (2018). Mild to Moderate Hearing Loss Top 10. Available at: http://www.jla.nihr.ac.uk/priority-setting-partnerships/mild-to-moderate-hearing-loss/top-10-priorities.
46 Amieva H, Ouvrard C, Giulioli C, et al. (2015). Self-Reported Hearing Loss, Hearing Aids, and Cognitive Decline in Elderly Adults: A 25-Year Study. Journal of the American Geriatrics
Society, 63(10):2099-2104.
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increases in self-efficacy, rather than social
isolation or depression.*’ Furthermore, in a
cohort study by Deal et al (2015) decline in
cognitive function was found to be greatest
among participants who did not wear hearing aids
then compared to those who did.*®

The need to understand the association between
hearing loss and incidence of dementia is
imperative for reducing inequalities in health, in
light of the proposals to decommission hearing
aid provision across the country by several CCGs
in recent years.

In England, the August 2017 diagnosis rate for
over 65s was 68.2%, the diagnosis rate for under
65s was 39.2%.

We welcome the inclusion of cerebrospinal fluid
examination (CSF) and FDG-PET as methods to
help diagnose dementia. Alongside other tests,
such as cognitive tests, these diagnostic tests are
an important method to get a more accurate

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment and your support for this
recommendation. The committee noted there was already
considerable research ongoing in the areas of early dementia
diagnosis, and that therefore it was not appropriate to make
additional research recommendations in this area, other than
the one on amyloid imaging included in the draft version of the
guideline.

47 Dawes P, Emsley R, Cruickshanks K, et al. (2015). Hearing Loss and Cognition: The Role of Hearing Aids, Social Isolation and Depression. PLOS ONE, 10(3), p.e0119616.
48 Deal J, Sharrett A, Albert M, et al. (2015). Hearing Impairment and Cognitive Decline: A Pilot Study Conducted Within the Atherosclerosis Risk in Communities Neurocognitive Study.

American Journal of Epidemiology, 181(9):680-690.
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diagnosis of Alzheimer’s disease, especially in the
earliest stages of the disease. Diagnosing
dementia is a complex challenge, and doctors
have to gather a range of clues to create a picture
of what is going on in the brain. Most often,
doctors will make a dementia diagnosis by
assessing a person’s symptoms and ruling out
other potential causes of memory and thinking
problems, but this approach doesn’t always
provide conclusive results.

Alzheimer’s disease is a progressive
neurodegenerative disease, and the hallmarks of
the disease are present years before any
symptoms might occur. Current approaches to
diagnosis are focused on the mild, moderate and
severe stages and it is important healthcare
professionals have a focus on diagnosing in the
early stages. According to the Royal College of
Psychiatrists’ most recent National Audit of
Memory Clinics 2014, only 52% patients received
an early diagnosis. This is important as when new
treatments become available they will be most
effective in the earliest stages. In addition to the
inclusion of CSF and FDG-PET, the Guideline
should reference the importance of the NHS
being responsive to developments in technology
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and ways to diagnose dementia, as they become

available.

A lumbar puncture is one of very few options
available for getting a biological indication of
processes that may be underway in the brain. As
with any medical procedure, doctors need to
carefully weigh the risk of side effects against the
benefits a lumbar puncture can yield, and
patients need to be fully informed about what is
involved.

It is important that the introduction of tests such
as CSF and FDG-PET, and the use of existing
cognitive tests, are accompanied by training for
healthcare professionals, as well as training to
improve their understanding of the pathology of
Alzheimer’s disease and being able to recognise
the earliest signs.

There also needs to be a focus on building
sufficient capacity in the system to be able to
improve diagnosis and support the use of these
tests. The most recent Audit of Memory Clinics
found that between 2013 and 2014, the number
of patients seen by memory clinics increased by
31% on average, although available capacity did
not increase significantly. This is a concerning
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trend if we are going to effectively support better,
earlier and more accurate diagnosis for people

living with dementia.

We suggest there is a research recommendation
focused on preparing the NHS for earlier
diagnosis and the use of new technologies and
cognitive assessment to develop the evidence
base in this area.

Alzheimer’s Research | Short 9 16 Thank you for your comment. The committee agreed with the

UK

We are concerned that a routine physical
examination, including blood tests, is no longer
recommended in the guideline. It is important to
be able to rule out other possible causes of
memory loss. This was part of the 2006 guideline
and we think it should be retained.

suggestion that it was appropriate to retain this
recommendation from the previous guideline, and therefore
“conduct a physical examination and undertake appropriate
blood and urine tests to exclude reversible causes of cognitive
decline” has been added to the recommendation for initial

assessment in non-specialist settings.
e The 2006 Guideline included a

recommendation for a “physical
examination and other appropriate
investigations”

NHS Choices recommends that your ‘GP will ask
about your symptoms and other aspects of your
health, and will give you a physical examination.
To help rule out other causes of memory
problems, your GP will organise blood tests.’
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The current phrasing of the guideline implies that
all suspected cases of dementia should be
referred to a specialist memory assessment
service.

While we would support this approach, we would
question whether there is sufficient current
capacity in memory services to ensure all people
with suspected dementia can be seen in a timely
manner — especially if we are to improve
diagnosing in the earliest stages.

According to the most recent audit of Memory
Clinics, published by the Royal College of
Psychiatrists:

e “Between 2013 and 2014, the number of
patients seen by memory clinics increased
by 31% on average, although available
capacity did not increase significantly.”

e “The average waiting time from referral
to assessment increased from 5.2 weeks
in 2013 to 5.4 weeks in 2014, and waiting
time from assessment to diagnosis
increased from 8.4 to 8.6 weeks.”

While referral to a specialist memory service
should be offered to all people with memory

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee noted that some
confusion had been caused by the wording of the draft
guideline, in that people interpreted it as saying everyone need
to attend an appointment at a secondary care service. The
committee agreed the key issue was that everyone with
suspected dementia had input from someone with expertise in
dementia, both to ensure a correct diagnosis and ensure
access to appropriate post-diagnostic support and treatment,
but this did not mean the person necessarily had to travel to a
physical appointment at that service. To ensure this is clear in
the final version of the guideline, an explanation has been
added to this section of the guideline, giving the following
explanation around the term ‘refer’:

“A referral to a diagnostic service does not require that the
person be asked to attend a clinic appointment. It can also
involve people being seen in community settings (such as their
home or a care home), or advice being provided to the referrer
without a formal appointment being made. The key issue is to
ensure that dementia specialists are involved, both for advice
on diagnosis and to ensure appropriate access to post-
diagnostic support and treatment.”
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problems we recommend the Guideline allows
more flexibility for people to be diagnosed in an
appropriate setting, for example if a personis in
the more severe stages, before being referred.
This could speed up diagnosis for some patients
and offers local level flexibility.

We are concerned that the language in the
revised Guideline may result in the reduction in
use of structural imaging where it is appropriate,
by changing the wording from ‘should’ to
‘consider’ (see below). It is important clinicians
use a range of tests to make an accurate diagnosis
and structural imaging plays an important part in
building that picture.

We recommend keeping the wording used in the
2006 Guideline.

2018 Guideline:

Dementia diagnosis in specialist dementia
diagnostic services: “Consider structural imaging
to rule out reversible causes of cognitive decline.”

2006 Guideline:

“Structural imaging should be used in the
assessment of people with suspected dementia to
exclude other cerebral pathologies and to help

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee made 2 changes
to address this issue. First, the recommendation on structural
imaging has been changed from a ‘consider’ to an ‘offer’.
Secondly and additional caveat, based on that from the last
guideline, has been added that “structural imaging is not
always be needed, if dementia is well established and the
subtype diagnosis is clear.”
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establish the subtype diagnosis. Magnetic
resonance imaging (MRI) is the preferred
modality to assist with early diagnosis and detect
subcortical vascular changes, although computed
tomography (CT) scanning could be used. Imaging
may not always be needed in those presenting
with moderate to severe dementia, if the
diagnosis is already clear.”

We think the Guideline should have greater
reference to the different stages and severity of
dementia, recognising diseases such as
Alzheimer’s as progressive neurodegenerative
diseases. This includes greater reference to the
mild, moderate and severe stages, and that the
hallmarks of the disease are present years before
any symptoms might occur. For example,
recognising the difference between Alzheimer’s
Dementia and Alzheimer’s disease. This will
support greater understanding and awareness
among healthcare professionals.

Understanding severity of dementia is also
important for the later guideline section on use of
pharmacological interventions, as prescribing
decisions are in part made according to the
severity of the condition. In addition, given that
the mental health care clusters, through which

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee noted that in
many areas the evidence base only covered with particular
dementia subtypes and at particular stages of severity. The
committee agreed that wherever possible it was appropriate
to try and extrapolate this evidence to the more general
population of people living with dementia, as otherwise there
was a risk of particular groups or dementia subtypes not being
covered, solely because studies happened not to have been
done in those populations (in particular in people with severe
dementia).

They agreed this in places led to a lack of specific
recommendations for different settings, but believed this was
a more acceptable situation than for whole situations not be
covered due to a lack of evidence.
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many mental health trusts, and therefore
memory assessment clinics, get paid need to
define stage of dementia, guidance on this would
be helpful to support clinical practice.
Alzheimer’s Research UK is the world’s leading
dementia research charity dedicated to causes,
diagnosis, prevention, treatment and cure.
Backed by our passionate scientists and
supporters, we're challenging the way people
think about dementia, uniting the big thinkers in
the field and funding the innovative science that
will deliver a cure.

Our mission is to bring about the first life-
changing dementia treatment by 2025. Our vision
is a world where people are free from the fear,
harm and heartbreak of dementia.

We focus our energies in four key areas of action
to make this mission a reality.

e Understand the diseases that cause
dementia.

e Diagnose people earlier and more
accurately.

e Reduce risk, backed by the latest
evidence.

Developer’s response

Thank you for taking the time to comment on the draft

guideline.
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e Treat dementia effectively.

Through these important strands of work, we’re
bringing about breakthroughs that will change
lives.

Alzheimer’s Research UK welcomes the
opportunity to comment on the revised
‘Dementia: assessment, management and
support for people living with dementia and their
carers’ guideline. We recognise there have been
great advances in awareness and understanding
of dementia in recent years, supported by
initiatives such as the Prime Minister’s challenge
on dementia and associated implementation
plan, as well as a focus on awareness and training
for all healthcare staff through Health Education
England.

Overall, we are concerned that the revised
guidelines for consultation somewhat retreat
from the 2006 guideline, particularly in terms of
ambition and breadth of coverage.

We are also concerned at the short timescale in
which to review and respond to the revised
guideline, we urge NICE to give organisations

Developer’s response

Thank you for your comment. The committee agreed it had
made recommendations in those areas where there was clear
evidence of benefits to people living with dementia and their
carers. The committee noted that there were a number of
recommendations in this guideline (such as providing a single
point of contact, and those around staff training) that were
supported by clear evidence and had the potential to make a
major difference to people living with dementia, and hoped
the focus on a smaller number of robust recommendations
would help to ensure these were properly implemented.

The consultation timescales for this guideline are standard
ones for new guidelines or full updates of guidelines that NICE
produces.
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sufficient time to fully consider the impact of
suggested changes, especially those that engage
with people living with dementia.

As part of practitioner skills and competencies we
note that no mention is made of the potential to
encourage people to participate in dementia
research. Given that recruitment of people to
dementia studies is a well-recognised challenge in
the field, we would highlight the need for all
practitioners to promote research opportunities.
These may be local studies but there is also Join
Dementia Research, which as a national initiative,
offers all people (both those with and without a
diagnosis of dementia) an opportunity to register
their interest in getting involved in research.
Given the current lack of disease modifying
treatments for dementia, research is the only way
that we are going to make progress.

According to a YouGov poll commissioned by
Alzheimer’s Research UK in 2015, whilst almost
two thirds of the general public (62 per cent)
would be willing to take part in dementia
research, more than four out of five people (81
per cent) would not know how to volunteer. This
is improving with the introduction of Join
Dementia Research and this Guideline should play

Developer’s response

Thank you for your comment. The committee agreed with the
value of making people living with dementia aware of chances
to be involved in research, and therefore added a
recommendation to “tell people living with dementia (at all
stages of the condition) about research studies they could
participate in.”
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a key role in further promoting and enabling
opportunities to get involved in research. More
than 34,000 people took part in dementia
research in 2015/16, an increase of 156% over the
previous two years. So far 187 NHS, University
and commercial sites have used JDR. There is a
national target set by the Department of Health
and Social Care for 25% of people with a
diagnosis of dementia involved in research by
2020 (approximately 100,000 people), if we are
to meet this target it is crucial that encouraging
people to take part in research is part of the
guideline.

The willingness of people to help research is vital
for us to make progress. Join Dementia Research
makes it easier for people to get involved in
dementia research studies, we must embed Join
Dementia Research in core NHS diagnostic
pathways to ensure all people with a dementia
diagnosis are offered the opportunity to take part
in research.

Alzheimer’s Research UK’s booklet ‘Getting
involved in dementia research’ is a useful
resource for those working across healthcare. It
also outlines the benefits and reasons why people
choose to take part in research, which benefits
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not only research but critically the individual
taking part:
e Studies can provide an opportunity to

learn more about dementia and health.

e People often feel research is something
positive they can do in the face of a
progressive condition.

e Volunteers may feel part of a community
with other people taking part.

e Some studies involving people with
dementia include regular monitoring by
doctors.

e Research will lead to outcomes that could
benefit those taking part or future
generations.

We would also urge the Guideline to align with
the Dementia Statements, relaunched in 2017 led
by Alzheimer’s Society alongside people living
with dementia and their carers, which detail a
right for people to know about research
opportunities and be supported to take part:
“We have the right to know about and decide if
we want to be involved in research that looks at

NI CE Rants Sestence

Dementia: assessment, management and support for people living with dementia and their carers
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cause, cure and care for dementia and be
supported to take part.”

In 2016 Alzheimer’s Research UK published
‘Treatments of Tomorrow: preparing for
breakthroughs in dementia’. The report made a
number of recommendations for the system,
including the need to set the foundations for
early detection of the diseases that cause
dementia.

We urge the NICE Guideline to have a stronger
focus and reference to the importance of early
diagnosis, with the need to prepare the NHS for a
cultural shift towards earlier detection of
pathological changes in diseases like Alzheimer’s,
as when new treatments become available they
will be most effective in the early stages.

“As concluded by the National Screening
Committee in 2015, it is not appropriate to
introduce screening for dementia at this point,
given the paucity of robust biological markers to
identify those with or at risk of dementia, along
with the lack of an effective early treatment that
could improve outcomes. However, it is
important that the health system is prepared for
early detection when improvements in diagnostic

Developer’s response

Thank you for your comment. The committee agreed with the
importance of early and accurate diagnosis, both to ensure
people living with dementia are fully informed about their
condition, and so this information can be used to tailor
treatment and management. The guideline contains a number
of recommendations around tests to ensure an accurate
subtype diagnosis.

The committee agreed that, whilst at the current time there
are only a limited number of treatments for particular
dementia subtypes, this is likely to change in the future, and it
would be important for this guideline to then be updated to
reflect those changes.
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technology make this a possibility. This is because
the pathology of most of the diseases that cause
dementia appear to develop years before
symptoms occur and early treatments are likely to
work best if they are given at the earliest possible
stage. It is important to consider this now,
because it is likely that capacity for infrastructure
(e.g. brain imaging or cerebrospinal fluid testing)
could be necessary, which will require additional
resources, cultural changes and closer working
between clinical disciplines.

Early detection of the hallmarks of Alzheimer’s
disease is already required for several of the
current large clinical trials of new treatments,
learning from NHS sites where this is done well
would help consider what changes could be
needed.”

The revised guidelines no longer make a
recommendation regarding factors and
interventions in mid-life for dementia risk
reduction (2006 guidance 1.3.1.2), we think this
should be reinstated. Given that risk factors for
dementia are part of the scope of this guideline,
and that since 2006 the evidence base in this area
has been strengthened (ADI report 2014, Lancet
Commission on Dementia 2017) there should be a

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The guideline did not contain a
recommendation on risk factors for preventing dementia, and
therefore it was not possible to make recommendations or
research recommendations on this topic. However, the
comments raised by stakeholders on the importance of this
issue have been fed back to the commissioning team within
NICE for consideration in the planning of future NICE guidance.
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reference to dementia risk reduction for all ages

within the guideline.

We would also suggest that there should be a
research recommendation to consider how
individuals identified at high risk of developing
dementia, through services such as the NHS
Health Check, could be tracked and monitored to
determine if they are at greater risk of developing
dementia.
We are concerned that the recommendations in Thank you.for your comment. The committee dec@ed not to
al al o . refer to this document as part of the recommendations
the guidelines do not reference the Dementia .
. . .. - - themselves, as these needed to be based on the evidence
Core Skills Education and Training Framework . . ; X i
. identified from the literature review. However, it was agreed
(2015) that was developed by Skills for Health, . . 2 -
. . to be appropriate to refer to this document within the list of
Health Education England and Skills for Care. The i
relevant other guidance at the start of the document,

framework offers a tiered approach to the range | de other D A t of Health f K
of skills and competencies that health and care alongside other Lepartment ot Hea rameworks.

practitioners should develop in a range of clinical
settings for dementia care.

Given that many patients in a range of acute
clinical settings have dementia it is crucial that
health and care staff across the NHS have
consistent skills and competencies. A more
explicit reference to this Framework would
strengthen the guideline.
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We support the approach that regularity of
follow-up should be flexible according to need
and preferences. However the guideline should
specify a minimum follow-up interval to ensure
patients are not lost in the system and are
monitored. Including monitoring use of
medications and care and support plans, and an
individual’s ability to cope with their dementia.

We also note that there is no guidance about
primary care responsibilities should a memory
assessment service (or equivalent) discharge a
patient.

We note that a range of diagnostic assessments
are recommended for primary care and that they
have similar specificity and sensitivity. We also
recognise that many of the tests focus on simple

memory recall and therefore can be less helpful in

cases where memory loss is not the predominant
symptom.

We suggest there is a research recommendation
made to develop the evidence base in this area.
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Developer’s response

Thank you for your comment. The committee considered
whether it could specify a minimum follow-up interval, but
agreed there was currently no evidence to inform that
decision. They were also concerned that such a minimum
standard would be interpreted as applying to a large section of
the population living with dementia, when in fact people with
complex needs would need to be seen considerably more
often. The committee also noted the guideline already
contained a recommendation around the monitoring of care
and support plans, and specified that review dates needed to
be clearly specified within those.

The committee agreed that there was no evidence to make
specific recommendation on how to follow-up people
discharge from specialist services but noted that a key issue
was that areas had a suitable route for people to get back in to
specialist services if their needs changed.

Thank you for your comment. The committee agreed this was
an area of potential future research. However, they noted that,
compared to many other areas of the guideline, a reasonable
number of studies had been conducted here, and more were
known to be ongoing. Therefore, they agreed it was not as high
a priority to recommend future research here as in other areas
of the guideline.
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We are concerned that the approach of the
committee to potential change to clinical practice
is weighted towards pragmatism rather than
clinical excellence. To dismiss the TEAM trial
model of care because it would be hard to deliver
and result in significant acute care reorganisation
suggests that the practical challenges of service
delivery have more priority than optimising care
pathways.

Given that the committee noted a lack of
evidence for the evaluation of interventions for
diet, obesity, alcohol and smoking, we would
suggest that there should be a research
recommendation to address this gap in the
evidence base.

We recognise that costs related to informal care
can be hard to quantify, however for a condition
such as dementia, which relies so significantly on
informal carers, to not adequately consider these
costs could result in an under-representation of
the scale of the problem.

We recommend further research to understand
how wider cost impacts, including informal care
costs, could be measured and the impact this

Developer’s response

Thank you for your comment. The committee agreed that if the
TEAM trial had demonstrate meaningful benefits from the
model of care studied, these would justify the potential
difficulties in transitioning to such a model of care. However,
they noted that the trial had not found a meaningful difference
in the outcomes of people living with dementia and their
carers, and there was therefore no evidence on which to make
a positive recommendation for this approach at this time.

Thank you for your comment. The committee discussed this
and agreed that currently research around preventing
dementia was likely to be of higher priority than research in
slowing the progression of established dementia. However the
committee were unable to make research recommendations
on preventing dementia, as this topic was beyond the scope of
the guideline.

Thank you for your comment. Although we recognise that
costs related to informal care are significant, the NICE
reference case does not include informal care costs not borne
by the NHS, as set out in the NICE guide to the methods of
technology appraisal:
https://www.nice.org.uk/process/pmg9/chapter/the-
reference-case
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could have on assessing cost-effectiveness for
interventions for dementia.

The total cost of dementia is over £26bn. The
majority of dementia costs per year are due to
informal care at £11.6bn (44.2%), with social care
costing £10.3bn (39.0%) and healthcare costs
£4.3bn (16.4%).

We are concerned that there is a lack of detail
regarding the challenge of dementia as a multi-
morbidity. While the NICE guidance on multi-
morbidities offers an overview, there are specific
and unique considerations of how dementia may
impact on other conditions - for example
someone may forget to take a prescription for
diabetes or may not remember to attend a clinical
appointment to manage their blood pressure. We
would suggest that more detailed guidance
should be developed on dementia and co-
morbidities.

We recommend building on advice included in
the 2006 Guideline: “At the time of diagnosis of
dementia, and at regular intervals subsequently,
assessment should be made for medical
comorbidities and key psychiatric features
associated with dementia, including depression

Developer’s response

Thank you for your comment. The committee agreed that the
management of comorbidities in people living with dementia
was an important issue, and were disappointed with the lack of
evidence available on which to make recommendations. They
therefore made a number of research recommendation, in the
hope that more evidence will be available for future updates of
the guideline.

Since the draft version of the guideline, additional
recommendations have been added around hearing tests and
eye tests for people living with dementia, as these were
identified as particularly common comorbidities.

The committee agreed that in the absence of evidence on how
people living with dementia should have comorbidities
managed differently from people without dementia, the key
issue was ensuring equivalent access to appropriate services.
This was what led to the recommendation to “ensure that
people living with dementia have equivalent access to
diagnostics, treatments and care services for comorbidities to
people who do not have dementia.”
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and psychosis, to ensure optimal management of
coexisting conditions”

The estimate of the number of people with
dementia in the UK should be updated to 850,000
— the figure currently used by many stakeholders
including Alzheimer’s Society, DH, NHSE, PHE and
ARUK.

The number of people newly diagnosed each year
should be replaced with a more current figure
than 2011.

There are 209,600 new cases of dementia a year
in the UK ( Matthews, F.E et al (2016). A two
decade dementia incidence comparison from the
Cognitive Function and Ageing Studies | and II.
Cognitive Function and Ageing Studies (CFAS)
Collaboration).

This recommendation should include the
importance of determining the effect of dementia
on co-morbidities and their management and
vice versa. Around 7 in 10 people with dementia
have another long-term health condition and
dementia can impact on the person’s ability to
manage this. Person-centred care should consider
the person as a whole, therefore considering co-

advisory committees
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Developer’s response

Thank you for your comment. Some additional information has
been added to this section around the increase in diagnosis
rates in recent years.

Thank you for your comment. Some additional information has
been added to this section around the increase in diagnosis
rates in recent years.

Thank you for your comment. The guideline contains a specific
review question on the management of comorbidities in
people living with dementia, and recommendations on this
topic are included in that section of the guideline.
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morbidities is an essential part of this and it
would be useful to recognise this here.

The content of this section is all things that
happen after diagnosis and so it is potentially
confusing and difficult to follow in practice for
this section to precede the ‘diagnosis’ section of
the guidance.

This point could include reference to supported
decision making and advocacy. These are
mentioned in section 1.3 on care co-ordination
but could be given prominence here.

This should include provision for review of any
such structured document.

This should include provision for involvement of a
carer in the compiling of the tool with the
person’s consent or on a best interests basis in
line with the MCA if the person is unable to
consent.

In our work we hear from many people who did
not receive information after their diagnosis. For

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. This concern was noted, but it
was agreed to keep this section at the start of the document,
to give it as high a prominence as possible within the guideline.

Thank you for your comment. The committee did not want to
duplicate recommendations across the guideline for risk of
confusion, and agreed these issues were addressed in section
1.3.

Thank you for your comment. The committee noted this
suggestion, but agreed that in the absence of any evidence it
was not possible provide more detail or guidance than that
currently included in the recommendation.

Thank you for your comment. The committee noted this
suggestion, but agreed that in the absence of any evidence it
was not possible provide more detail or guidance than that
currently included in the recommendation.

Thank you for your comment. The committee agreed the
guideline was very clear that information should be provided
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our Turning up the volume report some people to people “at diagnosis”, that they should be directed to other
we interviewed told us they felt like they had services for information and support, that they should be
been left to fend for themselves, with no offer of | offered follow-up appointments, and that they should know
help and little hope for assistance in the future. where they can get more information on if their needs change.
We also found that less than a quarter of the The committee agreed that, were these recommendations to
public (22%) who responded to a survey for the be fully implemented, they should cover the issues raised. In

report agreed with the statement that they would | particular, they noted that since these points should be

know where to find care and support if they had addressed at diagnosis, it would be the responsibility of the

dementia. person delivering the diagnosis to ensure the appropriate
information was supplied.

We don’t believe that there is enough direction in

this point to ensure that information is provided

to everyone diagnosed with dementia.

The full document (page 150) says ‘The
committee noted that occasionally people living
with dementia are diagnosed as having dementia
but are then ‘forgotten’ by the system.” The full
document also says ‘The committee agreed that
the positive overall findings from the studies on
case management provided robust evidence that
there should be a single person responsible for
coordinating care. Otherwise, it is common for
health and social care professionals to assume
that other members within the team are
coordinating care when they are not.’
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To avoid people being left without information,
the guidelines could provide further direction in
specifying who should provide this information,
or that provision of information should be
documented in a single place, accessible to all
people that may be providing care (such as in the
care plan), so that it is known whether
information has been provided.

As highlighted above information provision is vital
and we very much welcome its inclusion in the
guidance.

However there could be some consideration of
not overwhelming people with too much
information at the point of diagnosis, and the
importance of providing a follow up appointment
after diagnosis, and to provide more information
at this point. This follow up could be with a
Dementia Adviser, GP, or memory clinic staff for
example. At the time a diagnosis is given many
patients are in a state of shock, and in some cases
denial, and in need of time to digest the
diagnosis. There is recognition of this in the full
document which says ‘being diagnosed with

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee agreed with the
importance of their being further opportunities for providing
information and support, and the guideline includes a
recommendation to “direct people and their family members
or carers (as appropriate) to relevant services for information
and support” after diagnosis.

They also agreed providing carer with information was
important, and noted the recommendations on information
were phrased as “provide people living with dementia and
their family members or carers (as appropriate) ...”
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dementia can be a stressful and traumatic
experience’ (page 98). Our research for our
Turning up the volume report found that a sense
of hopelessness and anxiety can occur at
diagnosis, particularly associated with a feeling of
losing identity.

The full document says: ‘The committee noted
that the evidence demonstrated that most people
living with dementia expressed a clear preference
for being offered information early, usually soon
after diagnosis’.

It is important to provide a follow up
appointment after diagnosis, to provide more
information after the individual has come to
terms with the diagnosis.

It is also important to provide information to
carers at the point of diagnosis.

This list should also include information that
explains how people can participate in research.
People with dementia and people with mild
cognitive impairment should be given the option

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee agreed with the
value of making people living with dementia aware of chances
to be involved in research, and therefore added a
recommendation to “tell people living with dementia (at all
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to participate in research at the earliest stages of the condition) about research studies they could

opportunity. participate in.”

National Institute for Health Research figures

(from 2015) show only 5% of people with

dementia are involved in research studies. Many

people are not routinely offered information on

research opportunities or are offered this when it

is too late to take part.

As government and charity funding for dementia
research has doubled, researchers urgently need
more people to participate in studies. There is a
national ambition for a cure or disease modifying
treatment by 2025 which if to be achieved will
require increased participation in dementia
research, especially involving people in the very
early stages of disease. Taking part in research
also allows people to learn more about the
condition and can help people feel they are
contributing towards the development of future
treatments. The importance of research to people
with dementia is reflected in the new Dementia
Statements (which reflect things people with
dementia have said are essential to their quality
of life), which include ‘We have the right to know
about and decide if we want to be involved in
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research that looks at cause, cure and care for
dementia and be supported to take part’.

There is also evidence of willingness to take part
in dementia research —in a YouGov poll for
Alzheimer’s Research UK (2015), 62% of people
said they would be willing to take part in
dementia research, but only 19% thought they
would know how to volunteer.

This could specify the national research
participation initiative, Join Dementia Research,
developed by the National Institute for Health
Research in partnership with Alzheimer Scotland,
Alzheimer’s Research UK, and Alzheimer’s
Society.

This list could also include explaining the link
between dementia and vascular risk.

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee noted this was a
relevant issue, but agreed it did not come through the
evidence identified in the guideline as being as high a priority
as the other issues mentioned, and the committee therefore
decided not to mention this in the recommendations. The
committee noted the topics/items mentioned were not meant
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18

02/01/2018-13/02/2018

Comments

This point could clarify exactly what needs to be
said about driving to make this easier to
implement in practice.

We welcome that this point says ‘ask the person’
which implies asking face to face rather than
asking via a form. This is important as the
individual needs to understand what is being
asked around consent to share information, and it
is important that if the person is happy for
information to be shared with a carer, that this
happens, as there are many benefits to this.

In current practice, sometimes forms are given to
patients asking for consent for sharing
information and often the forms are not
understood and can be left uncompleted.

This point could emphasise the importance of
asking in person, the importance of the individual
understanding what is being asked, and the

Consultation on draft guideline - Stakeholder comments table

Developer’s response

to be a full list of everything that should be discussed, merely a
minimum list of things that definitely should be.

Thank you for your comment. The committee noted that the
exact information that needed to be given about driving would
differ between individuals (in particular, based on their
subtype diagnosis). They agreed the key practical issue was
informing people about their responsibilities to inform the
DVLA and their insurer.

Thank you for your comment, and your support for this
recommendation. The committee agreed that the important
focus here was on specifically asking the person’s opinions on
these issues, and consent for information sharing if applicable.
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18

23

02/01/2018-13/02/2018

Comments

importance of gaining consent to share
information.

This recommendation should make reference to
the new data protection legislation, to ensure it
is fit for purpose with this new legislation and
that practitioners know that this guidance
adheres to the new legislation, so they can be
more confident in following this guideline.

This needs clarification on the definition of ‘the
person’s records’, as this could imply a primary
care record, a care plan or a social care record.
‘Tell all relevant services what the person has
decided’ also doesn’t seem practical — this could
be time consuming and could miss some services
that aren’t known about or that might be used in
the future.

The decision should be noted in a single record
accessible to all professionals across different
settings providing care for the individual. This
could be the care plan.

There should be consistency throughout this
guidance in documenting information about the

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. A reference to the new data
protection legislation has been added to the list of relevant
legislation at the start of the guideline.

Thank you for your comment. The committee agreed some
confusion has been introduced in this recommendation by the
statement to “tell all relevant services what the person has
decided”, which has now been deleted. The committee noted
the importance of having information contained in a single
record so it was accessible to multiple services, but agreed that
in the absence of evidence, they could not give specific
guidance on how this system should be organised.
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Alzheimer’s Society Short 8 27

Page Line

02/01/2018-13/02/2018

Comments

individual’s care in a single place that can be
accessed by all the various people providing care
and support to the individual in different settings.

This should be consistent with point 1.3 in the
guidance (page 13, line 22), which recommends
providing people with a single named person
responsible for coordinating their care and
provides information about available services and
how to access them (page 13, line 28).

Instead of directing people to the relevant
services, they should be directed to their single
named care coordinator.

We are concerned about the wording of this
recommendation and that if used in practice, if a
person says they do not want to be contacted
again at a later date, they may not receive further
support.

After diagnosis some people may be in shock and
may say they would not like to be contacted
again, particularly if they are in denial, however
they may change their mind at a later date. It is
important that the offer of support is proactive
and not reliant on the patient actively seeking

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. A cross-reference has been
added here to the recommendation on care coordination.

Thank you for your comment. The committee noted this
concern, and agreed that there was a significant issue in
people being lost to the health and social care system after
diagnosis. It was for this reason the guideline included
recommendations for follow-up after diagnosis, people being
offered future opportunities for contact, and people being
given clear instructions about how to get more information
and support, should they need it.
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Comments

help, which they may not do before reaching
crisis point.

This recommendation should be written in line
with the full document (page 130) that
recommends ‘people living with dementia be
offered information and opportunities for
discussion on an ongoing basis’.

There is a lot of jargon and different terms used
in this section, which we have found to often be
confusing to people with dementia. Added to this
we have found that people are often given
conflicting and sometimes inaccurate
information. Therefore, we feel that it is crucial in
this section that the importance of accurate, clear
and accessible information on advance care
planning is given. Also it is crucial that any jargon
used is explained, including what planning ahead
actually is.

Lasting power of attorney for property and affairs

should be listed as well as health and welfare, as
many people will find they need both.

advisory committees

NI CE Rants Sestence

Dementia: assessment, management and support for people living with dementia and their carers

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee agreed that all
these concepts would need to be properly explained for
advance care planning to work properly. However, they also
noted that most of the terms included here had a specific
technical meeting, and therefore it was important to maintain
that wording in the recommendations.

Thank you for your comment. The committee agreed with this
suggestion, and this change has been made.
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Alzheimer’s Society Short 9 14
Alzheimer’s Society Short 9 16

02/01/2018-13/02/2018

Comments

This statement is indicating that the professional
will note down the advance statements and
decision, which is a fantastic idea for people as
this would make it easier for people to do this. If
professionals were involved in this way then it
may lead to an increase in people planning ahead
in this way. However, for this to happen properly
and be of real benefit to people the staff doing
this will need to be properly trained, especially
as for an advance decision to be valid there are
certain legal requirements that need to be met.

As a whole the section needs to emphasise joint
working across specialties and services.

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee agreed that staff
involved in advance care planning would need appropriate
training to ensure they fulfil the appropriate legal
requirements in the documentation.

Thank you for your comment. The committee noted that some
confusion had been caused by the wording of the draft
guideline, in that people interpreted it as saying everyone need
to attend an appointment at a secondary care service, rather
than decisions being made jointly between primary and
secondary care. The committee agreed the key issue was that
everyone with suspected dementia had input from someone
with expertise in dementia, both to ensure a correct diagnosis
and ensure access to appropriate post-diagnostic support and
treatment, but this did not mean the person necessarily had to
travel to a physical appointment at that service. To ensure this
is clear in the final version of the guideline, an explanation has
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02/01/2018-13/02/2018

Comments

There is no mention in this section of diagnosis in
care homes and how this should be done. By only
covering diagnosis in specialist settings this could
give the impression that people in care homes
that develop dementia should be referred to a
specialist setting, when for many of these people
this is not feasible. Alternatively, it suggests that
people who develop dementia in a care home do
not need to be diagnosed.

People living in care homes should have the same
rights as people living in the community, and
should have an equal right to a diagnosis.

There are many benefits to diagnosing dementia
in care homes including:

Consultation on draft guideline - Stakeholder comments table

Developer’s response

been added to this section of the guideline, giving the
following explanation around the term ‘refer’:

“A referral to a diagnostic service does not require that the
person be asked to attend a clinic appointment. It can also
involve people being seen in community settings (such as their
home or a care home), or advice being provided to the referrer
without a formal appointment being made. The key issue is to
ensure that dementia specialists are involved, both for advice
on diagnosis and to ensure appropriate access to post-
diagnostic support and treatment.”

Thank you for your comment. The committee noted that some
confusion had been caused by the wording of the draft
guideline, in that people interpreted it as saying everyone need
to attend an appointment at a secondary care service. The
committee agreed the key issue was that everyone with
suspected dementia had input from someone with expertise in
dementia, both to ensure a correct diagnosis and ensure
access to appropriate post-diagnostic support and treatment,
but this did not mean the person necessarily had to travel to a
physical appointment at that service. To ensure this is clear in
the final version of the guideline, an explanation has been
added to this section of the guideline, giving the following
explanation around the term ‘refer’:

“A referral to a diagnostic service does not require that the
person be asked to attend a clinic appointment. It can also
involve people being seen in community settings (such as their

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
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Stakeholder Document Page Line Comments
No No
e Helping care home staff understand
behaviours and how these should be
treated
e Prompting a review of medication that
may be worsening symptoms
e Supporting family members by helping
them understand changing behaviours
and how they can best support the
person
e Some care home residents may develop
mild or moderate dementia and
symptoms which may be helped by
pharmacological treatments.
e Allowing for advance care planning if not
done already.

Alzheimer’s Society Short 9 18 The full guidelines say ‘the person considering
referral should carry out routine investigations
and tests to rule our reversible causes of
cognitive impairment’ but this is not explicit in the
short guidelines.

The full guidelines (page 99) state that although
no data was found to support this, ‘the
committee considered this to be general good
practice based on their experience and made a

Developer’s response

home or a care home), or advice being provided to the referrer
without a formal appointment being made. The key issue is to
ensure that dementia specialists are involved, both for advice
on diagnosis and to ensure appropriate access to post-
diagnostic support and treatment.”

Thank you for your comment. The committee agreed with the
suggestion, and agreed that it was appropriate to retain the
recommendation from the previous guideline, and therefore
“conduct a physical examination and undertake appropriate
blood and urine tests to exclude reversible causes of cognitive
decline” has been added to the recommendation for initial
assessment in non-specialist settings.
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stakeholder Document Page | Line Comments Developer’s response
No No
recommendation to reflect this, and agreed that
failing to rule out reversible causes of cognitive
decline may lead to over referrals, both wasting
resources and causing unnecessary stress to
individuals’. This should justify inclusion in the

short guidelines.

At the moment this is only implicit later in the
guidance in the statement ‘if reversible causes of
decline have been investigated’ (page 10, line 12).
This is not clear enough and could lead to
clinicians not doing these important tests, as
stated above, leading to potentially unnecessary
stress to individuals and waste of resource.

This recommendation needs to include carrying
out routine investigations and tests as
appropriate to presentation, to rule out reversible
causes of cognitive impairment.

For example:

Assessing the anticholinergic burden of
medications

Physical examination

Blood tests e.g. for blood glucose, thyroid
Screening for infections

Checking blood pressure

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
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Page Line

02/01/2018-13/02/2018

Comments
Checking pulse

Taking a history shouldn’t just include cognitive
and behavioural symptoms but should also
consider a wider range of symptoms, notably
psychological (mood changes, apathy,
psychoses) and physical changes.

This supports a person-centred approach and is in
line with the principles asserted at the start (page
6).

This is a good addition of including someone who
knows the person well in taking a history.

We are surprised not to see the inclusion of the
GPCOG and would like to see this included.

Whilst the full guidelines (page 99, page 101)
state that evidence for GPCOG is from a screening
study rather than a study in people with
suspected dementia, the GPCOG is routinely used
in GP practices.

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee agreed with
these suggestions, and therefore the history has been
expanded to include “cognitive, behavioural and psychological
symptoms” and reference has been included to a physical
examination.

Thank you for your comment and your support for this
recommendation.

Thank you for your comment. The committee were aware of
the use of the GPCOG in practice. However, they noted that
the GPCOG has only been tested as a screening test, and no
evidence currently exists on the accuracy of the testin a
population of people with suspected dementia.

The committee noted that studies are likely to find better
diagnostic accuracy in an unselected population than one with
suspected dementia (as many people in the study will have no
cognitive impairment, and therefore will be easily classified by
the test), and therefore agreed it was appropriate to
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24

02/01/2018-13/02/2018

Comments

The GPCOG also has the benefit of being used
with both the patient and a family member.

There is also evidence showing that the GPCOG is
not influenced by someone’s cultural and
linguistic background, making it useful in
multicultural patient settings (Basic, D., Khoo, A.,
Conforti, D. et al. (2009) Rowland Universal
Dementia Assessment Scale, Mini-Mental State
Examination and General Practitioner Assessment
of Cognition in a multicultural cohort of
community-dwelling older persons with early
dementia. Australian Psychologist 2009; 44(1):40-
53).

The full document also notes that among three
cognitive tests, the GPCOG was considered the
most cost effective option for the NHS.

There needs to be reference here to people
without English as a first language or with other
communication needs, and that the standard
memory tests may not be appropriate.

The full document (page 102) acknowledges that
‘some tests (e.g. MoCA) are less robust in certain

Consultation on draft guideline - Stakeholder comments table

Developer’s response

recommend only those tests shown to have sufficiently good
properties in the relevant population.

The evidence in the health economic study which found the
GPCOG to be the most cost-effective test was also taken from
a screening study, and comparing data on screening for the
GPCOG to data from a suspected dementia population for the
other tests is likely to bias results in favour of the GPCOG, and
therefore the committee agreed the evidence was not
sufficient to include the GPCOG on the list of recommended
tests.

Thank you for your comment. The committee agreed there
were a range of issues that could affect interpretations of test
scores, including language, education, learning disabilities or
age. It was for this reason the committee agreed it was not
appropriate to set cut-offs to use for the particular tests, but
they should instead be considered alongside a broader
assessment including a history (including cognitive, behavioural
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02/01/2018-13/02/2018

Comments

population groups due to cultural differences’. It
says for this reason cut offs are not specified, but
more than this, the guidelines should include a
general reflection on the importance of
recognising cultural differences in these tests.

We welcome this point not to rule out dementia
because of a normal score on a cognitive test.

This could include specific reference to younger
people that may do well on cognitive tests.

This point seems to imply that in all cases where
rapidly-progressive dementia is not suspected,
there is no need for referral to a neurological
service, but other atypical cases, such as young
onset and inherited dementia, could benefit from
referral to neurology also.

This is an example where the guidelines could
benefit from reference to more integrated

Developer’s response

and psychological symptoms), a physical examination and
appropriate blood and urine tests to exclude reversible causes
of cognitive decline.

Thank you for your comment and your support for this
recommendation

Thank you for your comment. The committee agreed it was not
appropriate to specify cut-offs for tests because of various
factors (including age) that affect response. They also agreed
that because there were a large number of factors that could
affect response (age, education, first language, learning
disabilities), and that therefore it was not appropriate to
specify a list of things that should be taken in to account.
Thank you for your comment. The committee agreed this
recommendation referred to a specific circumstance where
referral to a neurological service was appropriate, but did not
preclude people from referring to those services in other
circumstances, if clinically appropriate.

Thank you for your comment. The committee discussed this
but noted the studies looked at did not consider joint working,
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Stakeholder Document Page Line Comments Developer’s response
No No
working. A better recommendation would be for | and therefore it was not possible to make this part of the
joint working with a neurological service. recommendation.

Alzheimer’s Society Short 10 19 This should highlight that people with a learning Thank you for your comment. The committee agreed with this
disability, particularly those with Down’s point, and made the following comments in their discussion of
syndrome, are at a greater risk of developing the diagnostic evidence in the full guideline:
dementia at a younger age. “The committee agreed that physicians should be aware of the

additional challenges of diagnosing dementia in certain
vulnerable groups, such as people with learning difficulties and
Down’s syndrome, and those people with language and
sensory impairment, lower educational levels and a low
standard of literacy. Whilst the evidence base did not allow
them to make specific recommendations for how the
diagnostic pathway should be different for these groups of
individuals, they agreed that it was important that people from
these more difficult to diagnose groups should be assessed by
a clinician with specialist skills in those areas, who would be
familiar with the difficulties and able to make appropriate
adaptations to the process used.”

Alzheimer’s Society Short 10 22 This heading refers to diagnosis in specialist Thank you for your comment. The committee noted that some

services and the previous heading refers to confusion had been caused by the wording of the draft

assessment in non-specialist settings. This would | guideline, in that some stakeholders interpreted it as saying
seem to imply that diagnosis shouldn’t happen in | everyone need to attend an appointment at a secondary care
non-specialist primary care settings, however service. The committee agreed the key issue was that everyone
there are examples of this being done, for with suspected dementia had input from someone with
example in Salford. In some cases, where primary | expertise in dementia, both to ensure a correct diagnosis and
care staff are appropriately trained, and for cases | ensure access to appropriate post-diagnostic support and
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that are more severe, diagnosis in primary care treatment, but this did not mean the person necessarily had to

can be better for both the patient and the system. | travel to a physical appointment at that service. To ensure this
is clear in the final version of the guideline, an explanation has

One example of diagnosis in primary care (in been added to this section of the guideline, giving the

Gnosall) is outlined here in the Models of following explanation around the term ‘refer’:

Dementia Assessment and Diagnosis: Indicative “A referral to a diagnostic service does not require that the

Cost Review from NHSE. person be asked to attend a clinic appointment. It can also
involve people being seen in community settings (such as their
home or a care home), or advice being provided to the referrer
without a formal appointment being made. The key issue is to
ensure that dementia specialists are involved, both for advice
on diagnosis and to ensure appropriate access to post-
diagnostic support and treatment.”

Alzheimer’s Society Short 10 23 This section as a whole is not clear or logical to Thank you for your comment. This section has been

follow. restructured to draw a clear distinction between things that
should be performed as part of the initial specialist
Recommendations 1.2.12-1.2.22 could be moved | assessment, and additional tests to consider only if it is still not
and put under 1.2.11. possible to diagnose a subtype after initial assessment. An
additional recommendation has now been added ahead of
We note also that some of the guidance linked to | these other tests, to make clear they are not appropriate or
in 1.2.11 contradicts some of the later guidance in | necessary for everyone undergoing diagnosis. Specifically:
1.2.12-1.2.22. “Only consider further diagnostic tests if:
e it would help to diagnose a dementia subtype and
There needs to be more clarity on what tests are ¢ knowing more about the dementia subtype would change
being recommended here and in what management.”
circumstance.
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Page
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Line
No

23

25

02/01/2018-13/02/2018

Comments

There could also be a general point on using
appropriate diagnostic tests responding to the
need of the individual, considering age, nature of
onset and clinical history, to allow clinical
freedom to do the appropriate thing for patient.

The wording should be changed to ‘consider’ a
test of verbal episodic memory, to allow for
consideration of non-memory presentations.

Structural imaging can also support diagnosis of
dementia subtype.

This should say ‘to rule out reversible causes of
cognitive decline and to support subtype
assessment’

The current guidelines reflect this in ‘Structural
imaging should be used in the assessment of
people with suspected dementia to exclude other
cerebral pathologies and to help establish the
subtype diagnosis.’

Using structured imaging only to rule out other
causes of cognitive decline would be a big
difference to international practice.

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The recommendations have
been rewritten to make clear this should be a test of verbal
episodic memory as part of a wider cognitive test, not that a
test of this single domain is sufficient.

Thank you for your comment. The committee agreed with this
suggestion, and the recommendation on structural imaging has
been changed to “rule out reversible causes of cognitive
decline and to assist with subtype diagnosis”
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Alzheimer’s Society Short 10 25
Alzheimer’s Society Short 11 5

02/01/2018-13/02/2018

Comments

In line with the above, this recommendation
should also be made stronger, to say ‘offer’ rather
than ‘consider’. Similarly, the current guidelines
say ‘structural imaging should be used’. There
could be an addition to say unless this is likely to
cause distress or if the diagnosis is already clear.

We are concerned that the softer
recommendation of ‘consider’ may lead to scans
not being done to save money, which could lead
to missing identifying a structural cause and
missing something that may help with
management.

Most national guidelines suggest that structural
neuroimaging is part of routine clinical
assessment of dementia.

Semantic dementia is a type of primary
progressive aphasia (see Gorno-Tempini 2011
source cited) and so the text here should read
‘primary progressive aphasia including semantic
dementia’.

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee made 2 changes
to address this issue. First, the recommendation on structural
imaging has been changed from a ‘consider’ to an ‘offer’.
Secondly and additional caveat, based on that from the last
guideline, has been added that “structural imaging is not
always be needed, if dementia is well established and the
subtype diagnosis is clear.”

Thank you for your comment. The committee noted this but
agreed the current wording used in the guideline was
sufficiently clear to signpost people to the appropriate set of
criteria.
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This point needs more clarity — if the diagnosis is
uncertain after what? Also, does this mean if the
diagnosis of dementia or the dementia subtype is
uncertain?

This links to the general lack of clarity of the
recommendations in this section.

Some consensus guidelines recommend CSF for
patients under 65 or in atypical clinical
presentations of Alzheimer’s disease).( Hort J,
O’Brien JT, Gainotti G, et al, on behalf of the EFNS
Scientist Panel on Dementia. EFNS guidelines for
the diagnosis and management of Alzheimer’s
disease. Eur J Neurol 2010; 17: 1236-48).

Consideration should also be given as to how it
would be implemented in practice by
professionals outside of neurology, in whom
lumbar puncture is not generally part of routine
clinical practice. Such a change may require a
change in skillset.

This statement isn’t quite accurate — the older a
person is the less good the test is for a positive

predictive value, however it remains good for a
negative predictive value.
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Thank you for your comment. This section of the
recommendations has been restructured to make clear that
these tests are referring to a situation where:

“e it would help to diagnose a dementia subtype and

* knowing more about the dementia subtype would change
management”

Thank you for your comment. The committee noted there are
issues around access to CSF examination in certain areas, but
agreed the evidence showed these test could be of diagnostic
value in some cases, and therefore were appropriate to include
in the recommendations.

Thank you for your comment. The committee agreed with this
point, and for clarity the recommendation has been amended
to “be aware that the older a person is, the more false
positives will be found with cerebrospinal fluid examination.”
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Whilst it is not appropriate to use Apolipoprotein
E genotyping or electroencephalography in the
diagnosis of Alzheimer’s disease, this point may
lead people to not use EEG at all. However in
people with epilepsy, and people experiencing
seizures, an EEG may be appropriate.

Whilst the full document states that this
recommendation is not in conflict with the
dementia CQUIN, now part of the standard
contract for hospitals, carrying out cognitive
assessments on patients over 75 with an
unplanned hospital admission, which could be
considered a form of case finding, we believe this
could appear to be in conflict with the CQUIN,
and should be clarified.

This recommendation lacks clarity. It says to
refer a person to a memory service, but they
would already be in a memory service for
diagnosis.

Whilst it is good that the recommendation

highlights the importance of a multidisciplinary
service, it is unclear what is meant by ‘a memory

advisory committees
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Thank you for your comment. The committee agreed that, for
clarity, this recommendation should be modified to “do not
use electroencephalography to diagnose Alzheimer’s disease.”
In the absence of evidence, the committee agreed it was not
possible to make a more positive recommendation about when
it might be used.

Thank you for your comment, and for pointing out this error.
This section of the guideline has been rewritten to make clear
that this guideline does not affect the interpretation of the
CQUIN:

“The committee noted that case finding for dementia was
introduced in acute hospitals as part of the Commissioning for
Quality and Innovation (CQUIN) 2013/14 guidance, and that
the committee’s recommendations should be interpreted as
applying to situations outside this existing guidance.”

Thank you for your comment. The committee agreed it was
appropriate to reword this recommendation as “ensure they
and their family members or carers (as appropriate) have
access to a memory service or equivalent hospital- or primary-
care-based multidisciplinary dementia service.”

The committee agreed they would have liked to be able to
make more specific recommendations on how these service

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or

74 of 717



Stakeholder

Alzheimer’s Society

Alzheimer’s Society

Alzheimer’s Society

Alzheimer’s Society

Naotional Instiiute for
Health and Care Excellence

NIC

Dementia: assessment, management and support for people living with dementia and their carers

Document

Short

Short

Short

Short

Page
No

13

13

13

13

Line
No

16

22

23

23
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Comments

service or equivalent hospital or primary-care-
based multidisciplinary dementia service’ and
what this looks like in practice.

The wording of ‘a choice of flexible access or
prescheduled monitoring appointments’ is quite
vague and unclear.

The word ‘integrated’ should feature in this
section a lot more.

There are different models of care coordination
but integration across settings is key.

Although implied, this could benefit from stating
that care coordination should take place as soon
as possible.

We welcome the recommendation for a single
person coordinating care.

The full document states ‘The committee agreed
that the positive overall findings from the studies
on case management provided robust evidence
that there should be a single person responsible
for coordinating care’ however this does not state

Consultation on draft guideline - Stakeholder comments table
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should be organised, but this was not possible based on the
evidence available.

Thank you for your comment. The committee agreed they
would have liked to be able to make more specific
recommendations on how these service should be organised,
but this was not possible based on the evidence available.
Thank you for your comment. The guideline contained a
specific review question on the integration of health and social
care services, but only a limited amount of evidence was
identified and the committee agreed it was not possible to
make more directive recommendations than those currently
included.

Thank you for your comment. To address this, a cross-
reference has now been added from the recommendation on
information to give at the time of diagnosis, to the
recommendation on care coordination.

Thank you for your comment. The committee noted this point,
and agreed that in practice this role was sometimes carried out
by someone who is not a health or social care practitioner.
However, they agreed that since the evidence identified all had
people from these roles carrying out the care coordination
(specifically either nurses, social workers or occupational
therapists) it was appropriate to retain this wording in the
recommendation.
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that there is evidence showing this person should

be a ‘health or social care professional’.

We are concerned by this wording as often the
person coordinating care will be a Dementia
Adviser / Dementia Support Worker / similar role
from the third sector. These roles can be the link
between primary and secondary care, the
voluntary sector and see people across the whole
pathway, and be of great value both to the
individual and to health and social care
professionals.

We would suggest that it is most important that
the person coordinating care should be trained
with appropriate skills and experience in
dementia care and support,; not that they are a
health or social care professional.

We recommend therefore that this line should
state ‘Provide people living with dementia with a
single named person trained with appropriate
skills and experience in dementia care and
support, who is responsible for coordinating their
care.
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This bullet point needs more detail to recognise
the importance of the presumption of capacity
and supporting decision-making in line with the
Principles of the Mental Capacity Act. There also
needs to be more detail on best interests
decision-making for people who do lack capacity,
in line with Section 4 of the MCA. This includes
amongst other things, consideration of the
wishes, feelings, beliefs and values of the person.

We feel that this needs to go one step further,

and place onus onto the professional to arrange
advocacy if needed and appropriate.

This should say ‘advocacy services’ not ‘advocate’

This needs more clarity on ‘if appropriate to the
immediate situation’

Consultation on draft guideline - Stakeholder comments table
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Thank you for your comment. The committee agreed that
rather than these issues being considered individually within a
condition-specific guideline (which would only be able to
consider evidence in people living with dementia, and not the
broader evidence on this topic) the most appropriate way to
address these issues was by cross-referring to both the Mental
Capacity Act and the Care Act within the guideline, as well as
the NICE guideline on decision-making and mental capacity
(which is due to be published in July 2018).

Thank you for your comment. The committee agreed that
rather than these issues being considered individually within a
condition-specific guideline (which would only be able to
consider evidence in people living with dementia, and not the
broader evidence on this topic) the most appropriate way to
address these issues was by cross-referring to the Mental
Capacity Act within the guideline, as well as the NICE guideline
on decision-making and mental capacity (which is due to be
published in July 2018).

Thank you for your comment; this has been changed as
suggested.

Thank you for your comment. The committee noted that the
circumstance in which involving an IMCA were needed were
detailed in the Mental Capacity Act (and the accompanying
Code of Practice). The committee agreed that rather than
these issues being considered individually within a condition-
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This should specify there should be one care plan
for one person, which should be holistic, not
condition or setting specific. This would be in line
with the person-centred principles outlined at the
start.

This could benefit from referring to the NHSE
Dementia: Good Care Planning document which
provides further details on care planning.

Currently within these recommendations there is
not enough clarity on what a care plan is, how it
should be used, and its value.

This could include the importance of people

knowing where the care plan is, how to access it,
and people knowing that they have them.
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specific guideline (which would only be able to consider
evidence in people living with dementia, and not the broader
evidence on this topic) the most appropriate way to address
these issues was by cross-referring to the Mental Capacity Act
within the guideline, as well as the NICE guideline on decision-
making and mental capacity (which is due to be published in
July 2018).

Thank you for your comment. This recommendation has been
amended to make clear that people developing a care and
support plan with a person living with dementia should
“ensure it contains information on the management of any
comorbidities the person has.”

Thank you for your comment. This resource has been linked to
as suggested.

Thank you for your comment. The committee agreed with this
suggestion, and an additional step has been added to that
recommendation to "provide a copy of the plan to the person,
or their family members or carers (as appropriate).”
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Alzheimer’s Society Short 14 12 This could include the need to be aware that a

review may be needed sooner than planned for,
and the need to ensure that the individual and
their carer are aware that they can request a
review sooner too.

Dementia is not predictable, and so changes to
someone’s support needs can change quite
quickly and generally not when planned. This is
reflected in the full document (page 162) which
says ‘focus more upon an emergent and flexible
approach to reviewing people living with
dementia and addressing person-centred need
based upon a multidisciplinary co-ordination of
care’ and (page 161) ‘for typical patients, only
having routinely scheduled appointments and
standard structured assessments may not deal
with the reality of situations experienced by
people living with dementia. It agreed that
reviewing people living with dementia requires a
flexible approach and is dependent upon
individual needs, rather than reliant upon a
prescriptive approach. The committee recognised
that a flexible approach would have different
implications at each stage of the dementia
trajectory. People living with more severe
dementia may also be living with multiple

Developer’s response

Thank you for your comment. The committee agreed that, in
common with many other conditions, there are a whole range
of factors that could require a review to take place earlier than
scheduled. However, they agreed the key part of this
recommendation was around ensuring there is a maximum
time scheduled until the care plan will be reviewed, to ensure
that people living with dementia are frequently reviewed, and
are not lost to the system through a lack of contact.
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comorbidities, which may require more rapid
reviews and more frequent follow up’

This could state that as a minimum the care plan
should be reviewed annually (as recommended in
the NHSE Dementia Good Care Planning
guidance).

This section is good, and it is particularly good to
see recognition of a wide range of health and care
settings mentioned here, but the statements here
are very broad and not prescriptive.

Whilst the full document (pg 152) recognises a
lack of evidence on how information should be
transferred and that local areas may adopt
different solutions, we still feel more guidance is
needed here for it to have any impact in practice.

This could include a statement on those with
learning and /or physical and sensory disabilities.
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Thank you for your comment. The committee discussed
whether to set a minimum frequency of review, and 1 year was
one of the options discussed. However, they were concerned
that this would lead towards an assumption that annual
reviews were sufficient in general, whilst for many people the
reviews may need to occur more frequently. For this reason,
the committee agreed it was appropriate not to specify a
frequency of review in the recommendation.

Thank you for your comment. The committee noted the
concerns raised by a number of stakeholders about the lack of
specificity in the recommendations, but agreed that at the
current time the evidence did not enable them to be more
prescriptive. They noted the guideline does contain a number
of recommendations for future research in this area, which will
hopefully enable more specific recommendation to be mad in
future updates of the guideline.

Thank you for your comment. The committee agreed with this
suggestion and these groups have been added to the
recommendation.
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Comments

This section should include the importance of
healthy lifestyle - exercise, low alcohol intake,
not smoking; or ‘what is good for your heart is
good for your head’.

Whilst the full document says ‘The committee
noted the absence of studies evaluating
nonpharmacological or behavioural interventions
for modifying risk factors like poor diet, obesity,
alcohol consumption and smoking.” (page 189) we
still feel this would be a helpful addition.

There is a lack of psychosocial intervention
content.

See BPS, A guide to Psychosocial Interventions in
Early Stages of dementia for an example of
interventions that may be beneficial, with
accompanying evidence.

We also note that most of the psychosocial
interventions are preceded with ‘consider’, yet
many of the pharmacological interventions are
recommended.

The recommendation on CST has softened from
the current guidelines, which state ‘People with

advisory committees
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Thank you for your comment. No specific evidence was
identified to make recommendations on these topics, but the
committee agreed a number of these issues are covered by the
recommendation to “ensure that people living with dementia
have equivalent access to diagnostics, treatments and care
services for comorbidities to people who do not have
dementia.”

Thank you for your comment. The committee agreed it would
have been able to provide more detailed targeting of the
recommendations for psychosocial interventions, but agreed
the evidence was not sufficient for them to be able to do so.
They noted a number of recommendations for future research
in this area were made, which they hoped would mean these
issues can be resolved in future updates of the guideline.

Thank you for your comment. The committee has reconsidered
the evidence base around CST and reminiscence therapy, and
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mild-to-moderate dementia of all types should be
given the opportunity to participate in a
structured group cognitive stimulation
programme. This should be commissioned and
provided by a range of health and social care staff
with appropriate training and supervision, and
offered irrespective of any drug prescribed for the
treatment of cognitive symptoms of dementia.’

This is surprising as the evidence base for CST has
increased since the last guidelines.

Evidence for CST:

For example, a systematic review by Olazaran et
al (2010) concluded that Cognitive Stimulation
demonstrates the best evidence for improving
cognitive functioning amongst all non-
pharmacological interventions. Several trials
within the Cochrane review compared Cognitive
Stimulation with an active, social control group,
yet the results were consistently in favour of
structured group Cognitive Stimulation over a
social control (Woods et al, 2012).

There are benefits to CST that are not noted in
the full document (pg 296). There are other

Consultation on draft guideline - Stakeholder comments table
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come to the conclusion that there were errors in the
recommendations made in the draft guideline, both in
equating CST and reminiscence therapy, and badging both
under the heading of structured group activities. The
committee agreed the evidence base was stronger for CST (as a
manualised intervention) than for reminiscence therapy, both
in terms of effectiveness and cost-effectiveness. The
committee therefore agreed it was appropriate to split this in
to two separate recommendations, a stronger
recommendation for CST and a weaker recommendation for
reminiscence. Specifically:

“Offer group cognitive stimulation therapy to people living
with mild to moderate dementia.

Consider group reminiscence therapy for people living with
mild to moderate dementia.”

Please find below a response for each of the papers you cited.

Spector (2003) reported an improvement in quality of life, but
the pooled result of the studies included in the meta-analysis
could not differentiate an effect between cognitive stimulation
therapy (CST) and the control group.

Regarding Yamanaka (2013), the committee agreed that the
mood measure used in the study was not appropriate to pool

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or

advisory committees

82 of 717



Stakeholder

Naotional Instiiute for
Health and Care Excellence

NIC

Dementia: assessment, management and support for people living with dementia and their carers

Document

Page
No

Line
No

02/01/2018-13/02/2018

Comments

benefits found in some of the studies included in
the NICE review: quality of life (Spector et al
2003), mood (Yamanaka et al 2013), activities of
daily living (Orrell et al 2014). There are also
additional studies not included in the NICE review
including Niu et al 2010 which showed benefits to
depression and apathy, and Paddick et al 2017
that showed benefits to anxiety and behavioural
symptoms; and also a Cochrane systematic review
(Woods et al 2012) on 15 RCTs of CST that found
evidence of improvements in quality of life and
communication.

The recent Lancet commission on dementia also
states that CST is the psychological approach with
the strongest evidence for improving cognition.

This evidence is also specific to CST, there isn’t
evidence to suggest that unspecified elements of
CST, as recommended in these new guidelines,
would have the same effects. CST is also quite
different to reminiscence therapy — CST focuses
on the generation of new thoughts, ideas and
associations and is believed to engage executive
functioning skills and enable new semantic
connections to be made; whereas reminiscence
therapy focuses on the past.
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with the other quality of life measures found in other studies,
so this data point was not included.

Orrell (2014) reported an improvement in QoL-AD but the
pooled result of the meta-analysis could not detect clinically
meaningful differences in quality of life between people living
with mild/moderate dementia offered cognitive stimulation
therapy versus usual care.

Niu (2010) was excluded from this review question due to it
recruiting participants with >5 points in the Neuropsychiatric
Inventory, which the committee agreed was a fundamentally
different population to the general population of people living
with dementia.

Olazaran (2010) was included as a systematic review in
Appendix O but data was not extracted because Olazaran
(2010) did not report details of the individual studies in
included in their systematic review.

Paddick (2017) has now been included as evidence for CST. The
inclusion of this study did not make a meaningful difference to
any of the results of the analysis.

Woods (2012) was included in Appendix O. This systematic
review was used as a source for individual RCTs on CST.

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or

advisory committees

83 of 717



NI CE Rants Sestence

Dementia: assessment, management and support for people living with dementia and their carers

Consultation on draft guideline - Stakeholder comments table
02/01/2018-13/02/2018

Page Line Comments Developer’s response
Stakeholder Document Ni No P P

Evidence for cost effectiveness of CST:

We would suggest that the assumption that there
would be no difference in cost of delivery
between providing an intervention with a more
varied range of components cannot be made
without a cost effectiveness analysis.

There is strong evidence for the cost effectiveness
of manualised CST, in two key papers (Knapp et
al, 2006; D’Amico et al, 2015).

There are several errors in Appendix J (p.10)
which considers the cost of providing CST:

It states that band 4 or 6 staff are required to run
sessions, when in reality this is often band 2 staff.
It states that groups are for 5 people, when key
research trials included between 5-10 people in
each group and many trusts offer groups for up to
ten people.

The total cost per session is calculated as £233.19
in appendix J, however the Knapp (2006) paper
calculated the cost per session as £90. Using the
Knapp cost per session calculation, even with just
5 people in each group, the total cost per patient

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or
advisory committees

84 of 717



NI CE Rants Sestence

Dementia: assessment, management and support for people living with dementia and their carers

Consultation on draft guideline - Stakeholder comments table
02/01/2018-13/02/2018

Stakeholder Document Page Line Comments Developer’s response

No No
per CST course (14 sessions) is £252, compared to
NICE’s estimate of £652.94.
Additionally, the NHS Institute of Innovations and
Improvements invested in an ‘economic analysis
of the alternatives of anti-psychotics for
individuals living with dementia’, conducted by
Matrix Evidence in 2011:
https://www.acss.org.uk/wp-
content/uploads/2016/03/NHS-Institute-for-
Innovation-and-Improvement-antipyschotic-drug-
evaluation-2011.pdf. This analysis chose CST as
the gold-standard non-pharmacological
intervention and concluded that, by combining
health care cost savings and quality of life
improvements, use of CST could save the NHS
around £54.9 million annually.

There is also widespread support for CST. CST is
now a required standard for the Memory Services
National Accreditation Programme (MSNAP).
Several other reports have endorsed CST since
the 2006 guidelines. For example, the World
Alzheimer Report (Alzheimer’s Disease
International), in 2012 and subsequently; have
stated that CST should routinely be given to
people with early stage dementia.
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The impact of this change in the guidelines should
be considered. It is likely that many people now
are accessing CST because of its inclusion in the
previous guidelines.

We would suggest that this wording is reverted
to the former wording from 2006.

This phrasing should be ‘offer’ rather than
‘consider’ for group activities and this should
specify that this should be peer support.

Losing independence and confidence in the ability
to do what is familiar, in addition to fearing how
others will react to the challenges presented by
dementia, meant some people we spoke with for
our Turning up the volume report described
actively avoiding situations which had the
potential to cause upset or stress which led to
them seeing fewer people and leaving the house
less frequently. Sometimes people with dementia
feel they are left with little option but to
increasingly withdraw from their community as
the condition progresses. Indeed, over a third
(35%) of people with dementia that we spoke to
said they have felt lonely recently, a particular
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Thank you for your comment. Following extensive feedback at
consultation, these recommendations have been reworked to
focus specifically on those interventions with evidence of
benefits, namely CST, reminiscence therapy, cognitive
rehabilitation and occupational therapy. The new set of
recommendations is:

“Offer group cognitive stimulation therapy to people living
with mild to moderate dementia.

Consider group reminiscence therapy for people living with
mild to moderate dementia.

Consider cognitive rehabilitation or occupational therapy to
support functional ability in people living with mild to
moderate dementia.”

Unfortunately, peer-support was not an area where robust
evidence was identified, and therefore the committee did not
feel able to include this in the list of recommendations.
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Alzheimer’s Society

02/01/2018-13/02/2018

Comments

concern given wider research into the increased
likelihood of mortality from isolation (Holt
Lunstad et al., 2015).

There is evidence on the benefits of peer support
here:

https://www.housinglin.org.uk/ assets/Resource
s/Dementia/OtherOrganisation/Peer support res

ource pack HIN.pdf

This should be a separate point to offering CST.

While true, this feels like odd advice and
potentially risks putting people off IPT in general.

We would recommend the addition of a section
on when to review pharmacological
interventions, what to review and how to assess
benefit. The latter should take into account
information from patients and carers and include
consideration of: not just improvement in

advisory committees
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Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. A definition has been added to
the guideline, and the committee were keen to stress this was
a recommendation not to use interpersonal therapy to treat
the cognitive symptoms of Alzheimer’s disease. If people living
with dementia had another condition for which interpersonal
therapy were indicated, the committee agreed it would be
correct to offer them to people living with dementia in the
same way as those without.

Thank you for your comment. The guideline did look for
evidence on when and how pharmacological interventions for
people living with dementia should be reviewed. However, no
evidence was identified, and therefore the committee agreed
it was most appropriate for this section to cross-refer to the
NICE guideline on medicines optimisation.
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No No
cognition, BPSD and / or function but also slowing
of decline, stabilisation. In a neurodegenerative
condition improvement (especially sustained
improvement) is not the usual outcome.

Alzheimer’s Society Short 16 19 There is inconsistency here in the Thank you for your comment. The committee noted this
recommendation to consider memantine for concern, but agreed that since the majority of the evidence
anyone taking AChEls but not a suggestion of the | was specifically on the addition of memantine to a
reverse. cholinesterase inhibitor, and cholinesterase inhibitors are the

recommended first line treatment for people with mild
dementia, the current wording of the recommendation was
the most appropriate one. They did, however, note that in
practice people were likely to also consider the addition of
cholinesterase inhibitors for people who had already started
on memantine.

Alzheimer’s Society Short 18 27 Consider making it clearer that these should Thank you for your comment. The committee agreed this point
continue to be offered as clinically indicated for was covered by the part of the recommendation to “not offer
underlying conditions such as diabetes or the following to slow the progress of Alzheimer's disease.” The
hypertension. phrase “specifically to slow the progression of Alzheimer’s

disease” has now been used to make clear they should still be
offered for relevant comorbidities. Treatment of the
comorbidity itself would be covered by the alternative
recommendation to “ensure that people living with dementia
have equivalent access to diagnostics, treatments and care
services for comorbidities to people who do not have
dementia.”
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02/01/2018-13/02/2018

Comments

We welcome this section, which brings a more
pragmatic approach to the limited evidence base
around the therapeutically challenging area of
dementia with Lewy bodies.

There is some evidence that simple painkillers
such as paracetamol could reduce agitation in
people with dementia.

(Ballard study -
https://www.nursingtimes.net/paracetamol-
could-reduce-agitation-in-dementia-
patients/5032937.article )

Consider expanding this list of ‘pain, delirium or
inappropriate care’ to include ‘sensory
impairment(s), overly noisy environment’

‘Offer psychosocial and environmental
interventions’ is broad and vague, and could
include specific interventions to offer.

Behavioural and psychological symptoms of
dementia such as agitation, aggression, changes
in communication and apathy affect up to 90% of
people with dementia (Feast, Orrell et al. 2016)
and there should be more guidance in this area.

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment, and your support for these
recommendations.

Thank you for your comment.

The Ballard study published by Husebo et al. (2011) was found
by the searches for this evidence review. However, Husebo et
al. (2011) was excluded because the paper did not report on
the clinical outcomes listed in our PICO for this review
question.

Thank you for your comment. The committee noted it was not
possible to provide an exhaustive list of things that may be
associated with agitation, and agreed these would be covered
under “clinical or environmental causes”.

Thank you for your comment. The committee agreed it would
have been able to provide more detailed targeting of the
recommendations for psychosocial and environmental
interventions, but agreed the evidence was not sufficient for
them to be able to do so. They noted a number of
recommendations for future research in this area were made,
which they hoped would mean these issues can be resolved in
future updates of the guideline.
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Comments

The following could be considered as practical
examples: social interaction, meaningful
occupation, decluttering and calming the
environment, cognitive stimulation, music
therapy, reminiscence / life story work, exercise.

There is best practice here
http://mhoad.slam.nhs.uk/disorders/dementia/al

zheimers-disease-2/moderatesevere/community-
support/managing-bpsd/) which recommends
referral to a specialist in management of BPSD
(e.g. clinical psychologist) before considering
medication.

Consider flagging extreme caution in use of
antipsychotics in dementia with Lewy bodies,
because of risk of severe adverse reaction.

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee noted the
specific concerns around the risks of antipsychotics in people
with dementia associated with Parkinson’s disease, and
therefore agreed to add an extra recommendation to this
section, stating to “be aware that for people with dementia
with Lewy bodies or Parkinson’s disease dementia,
antipsychotics can worsen the motor features of the condition,
and in some cases cause severe antipsychotic sensitivity
reactions. For more guidance, see the advice on managing
delusions and hallucinations in NICE guideline on Parkinson’s
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Alzheimer’s Society Short 22 7
Alzheimer’s Society Short 22 11
Alzheimer’s Society Short 22 17

02/01/2018-13/02/2018

Comments

A ‘consider’ recommendation of an
antidepressant for severe dementia would seem
reasonable. Evidence is not strong either way but
options in this group are limited.

There is reasonable evidence and clinical practice
to support use of melatonin for REM sleep
behavioural disorder in dementia with Lewy
bodies (for example,
www.ncbi.nlm.nih.gov/pubmed/20191945/) and
a ‘consider’ recommendation for sleep problems
(or RBD) in dementia with Lewy bodies would
arguably be justified.

There is no mention of sensory impairment.
Omitting sensory impairment seems an oversight
and useful guidance in this area could support the
quality of life and abilities of many people with
dementia. Having sight or hearing loss makes
things even more difficult for the person with
dementia who may already be struggling with

Consultation on draft guideline - Stakeholder comments table

Developer’s response

disease. Be aware that interventions may need to be modified
for people living with dementia.”

Thank you for your comment. The committee agreed that in
the absence of any evidence, it was not possible to make
recommendations on the use of antidepressants in people
living with severe dementia.

Thank you for your comment. The committee noted this and
the fact that the majority of the evidence from the trials was in
Alzheimer’s disease, and therefore agreed it was appropriate
to amend this recommendation to “do not offer melatonin to
manage insomnia in people living with Alzheimer’s disease.”

The committee also agreed it was appropriate to add a cross-
reference to the Parkinson’s disease guideline for the
management of non-cognitive symptoms (included RBD)
covered there, as no evidence was identified specifically in
people with PDD or DLB to allow recommendations to be made
in this guideline.

Thank you for your comment. The committee agreed the most
appropriate way to address issues around hearing loss was by
adding a cross-reference to the NICE guideline on hearing loss,
which makes the recommendations you quote on hearing
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02/01/2018-13/02/2018

Comments

making sense of the world around them. It can
also be difficult to identify sensory impairment
that develops in someone with dementia as
people may assume the problems are caused by
the dementia.

According to Age UK, 50 per cent of people aged
over 60 will be affected by some type of hearing
loss, and according to Sense one in 20 people
aged over 75 are likely to be classed as deafblind
(with moderate or severe hearing loss as well as
moderate or severe sight loss). This suggests
these sensory impairments to be highly prevalent
in people with dementia.

There is evidence that regular check-ups and
appropriate interventions can improve sensory
impairment and therefore quality of life in people
with dementia. The PrOVIDe study found that up-
to-date spectacle prescriptions can reduce visual
impairment in people with dementia.

There is a body of research that has looked at the
needs of the BSL Deaf community in terms of

diagnosis and support which could be referenced

Consultation on draft guideline - Stakeholder comments table

Developer’s response

assessments for people with suspected and diagnosed
dementia.

The committee also agreed it was appropriate to add hearing
loss to the list of possible dementia mimics which should be
investigated in primary care before referral for diagnosis
(recommendation 1.2.6 in the short guideline).

They also agreed that, because of the specific concerns about
under-diagnosis of visual impairment in people living with
dementia, it was appropriate to add an additional
recommendation to the guideline to “consider referring adults
with diagnosed dementia for an eye examination every 2
years”

Finally, the committee agreed that once hearing or visual loss
was identified in a person living with dementia, this should be
covered by the recommendation to “ensure that people living
with dementia have equivalent access to diagnostics,
treatments and care services for comorbidities to people who
do not have dementia.”
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and signposted to. (e.g. Young et al, 2016
https://www.ncbi.nlm.nih.gov/pubmed/2546942

7; Ferguson-Coleman et al, 2014

https://www.ncbi.nlm.nih.gov/pubmed/2449941

0; summarised at

https://www.scie.org.uk/dementia/living-with-

dementia/sensory-loss/deafness.asp).

Neuropsychological instruments recommended
for making a diagnosis of dementia, are not
suitable for BSL Deaf users when translated.
There are validated and culturally sensitive
instruments that can be used with BSL users, and
the guidance should recommend the use of The
British Sign Language Cognitive Screening Test
(Atkinson et al, 2015, Detecting Cognitive
Impairment and Dementia in Deaf People: The
British Sign Language Cognitive Screening Test,
Archives of Clinical Neuropsychology, Volume 30,
Issue 7, Pages 694-711,
https://doi.org/10.1093/arclin/acv042). This
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Comments

guidance could be implemented by reference to a
clinic at Queens Square that takes national
referrals for BSL users with cognitive complaints.
http://www.ucl.ac.uk/dcal/clinical;

http://www.uclh.nhs.uk/HP/GPNEWS/Pages/Cog

nitivedisordersclinicattheNHNN.aspx

Carers need to ask specifically and should
remember FEET (Feet, eyes, ears and teeth) and
the importance of regular review of these areas.

As mentioned earlier, it could also be useful to
mention here the importance of a single holistic
person-centred care plan, covering all multi-
morbidities.

Many people with dementia will struggle to self-
manage co-morbidities, especially as their
dementia progresses and linking to other more
general guidance is not sufficient.

The severity of someone’s dementia can have

consequences on their ability to manage their
other conditions. For example, someone

advisory committees
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Developer’s response

Thank you for your comment. The recommendation on care
and support plans has been modified to include a statement to
“ensure it contains information on the management of any
comorbidities the person has.”

Thank you for your comment. The committee agreed with the
importance of appropriately managing comorbidities in people
living with dementia. But noted there was very limited
evidence available on how management of these comorbidities
should be different in people living with dementia to those
without. As a result of this, the committee agreed the main
focus should be ensuring people living with dementia get the
same access to treatments for comorbidities as those without,
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managing diabetes has to carry out self-testing and this is what led to the recommendation to “ensure that
and administer insulin at certain times of the day. | people living with dementia have equivalent access to
Because of the dementia, their ability to carry out | diagnosis, treatment and care services for comorbidities to
this task will deteriorate as their memory and people who do not have dementia.”
cognition worsens, with responsibility eventually
falling to a carer. Mismanagement of a health
condition can lead to someone falling seriouslyill,
resulting in an emergency admission to hospital.
It can also mean that the progression of the
condition is quicker compared to if they didn’t
have dementia.

It is also essential that the comorbidities section
makes reference to how to manage vascular
conditions such as stroke and heart disease,
which are highly prevalent among people with
dementia and have specific treatment regimes
that need to be carefully adhered to.

The following statistics highlight the most
prevalent co-morbidities in people with dementia.
Studies have shown that:

* 41 per cent have high blood pressure

* 32 per cent have depression

* 27 per cent have heart disease

* 18 per cent have had a stroke or transient

ischemic attack (mini stroke)
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* 13 per cent have diabetes
Barnett K, et al (2012) Epidemiology of
multimorbidity and implications for healthcare,
research, and medical education: A cross-
sectional study, Lancet, 380, 37—-43.

Alzheimer’s Society Short 22 24 Whilst this does refer to people who are unable Thank you for your comment. The committee agreed with your
to self-report pain, this should also highlight that | comment and for this reason made the recommendation to
people with dementia frequently don’t volunteer | use “a structured observational pain assessment tool alongside
when they have pain or discomfort. self-reported pain and standard clinical assessment.”

Alzheimer’s Society Short 23 4 This should detail the stepwise treatment Thank you for your comment. The committee noted that the
protocol or link to one for clarity and consistency. | stepwise protocols in the studies were the same as those that

would be used for people without dementia, and therefore
would be familiar to the relevant healthcare professionals.

Alzheimer’s Society Short 23 15 Research has found that older adults with Thank you for your comment. The committee agreed that
dementia are twice as likely to fall as those people living with dementia are at increased risk of falls, and
without dementia (Allan et al, 2009). It would tis was behind their reasoning to highlight the importance of
be important to acknowledge this. people getting access to the same evidence based falls
It would also be beneficial to highlight types of prevention interventions as would be offered to people
dementia that may increase falls risk such as without dementia.

Parkinson’s disease dementia and dementia with
Lewy bodies.

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or
advisory committees

96 of 717



Stakeholder

Alzheimer’s Society

Alzheimer’s Society

02/01/2018-13/02/2018

Comments

For people with dementia it can be difficult to
determine when they are “approaching the end
of life.” More detail to support practitioners with
this would be helpful. As the person may lose
capacity, conversations with the individual, their
family and carers where appropriate should take
place as early as possible (as the person may have
lost capacity when they are at the end of life).

It would be useful to add ‘identifying whether the
person has made an advance decision to refuse
treatment / Lasting Power of Attorney for health
and welfare’ as these will be relevant if the
person does lack capacity.

The full document (page 170) recognises that ‘it
was often not appropriate for people living with
dementia to be treated on general hospital
wards’ and ‘The committee agreed the correct
approach was rather to take elements of best
care found in specialist units and apply these to
all geriatric units, thereby raising the overall
standard of care.” No elements of this ‘best care’
is reflected in the short guidelines.
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Thank you for your comment. The committee agreed that it
can be difficult to identify when someone with dementia is
approaching the end of life, and the guideline contains a
research recommendation on “the most effective interventions
to support staff to recognise advanced dementia and develop
appropriate escalation/end of life plans to facilitate care to
remain at home.”

They also agreed it was important that information on any
advance decision made was available to health and social care
staff.

Thank you for your comment. The committee noted that the
large NIHR TEAM trial (comparing ways of organising hospital
care), if it had produced more positive results, could have led
to a number of strong recommendations being made around
how care in hospitals should be organised for people living
with dementia, and agreed it was unfortunate that meaningful
benefits for people living with dementia were not identified in
this study.

The committee agreed that, given the results of this study, it
was not possible to include any strong and definitive
recommendations in this section.
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The guidelines recognise that admission to
hospital should be avoided wherever possible,
recognising the evidence that people with
dementia who go into hospital are often less
physically well and less mentally well when they
leave than when they went in. Some hospital
admissions are unavoidable though and so it
seems an omission not to include guidance on
how to improve care for admissions that are
unavoidable, to avoid or reduce these negative
outcomes. Department of Health figures show
that people with dementia in hospital account for
around 3.2 million bed days a year, with 25 per
cent of hospital beds occupied by people with
dementia at any one time. (
http://www.parliament.uk/business/publications
/written-questions-answers-statements/written-
guestion/Commons/2014-11-05/213473 ). There
is an impact both on the individual and cost of
care, if a person’s condition deteriorates and they
require a longer stay or require discharge to
residential care.

While screening for delirium at arrival is essential,
much more can be done to improve care quality
for people with dementia in hospital; specific to
meeting the needs of people with dementia, so
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not covered by other guidelines. This section

should address the following:

* Making the environment dementia
friendly e.g. good signage, contrasting
colours for doors, seating areas in wards

*  Access to a liaison service or dedicated
dementia team that specialises in the
assessment and management of
dementia or older people’s mental
health

*  Families of people with dementia able to
stay overnight/outside of visiting hours
and help at mealtimes

» Catering services in hospitals should be
able to provide for the needs of people
with dementia, who may not be able to
eat full meals at regular times and need
finger food meal alternatives and snacks
available at any time to ensure they are
nourished.

* People with dementia and family carers
are partners in care

Alzheimer’s Society Fix Dementia Care Hospitals
report outlines some of the poor care people with
dementia are receiving in hospitals and huge
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variation in quality of care, which highlights the
need for recommendations in this area (with data
collected from Freedom of Information requests
to hospital trusts regarding key indicators of
dementia care (falls, length of stay, discharge,
emergency readmissions); a Facebook survey of
carers and people with dementia regarding their
experiences in hospital and an economic analysis
of dementia care in hospital using HES data and
NHS tariffs to assess the money wasted on excess
length of stay, falls and emergency readmissions).
We found that:

e only 2 per cent of those caring for people
with dementia felt that all hospital staff
understood the specific needs of people
with dementia

e thousands of people with dementia are
being discharged between the hours of
11pm and 6am each year

e people with dementia stay five to seven
times longer than other patients over the
age of 65 in the worst performing
hospitals

e £264.2 million was wasted due to poor
dementia care in hospitals in 2013/14.
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Page
No
24
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Line

5

No

02/01/2018-13/02/2018

Comments

This section would benefit from an
acknowledgement that people may not be aware
that dementia is a life limiting condition - only
22% of the general public who responded to a
survey for our Turning up the volume report
thought that dementia is a condition which
results in death.

The section should also acknowledge the need for
appropriate conversation with the person and
those supporting them at a time that suits them
(for some people it may not be appropriate).

This could also benefit from more clarity on what
is meant by palliative care and what good
palliative, and end of life care, looks like for a
person with dementia.

It also needs to be integrated within the person’s
wider care arrangements — at the moment it
reads as being offered as a separate add-on.

(1.10) There is no acknowledgement of other
living arrangements, and the merits in checking
procedures when it comes to supporting a person

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee agreed they
would have liked to be able to include more specific
recommendations around palliative care in the guideline, but
noted they were constrained by the very limited quantitative
evidence base in this area.

They therefore agreed it was most appropriate to cross-refer in
this section to existing NICE guidance and standards on
palliative and end of life care, with the particular caveat that a
palliative care approach should be used from diagnosis for
people living with dementia.

Thank you for your comment. The committee agreed that, in
the absence of any evidence being identified from either the
gualitative or quantitative reviews for this question, it was not
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Stakeholder

Alzheimer’s Society

Alzheimer’s Society

Alzheimer’s Society

02/01/2018-13/02/2018

Comments

with dementia at the end of life e.g. in a care
home.

The point of diagnosis may not be appropriate to
‘offer’ someone palliative care as they may be
reluctant to have a conversation, so this should
be an ongoing process that responds to the
person’s needs.

Further information is needed for what
constitutes an ‘anticipatory healthcare planning
process’.

As the guidelines signposted to here are not
dementia-specific, the section on palliative care
in the dementia guidelines needs more detail
about the specific needs of people with
dementia when it comes to palliative care and
how palliative care can support the individual,
rather than just signposting to other guidance.
Similarly, the mental capacity guidance is not
completed yet and more detail is needed for
supporting people with dementia approaching
the end of life who may lack capacity.

advisory committees
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Consultation on draft guideline - Stakeholder comments table

Developer’s response

possible to include any recommendations on this topic in the
guideline.

Thank you for your comment. The committee agreed with this
point, and noted that the phrase “from diagnosis” was used to
capture that this should be a continuous process throughout
the person’s life.

Thank you for your comment. A cross-reference has been
added from this recommendation to the section on advance
care planning to improve the clarity of this recommendation.

Thank you for your comment. An evidence review was
conducted, looking for evidence on specific palliative care
interventions for people living with dementia. However, in the
absence of any effective interventions being found, the
committee agreed it was most appropriate to cross-refer to
the general NICE guidance on palliative care.

The NICE guideline on decision-making and mental capacity is
due to publish in July 2018.
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Stakeholder Document Page Line Comments Developer’s response
No No

Alzheimer’s Society Short 24 23 This statement is quite generic and misses the Thank you for your comment. The committee noted that a
opportunity to talk directly to the individual about | decision-aid is going to be produced to accompany the
issues which impact them, particularly around guideline, covering issues around eating and drinking. The
comfort feeding. Positive to have this included as | committee agreed this should hopefully address many of the
previously the notion was if a person was dying points raised.
then it would be better not to provide drink, but
there needs to an element of assessment in this
which is not referred to.

Alzheimer’s Society Short 24 25 We still see people with dementia who receive Thank you for your comment. NICE will be producing a
the feed so more information on this point is decision-aid on issues relating to feeding that will be published
needed. Alzheimer’s Society has a report on end alongside the guideline.
of life which has more information and could be
helpful for these purposes.

Alzheimer’s Society Short 25 1 It is good to see this point about keeping people Thank you for your comment. The committee agreed that no
with dementia out of hospital. evidence was identified on alternative services to refer people

living with dementia to if hospital admission is deemed

At the same time, this section could be more inappropriate, and therefore it was not possible to make

explicit about which services the hospital should recommendations on this topic.
refer to. Suggesting local health and care services

that should be considered as an alternative would

be beneficial. Stakeholders need the additional

guidance on this and the NICE guidelines are an

excellent opportunity.
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Page
No
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Line
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1
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14

02/01/2018-13/02/2018

Comments

There doesn’t seem to be any discussion of
different care settings and the decision seems to
be based only on “medical needs”. At end of life,
people can be admitted to hospital in times of
crisis but there is no mention of how to address
this early, before the decision to admit someone
(or even call an ambulance) arises.

It is positive to see above factors being taken into
account but is the staff member having a
conversation with the relevant stakeholders
about Lasting Power of Attorney etc. and the
protocols that need to be in place to inform
decision making about what to do in any health
and care setting.

There needs to be a wider discussion with family
and carers even if there is no LPA.

There should be an in-depth conversation about
how to take into account any advance care and
support plans and what in particular needs to be
taken into account. This should not just be a DRI.
In some CCGs, there is strict guidance.

Family carers should be provided with
information to understand what happens when

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee agreed that no
evidence was identified on alternative services to refer people
living with dementia to if hospital admission is deemed
inappropriate, and therefore it was not possible to make
recommendations on this topic.

Thank you for your comment. The committee noted that the
list of factors given here were only examples, and there were
many other factors that would need to be taken in to account
in individual cases. The specific examples on the list were
chosen by the committee as those they agreed were likely to
be the most common problems encountered.

Thank you for your comment. The committee agreed that
providing accurate and timely information was important for
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14
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02/01/2018-13/02/2018

Comments

they take on a caring role to enable choice.
Identifying a circle of support for carers who are
able to spread the burden of the caring role and
incorporating this into the care plan would make
an immense difference to the lives of carers.

Carers often do not know how to register on a GP
or Local Authority list as a person’s carer — this is
immensely important as it helps to flag and
recognise their status, allowing the carer more
time and resource.

Over a quarter (27%) of carers say that no one has
provided them with advice or support about
caring for someone with dementia (Alzheimer’s
Society Turning up the volume report, 2017).

There needs to be a mechanism for recognising
carers and signposting them to this support.
Young carers and vulnerable adults who become
carers should be referenced here.

Support and training for carers is positive but this
point is quite generic. There is a question

Consultation on draft guideline - Stakeholder comments table

Developer’s response

carers of people living with dementia, but that in absence of
any information on what should be provided and when, it was
not possible to make specific recommendations on this topic.

Thank you for your comment. The committee agreed that
providing accurate and timely information was important for
carers of people living with dementia, but that in absence of
any information on what should be provided and when, it was
not possible to make specific recommendations on this topic.

Thank you for your comment. The committee agreed that
providing accurate and timely information was important for
carers of people living with dementia, but that in absence of
any information on what should be provided and when, it was
not possible to make specific recommendations on this topic.

Thank you for your comment. The committee noted that the
recommendation included a reference that support should be
“tailored to their needs and preferences and to what they
want it to achieve (for example, providing information on
carer’s employment rights for carers who work or want to
work).”

Thank you for your comment. The committee disagreed that
this recommendation was generic, and noted there were
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02/01/2018-13/02/2018

Comments

regarding who would administer the training and
at what level (e.g. Tier 1 or Tier 2). The training
would also need to be individualised. Training
often provides a significant amount of
information but for carers this needs to be
condensed so it’s not an overload.

Carers should also be given information, at the
point of diagnosis.

Supporting carers should include financial and
legal advice

This could also include prevention, recognition
and management of delirium.

This could be improved by changing this to:
‘specialist training in how to provide support and

Developer’s response

specific intervention packages (such as the START intervention
referenced in the full guideline) that were available to
implement this recommendation in a very structured way.

Thank you for your comment. The committee noted that the
recommendations on providing information did include that
carer and family members should be provided with
information (if appropriate), as well as people living with
dementia.

Thank you for your comment. The committee noted that the
recommendations on providing information did include that
carer and family members should be provided with
information (if appropriate), as well as people living with
dementia, and this would include financial and legal advice, if
appropriate.

Thank you for your comment. The committee discussed this,
but agreed that due to the potential high cost impact of widely
delivered carer training, it was important to focus the
recommendations on areas with robust evidence of
effectiveness and cost effectiveness, and few of the studies
included specifically included carer training in delirium

Thank you for your comment. The committee noted this
suggestion, but agreed the current wording of the
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Stakeholder Document

No No
Alzheimer’s Society Short 26
Alzheimer’s Society Short 26 2-3
Alzheimer’s Society Short 26 10

Page Line

20-28

02/01/2018-13/02/2018

Comments

care, including how to understand and respond to
changes in behaviour, that is tailored to diverse
groups, and tailored along the dementia pathway’

We understand that there is other NICE guidance
on moving to different care settings, however,
these do not focus specifically on dementia.
People with dementia experience different issues
when moving to different care settings, compared
to those that do not have dementia, and so this
guidance could be expanded to focus on these
issues and consider a dementia perspective on
moving.

The first two bullets of this section should be
swapped around.

This statement is too broad — does this mean cost
effective or effective in the form of the
intervention, or both? Group sessions should be
tailored to meet the needs of the person and
culturally appropriate, e.g. reflecting the needs of
the LGBT, BME or travelling community.

Consultation on draft guideline - Stakeholder comments table

Developer’s response

recommendation most accurately reflect the evidence upon
which this recommendation was based.

Thank you for your comment. The guideline did look for
evidence on how transitions should be managed for people
living with dementia. However, the evidence found for this
review question was not sufficient to allow any
recommendations to be made, and it was for this reason the
guideline chose to make cross-references to the existing NICE
guidelines on transitions between care settings, rather than
different recommendations being made for this guideline.

Thank you for your comment. This has been changed as
suggested.

Thank you for your comment. The committee agreed the
evidence available, from both subgroup analyses of the RCT
data and the meta-regression model, showed that on average,
group sessions were more effective than individual, telephone
or online sessions.

However, the committee also agreed both that the group
sessions would need to be appropriately tailored to the
individuals attending them, and that this format would not be
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Comments

The carers assessment should mention care act
advocacy, and support should be provided to
carers to do the assessment. The assessment
should have a vision of what to do at point of
crisis and reference the dementia journey such as
palliative care planning. The assessment should
enable capturing of data around behaviours that
challenge to provide context where additional
support is required.

Overall, the guidance in this section is not very
clear. It would be quite difficult to use this
guidance to ensure stakeholders are following
good practice of transition between care settings.
If the guidelines were more detailed, they would
provide a better guide for developing a good
standard of care at a local level.

advisory committees
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Consultation on draft guideline - Stakeholder comments table

Developer’s response

the most suitable for all individuals, due to differences in their
circumstances and preferences. They therefore agreed it was
appropriate for the recommendation for group sessions to be
kept at the weaker “be aware” level, and that the guideline
should also recommend support for carers is “provided in a
format suitable for them (for example individual or group
sessions, or online training and support)”, to ensure this is not
taken as a blanket statement that group sessions are the most
appropriate format for all carers.

Thank you for your comment. The committee agreed that, in
the absence of any evidence being identified, it was not
possible to give recommendations on what the content of a
Carer’s assessment should be, or how they should be
conducted.

Thank you for your comment. The guideline did look for
evidence on how transitions should be managed for people
living with dementia. However, the evidence found for this
review question was not sufficient to allow any
recommendations to be made, and it was for this reason the
guideline chose to make cross-references to the existing NICE
guidelines on transitions between care settings, rather than
different recommendations being made for this guideline.

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or

108 of 717



Stakeholder

Alzheimer’s Society

Alzheimer’s Society

NI CE Rants Sestence

Dementia: assessment, management and support for people living with dementia and their carers

Document

Short

Short

Page
No
26
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15
and
28
3

02/01/2018-13/02/2018

Comments

Just to note that NHS England now prefer the
term ‘replacement’ care to ‘respite’ care.

Any or all training should be based on or around
the Dementia Training Standards (formally
known as the Dementia Core Skills Education
and Training Framework). The Standards were
developed and are supported by many national
bodies in health and social care such as Health
Education England and Skills for Care. There
should be reference to the three ‘tiers’ in the
Standards.

Our investigation for our Fix Dementia Care:
Homecare report found that 38% of homecare
workers do not receive any dementia training
and most (71%) do not receive dementia
training that is accredited. Only 2% of people
affected by dementia say homecare workers
‘have enough dementia training’. The report
found this lack of appropriate training had
consequences including emergency admission
to hospital from a failure to identify infections,
ineffective safeguarding procedures in place,
and care workers refusing to make further visits
to someone with dementia as they felt

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. Since respite care is still the
more commonly used term, it was agreed to be appropriate to
maintain that for clarity.

Thank you for your comment. The committee decided not to
refer to the Dementia Core Skills Education and Training
Framework document as part of the recommendations
themselves, as these needed to be based on the evidence
identified from the literature review. However, it was agreed
to be appropriate to refer to this document within the list of
relevant other guidance at the start of the document,
alongside other Department of Health frameworks.
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Page Line

Stakeholder Document
No No

02/01/2018-13/02/2018

Comments

unprepared and helpless. This highlights the
need for appropriate training.

Alzheimer’s Society Short 27 3 There should be reference made to a recent piece
of work undertaken by Professor Claire Surr at
Leeds Beckett University, looking into (and
funded by the Department of Health) “What
works?” in dementia training.

For example training most likely to be effective:

Includes face-to-face delivery using
group-based activities and discussion

Is tailored to the staff attending so it is
relevant to their role and service setting

Is delivered by an experienced facilitator

Combines theory/knowledge with
opportunities to apply learning through
practice/practice-based activities

Is of at least three hours duration with
longer programmes more likely to be
effective

Alzheimer’s Society Short 27 3 There should be a clear link made to the co-
existence of dementia with other health

Developer’s response

Thank you for your comment. This study did not meet the
inclusion criteria for the review question on staff training
(which included randomised controlled trials and systematic
reviews of randomised controlled trials) and therefore it was
not possible to include this work as part of the guideline.

Thank you for your comment. The committee discussed this,
but agreed that due to the potential high cost impact of widely
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02/01/2018-13/02/2018

Comments

conditions e.g. mental health problems,
diabetes etc. and for all health and social care
staff/multi-disciplinary health teams to receive
training on how these conditions co-exist. This
holistic approach should allow for a more
person centred and considered view of an
individual’s care and support needs.

There should be greater acknowledgement,
training (blended learning) and support for the
role carers can play whilst also recognising the
impact on their own mental wellbeing.

Alzheimer’s Society is the UK’s leading support
and research charity for people with dementia,
their families and carers. We provide information
and support to people with any form of dementia
and their carers through our publications National
Dementia Helpline, website and more than 2,000
local services. We campaign for better quality of
life for people with dementia and greater
understanding of dementia. We also fund an
innovative programme of medical and social

advisory committees
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Developer’s response

delivered staff training, it was important to focus the
recommendations on areas with robust evidence of
effectiveness and cost effectiveness. On this basis they agreed
it was not possible to include more detailed recommendations
in this section of the guideline than those currently included.

Thank you for your comment. The committee discussed this,
but agreed that due to the potential high cost impact of widely
delivered staff training, it was important to focus the
recommendations on areas with robust evidence of
effectiveness and cost effectiveness. On this basis they agreed
it was not possible to include more detailed recommendations
in this section of the guideline than those currently included.
Thank you for taking the time to comment on the guideline.
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02/01/2018-13/02/2018

Comments

research into the cause, cure and prevention of
dementia and the care people receive.

We welcome the update to the dementia
guidelines and the important opportunity this
presents for improving care and support for
people with dementia and carers. To inform our
response to the draft guidelines, we consulted
with over 30 experts including researchers, health
and social care practitioners, policymakers, and
people with dementia and carers, as well as
utilising our own organisational insight and
expertise to inform our response.

As a whole the guidance is quite vague, without
enough detail to implement many of the
recommendations in practice.

Much of the guidance doesn’t seem to account
for the reality of practice and capacity, and
without additional resource, much of the
guidance will be difficult to implement.

In many cases it is unclear who the

recommendation is for, which could be an
additional barrier to translation into practice. It

advisory committees
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Developer’s response

Thank you for your comment. The committee noted that the
recommendations made in the guideline were as specific as
was possible from the evidence available. They agreed that a
number of the recommendations made would have resource
implications, and agreed this made it even more important
that those recommendations be based on robust evidence to
make clear the potential costs are justified by the benefits.
The committee agreed that in a number of areas the evidence
did not enable them to be specific about who should carry out
recommendations. The evidence on case management
involved studies where this was done by social workers, nurses
and occupational therapists, and it was not possible to identify
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also appears that much of the guidance is more
useful to commissioners than to practitioners,
linked to the point above that more resource is
required to deliver much of the guidelines.

Additionally the order of some sections,
particularly the diagnosis section, is quite
confusing and could present a further barrier to
following the guidance in practice.

Without greater clarity and direction much of the
guidance may have little impact on current
practice.

There seems to be a general retreat from the
previous guidelines where some sections are no
longer included, which has left unfortunate gaps.

There are some key omissions of care in certain
settings, in particular care in hospitals, at home,
and in care homes. We recognise that there are
other guidelines that cover general provision of
care in these settings, but believe that the needs
of people with dementia require sufficiently
different practice to justify specific
recommendations within these guidelines.
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Developer’s response

which of these was the most appropriate model of care.
However, in situations where evidence was available, the
committee tried to be as specific as possible in the
recommendations made. In other situation, the committee
agreed it would be up to local decision makers to decide how
best to implement the advice given.

Some ordering changes have been made to various sections of
the guideline (including that on diagnosis) to try and address
the concerns raised around clarity.

Thank you for your comment. The committee noted that in
many areas the evidence base only covered people in a
particular setting (e.g. the majority of the evidence on staff
training came from people living in care homes). The
committee agreed that wherever possible it was appropriate
to try and extrapolate this evidence to the more general
population of people living with dementia, as otherwise there
was a risk of particular groups or dementia subtypes not being
covered, solely because studies happened not to have been
done in those populations.

They agreed this in places led to a lack of specific
recommendations for different settings, but believed this was
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The lack of guidance on care homes means a
significant population of people with dementia
are being missed.

70% of care home residents are people living with
dementia (Prince M, Knapp M et al (2014).
Dementia UK: Update, Alzheimer’s Society). This
is around 280,000 people in the UK. The current
guidelines provide some recommendations for
care homes (1.1.10 in current guidelines) -
including the importance that design of built
environments for living in meet the needs of
people with dementia, and factors that should be
paid attention to including size of units, mix of
residents, skill mix of staff, a supportive and
therapeutic environment. At a minimum this
previous guidance should be reinstated. There is
also new evidence in relation to care homes that
could be considered. Randomised trial evidence
(Ballard et al, 2018
https://www.ncbi.nlm.nih.gov/pubmed/2940890
1) arising from a large NIHR (WHELD) programme
grant has underlined the benefit of person-

centred approaches in nursing settings. This study

aimed to evaluate the efficacy of a person-
centred care and psychosocial intervention

incorporating an antipsychotic review, WHELD, on

Consultation on draft guideline - Stakeholder comments table

Developer’s response

a more acceptable situation than for whole situations not be
covered due to a lack of evidence.

The committee also noted that many of the recommendations
made (such as those around staff training and managing non-
cognitive symptoms) were of direct relevance to care homes,
and much of the evidence underpinning these
recommendations was based on people living in care homes.
The committee noted there is considerable ongoing research
around dementia care and how this should be organised in
different settings, and agreed that the publication of this
evidence should make it possible to make more specific
recommendations in future updates of the guideline.

The specific study you cite (Ballard 2018) was published after
the cut-off date for evidence to include within the guideline.
However, this reference has been passed to the NICE
surveillance team for consideration in planning future updates
of the guideline.
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Qol, agitation, and antipsychotic use in people
with dementia living in nursing homes, and to
determine its cost. These findings suggest that
the WHELD intervention confers benefits in terms
of Qol, agitation, and neuropsychiatric
symptoms, albeit with relatively small effect sizes,
as well as cost saving in a model that can readily
be implemented in nursing homes.

The lack of guidance on home care means a
significant part of the dementia journey is being
missed.

An estimated 60% of people receiving homecare
services have some form of dementia (UKHCA,
2013). This is around 400,000 people in England.

Care in hospitals is commented on later.

The guideline scope document says that people
with a confirmed diagnosis of mild cognitive
impairment (MCI) will not be covered by this
guideline. However the boundary between
dementia and MCl is not always clear cut.

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The diagnosis and management
of mild cognitive impairment was not within the scope of this
guideline, and therefore it was not possible to make
recommendations on this topic. A number of stakeholders
have raised this as an important issue needing guidance, and
this feedback has been based to the commissioning team
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People who have MCl are also at an increased risk | within NICE for consideration when the topics of future

of going on to develop dementia (around 39% of | guidelines are discussed.

those diagnosed with MCI in specialist settings

and 22% in population studies develop dementia

over the subsequent 3 to 10 years compared with

3% of the population without MCI at the same

age - Lancet commission). We therefore think it is

important that people with MCl are considered

within this guideline. As per the current version of

the guideline, people with MCI should be offered

follow-up to monitor cognitive decline and other

signs of possible dementia in order to plan care at

an early stage (1.3.3.3. in current guidelines). It

could also be added that a diagnosis of MClI

provides an opportunity for making lifestyle

changes to reduce the chances of MCl progressing

to dementia. The Lancet commission calculated

that 21.7% of dementia progression from mild

cognitive impairment is potentially preventable

by eliminating poor diet, diabetes, and

neuropsychiatric symptoms (assuming these are

risk factors for, not symptoms of, or the result of,

dementia), whilst recognising that more research

is needed in this area.

MCI also isn’t currently covered by any other NICE
guidelines.
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Alzheimer’s Society full Gener | gener | The guidelines have removed mention of review Thank you for your comment. This guideline did not contain a
al al and treatment of vascular and other modifiable review question on the prevention of dementia, or risk factors
risk factors in middle aged and older people (for for the development of dementia, and therefore it was not
example, smoking, excessive alcohol possible to make recommendations on this topic.
consumption, obesity, diabetes, hypertension and
raised cholesterol) and there is no mention at all
of risk in these new guidelines. With the Lancet
commission on dementia reporting that 30% of
cases of dementia are potentially avoidable
through modifiable lifestyle factors, it is
important that risk factors are recognised within
these key dementia guidelines.

Alzheimer’s Society Full Gener | gener | There is an omission of the importance of the Thank you for your comment. Evidence on modifications of the
al al physical environment, which can affect aspects of | physical environment was looked for in the section of the
assessment, management and support in general | guideline on maintaining independence and reducing risk. Only
(i.e. a noisy or poorly lit room during assessment). | a very limited amount of evidence was identified on this issue,

The environment is only mentioned briefly in and none that the committee believed was robust enough to

managing non-cognitive symptoms (1.7). be able to use to make recommendations. The particular
report you cite was not included as evidence, due to not being

There is evidence on the environment from the published in a peer-reviewed journal. However, the committee

Kings Fund’s Enhancing the Healing Environment | did agree this was an important issue, and one that should be
(EHE) Programme (funded by the Department of | considered in future updates of the guideline.

Health) and the Association for Dementia Studies | The committee also noted that the guideline did make a

at the University of Worcester. number of recommendations around staff training, and that
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Through its work with over 250 care
organisations, the EHE Programme has created a
solid body of evidence to support the design of
environments which promote well-being. Projects
have demonstrated that relatively inexpensive
interventions, such as changes to lighting, floor
coverings and improved way-finding, can have a
significant impact. Evaluation has shown that
environmental improvements can have a positive
effect on reducing falls, violent and aggressive
behaviours (as well as improving staff recruitment
and retention). The EHE schemes have shown
that it is possible to improve the quality and
outcomes of care for people with dementia as
well as improve staff morale and reduce overall
costs by making inexpensive changes to the
environment of care.

There is an omission of assistive technology that
can support someone to live well.

Consultation on draft guideline - Stakeholder comments table

Developer’s response

well-trained staff were likely to be able to respond more
promptly and appropriately in situations where aspects of the
physical environment need to be modified in order to improve
the care and support for people living with dementia.

Thank you for your comment. Evidence on the effectiveness of
assistive technology was specifically looked for as part of the
development of the guideline, but no randomised controlled
trials were identified. The committee agreed it was therefore
not possible to make recommendations on this topic at this
time, but did note that there are a number of ongoing trial in
this area, such as the ATTILA (Assistive Technology and
Telecare to maintain Independent Living At home for people
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with dementia) study. Therefore, it will hopefully become
possible to make recommendations on this in the future when
these studies have published.
Alzheimer’s Society full Gener | gener | There is no mention of inherited dementia and Thank you for your comment. Based on the feedback received
al al referring people for genetic counselling, as at consultation, the committee agreed it was appropriate to
included in the current guidelines (1.3.1.3 and add two new recommendations to the guideline, raising
1.3.1.4 in current guidelines). awareness of the genetic causes of a proportion of both
frontotemporal dementia and early-onset Alzheimer’s disease.
People can experience distress if diagnosed with They agreed that the evidence was not sufficient to make
dementia that is likely to have a genetic cause — specific recommendations on how this should be managed, but
worried about children they have, or about future | that, in line with elsewhere in the guideline, they would expect
reproductive choices. equivalent advice and support be provided to people
diagnosed with dementia as those within and other genetic
condition.
Alzheimer’s Society full Gener | Gener | The guidelines don’t address the issue of people Thank you for your comment. The committee agreed that
al al that have obvious cognitive impairment but there was no evidence identified within the guideline that
don’t want a diagnosis. This can have huge would enable them to make recommendations, but agreed this
consequences for the individual, can be hugely was a relevant issue. As noted within the committee’s
challenging to families and can present ethical discussion of the evidence for the diagnostic section; “the
issues too. This can be very challenging for GPs committee commented that it was also important to consider
and guidance in this area would be welcomed. situations where a patient may not want a referral for an

assessment/diagnosis, and the potential disadvantageous
outcomes that might result from this choice (e.g. problems
with obtaining support, care and treatment).”
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Discrimination, by reason of a dementia
diagnosis, is not mentioned. The Equality Act is
not listed on page 6 as a relevant piece of
legislation, although it is referred to on page 8 in
the context of provision of information about
employment rights.

There is no acknowledgement of individuals’
psychological, cultural, religious and spiritual
needs. These can play an important part in many
aspects of assessment, management and support
for people affected by dementia and should be
represented in this guidance.

There is hardly any acknowledgement of people
from BAME communities regarding assessment,
management and support. The only references

are in relation to treatment but there should be

advisory committees

Naotional Instiiute for
Health and Care Excellence

NIC

Dementia: assessment, management and support for people living with dementia and their carers

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee agreed the
Equality Act was a relevant piece of legislation, and this has
now been added to the section you mention on page 6.

Thank you for your comment. The committee agreed that
these were all important issues that should be addressed in
care for people living with dementia, and these were all
constituent parts of the recommendations on encouraging
people to express their own views and opinions, and on
tailoring both information and support to the individual.
However, the committee agreed that no specific evidence was
identified on how care should be modified to best address
people’s cultural, religious and spiritual needs, and therefore it
was not possible to make directive recommendations on how
best to manage these issues.

The committee noted these were also important issues to
consider around the support provide to carers, and that
“emotional and spiritual wellbeing” are mentioned in the
section on providing support to carers of people living with
dementia.

Thank you for your comment. The committee agreed there
were particular issues around people from ethnic minorities,
both in terms of the general difficulties these groups have in
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appropriate information under diagnosis and
making services accessible.
It is estimated that there are nearly 25,000

people with dementia from BME communities in
England and Wales (2013, APPG on dementia)
and there is an expected seven fold increase in

dementia in BME communities over the next 30
years, compared with a two fold increase in the
white British population, with prevalence in BME
communities expected to grow to nearly 56,000
by 2026 and to over 172,000 by 2051 (APPG,
2013). There is substantial evidence that people
from BME communities are less likely to receive a
diagnosis or are diagnosed at a more advanced
stage of illness than white British people
(Moriarty, Sharif, and Robinson, 2011).

Throughout there should be more guidance to
support integration of services.

Developer’s response

accessing healthcare, and specific issues in relation to care
from dementia.

The committee noted that no specific evidence was found to
enable recommendations on how care should be tailored to
best meet the needs of this group, but agreed the
recommendations on making care accessible to as many
groups as possible and tailoring information and interventions
to the individuals needs and preferences were relevant to this
issue, as were the references in the guideline to relevant
pieces of legislation, including the Equality Act.

The committee also agreed that it was appropriate to draw
particular attention to people (including those from BME
communities) who are less likely to access services for
diagnosis and support. Therefore, an extra bullet point has
been added to the recommendation on making services
accessible, to cover:

“people who are less likely to access health and social care
services, such as people from black, Asian and minority ethnic
groups.”

Thank you for your comment. The guideline contained a
specific review question on the integration of health and social
care services, but only a limited amount of evidence was
identified and the committee agreed it was not possible to
make more directive recommendations than those currently
included.
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Alzheimer’s Society full Gener | gener | We welcome the ‘person-centred care’ section Thank you for your comment. The committee agreed that
al al preceding the recommendations, but there person-centred care should be a key feature underlying all of

should be more mention of ‘person centred’ care | the interactions between staff and people living with dementia

throughout the recommendations themselves. and their carers. They therefore agreed it was most
appropriate to retain this as a standalone section, since
including references to this in some recommendations in the
guideline could have the incidental effect of making the
principles appear less important in those areas where they are
not referenced. An exception to this was made for the
recommendation on staff training, where the committee
agreed that training on person-centred care was sufficiently
important that it should be explicitly mentioned.

Alzheimer’s Society Full 98 The full guidelines recognise that ‘being Thank you for your comment. The committee agreed there was
diagnosed with dementia can be a stressful and not sufficient evidence to make specific recommendations
traumatic experience’ and ‘the importance of around how the diagnostic process should be organised for
guiding people with suspected dementia through | people living with dementia. However, they did agree that a
the assessment process carefully’ (page 98). key aspect was staff being appropriately trained in how to

manage this process. Consequently, they amended one of the
This needs to be reflected in a recommendation recommendations around staff training to make explicit it
in the ‘Diagnosis’ section. covered the diagnostic process. Specifically: “Health and social
care professionals advising people living with dementia
(including those involved in diagnosis) should be trained in
starting and holding difficult and emotionally challenging
conversations.”
Alzheimer’s Society Full 101 The full guidance states that ‘physicians should be | Thank you for your comment. The committee agreed with the

aware of the additional challenges of diagnosing importance of this issue — hence its inclusion within their
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dementia in certain vulnerable groups, such as
people with learning difficulties and Down’s
syndrome, and those people with language and
sensory impairment, lower educational levels and
a low standard of literacy’.

It says the evidence base did not allow specific
recommendations, but that it was ‘agreed that it
was important that people from these more
difficult to diagnose groups should be assessed
by a clinician with specialist skills in those areas,
who would be familiar with the difficulties and
able to make appropriate adaptations to the
process used’.

This is not reflected in the guidelines. We would
suggest a recommendation should be added to
reflect this.

The cross-reference to the NICE guideline on
mental health problems in people with learning
disabilities (1.2.7) is not sufficient to cover this.

The full document says ‘The committee noted
that there can be problems with the
interpretation of imaging data by non-specialists

Consultation on draft guideline - Stakeholder comments table

Developer’s response

discussion of the evidence. However, in the absence of any
evidence as to exactly which people should be diagnosed or
managed within a particular services, they agreed this was not
something that could be included within the recommendations
themselves.

The committee also noted that the majority of people with
moderate to severe learning disabilities and dementia would
be diagnosed and managed with learning disabilities services
rather than standard dementia services, and therefore the
assessment would be conducted by someone who is a
specialist in learning disabilities.

Thank you for your comment. The committee noted that the
text quoted accurately captured their views on this topic.
However, in the absence of any specific evidence on this issue,
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and commented that where scans are requested and the knowledge that there would inevitably be cost
by primary care physicians/nonspecialists, implications to such an approach, they agreed it was not
specialist input should be obtained to help them something that could be included within the recommendations
interpret scan data. This will facilitate faster, themselves.
more accurate diagnosis of dementia and reduce
unnecessary tests and referrals’.
However this is not included in the short
guidelines. Given the benefits outlined here of
specialists interpreting the scans, this should
justify inclusion in the short guidelines.

Alzheimer’s Society Full 125 20 The Mental Capacity Act 2005 code of conduct — Thank you for your comment. This has been changed as
is a code of ‘practice’ suggested.

Alzheimer’s Society Full 131 14 Care needs to be taken in advising people with Thank you for your comment. The committee agreed this was a
dementia that they can change any advance relevant issue, and as part of any discussion around advance
decisions, statements or directives they have decisions, statements or directives very clear information
made in the future. Whilst the evidence indicates | should be given about under what circumstance a person
this can be a reassuring factor there is also the would no longer be able to make changes, due to a lack of
possibility that capacity may be lost such as to capacity.

prevent any change.
A cross-reference has now also been added to the NICE
guideline on decision-making and mental capacity (which is
due to be published in July 2018) that provides additional
guidance on these issues.
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Alzheimer’s Society Full 151 The full document says ‘The committee agreed Thank you for your comment. Whilst the evidence base
that the positive overall findings from the studies | identified did not specifically look at the issue of when a care
on case management provided robust evidence coordinator should start working with a person living with
that there should be a single person responsible dementia, the committee agreed there was no reason (other
for coordinating care. Otherwise, it is common for | than a person living with dementia declining this option) for
health and social care professionals to assume this process to be delayed. As a result of this, the committee
that other members within the team are agreed not to specify any timepoints in this recommendation,
coordinating care when they are not.’ to make clear it applies to all people living with dementia, at

any stage off the condition.
Care coordinators should be notified of people
newly diagnosed with dementia to help prevent
this.

Ashford Place Full 16 45 We are pleased you want to put the person living | Thank you for your comment. The committee agreed that
with the dementia at the centre of the support involving people living with dementia (and their carers) in the
pathway. This would be strengthened by design of services was likely to be a positive future
supporting the development of a service user development.
group who could help you support this model so The also agreed with the points around the importance of a
as not ensure that it is not tokenistic single named professional, and of face to face contact for both

the provision of information, and to allow any concerns to be
The offer of information for people living with raised and addressed. The committee agreed that the
dementia is great but in our experience the recommendations to “provide people living with dementia
service user would prefer face to face contact with a single named health or social care professional who is
from a professional who can explain and guide responsible for coordinating their care”, and to “arrange an
them through their journey, as well as some short | initial assessment of the person’s needs, which should be face
written information pieces. to face if possible” matched with the points raised here.
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The primary request from our service users is that
they have a named professional throughout their
journey, not just after diagnosis and not just once
a year with a review. Diagnosis is very scary and
unlike patients with e.g. cancer they are not given
someone who they can rely on and help them
navigate through services and support.

What “meaningful care” means is open to debate.
It would be helpful to define this further —
meaningful to whom? And how can
meaningfulness be measured or ensured?
Perhaps tying this in with the principles of person-
centred care might be useful? For example, using
the term ‘person-centred care’ as this is
specifically defined, might be more helpful. If
‘meaningful care’ differs from person-centred
care, it is important to know how it differs.

We welcome recognition of “the importance of
relationships and interactions with others to the
person living with dementia, and their potential
for promoting wellbeing.”

The comment “Finally, the principles emphasise
the importance of taking account of the needs of
carers (whether they are family and friends or
paid care-workers) and supporting and enhancing

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee agreed it was
appropriate to retain this wording, as it is a reflection of what
it is describing in the Prime Minister’s Challenge.

Thank you for your comment and your support for this section.

Thank you for your comment. The format used here is solely
chosen to make a demarcation between the points around the
person living with dementia, and the point around carers.
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their input.” This is not listed as a bullet point
and may lead to it being given lesser importance
than the principles of person centred care. We
think consideration should be given to this point
being presented as a bullet point, too.
Association for short 8 15 Refers to offering people information about local | Thank you for your comment. The committee agreed that all of
Family Therapy and support groups. Does this refer to support groups | these groups would be relevant to mention, and it would
Systematic Practice for people with dementia, family members, whole | depend on what services are available in the local area.
in the UK families or carers or all of these groups? Would
be helpful to have more definition / prompts.
Association for short 15 21-22 | This says: Do not offer interpersonal therapiesto | Thank you for your comment. The committee agreed that your
Family Therapy and treat the cognitive symptoms of mild to moderate | interpretation of this recommendation is correct. The
Systematic Practice Alzheimer’s disease. We assume that this recommendation is solely that interpersonal therapy not be
in the UK recommendation does not rule out using a offered to treat “the cognitive symptoms of Alzheimer’s
systemic / family therapy approach to families disease.” If people living with dementia had another condition
with conflict and distress related to the diagnosis | or problem for which interpersonal therapy were indicated,
of dementia in a family member. This may be the committee agreed it would be correct to offer them to
covered by the statement on page 4 lines 20-21 people living with dementia in the same way as those without.

“The guideline does not cover every aspect of
dementia care or support, or areas where
recommendations would be the same for people
with or without dementia.” However in our
opinion, dementia can add a specific burden in
terms of likelihood for family conflict and the
resultant distress to both the person living with
dementia and their family member. This is an
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area where systemic therapists working in older
people’s services have particular expertise and
consideration of this therapeutic avenue might be
worth including in the guideline.

Says: Health and social care professionals
advising people living with dementia should be
trained in starting and holding difficult and
emotionally challenging conversations. This might
have considerable training and cost implications.

‘If Alzheimer’s disease is suspected, include a test
of verbal episodic memory in the assessment.’
This is sound advice, that would be improved by
examples of the type of tests that the committee
had in mind as being helpful. These might range
from the 3 item free recall on the MMSE, the
name and address on the ACE-R to sub-tests of
the Wechsler Memory Scale. However, we are
concerned that readers might gain the impression
that a cognitive test in a single domain suffices in
a diagnostic assessment. In cases where the
diagnosis is not clear cut, a neuropsychological
assessment covering the whole range of cognitive
functions is needed (to assess global impairment),
and in straight-forward cases a wide-ranging scale
such as the ACE-R may serve this purpose. Thus

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee noted this
concern, but agreed the clear evidence that this training was
effective in improving the experience of people living with
dementia justified its inclusion in the recommendations.

Thank you for your comment. The committee agreed the
evidence did not enable them to identify a preferred verbal
episodic memory test to recommend. However, to address the
concerns about this being undertaken at the expense of more
detailed testing, two changes have been made to the
recommendations.

First, reference has been added to “cognitive testing” as part of
the initial specialist assessment, to make clear the verbal
episodic memory test should be part of broader cognitive
testing. Secondly, a specific recommendation has been added
around formal neuropsychological testing for people with an
unclear diagnosis:

“Consider neuropsychological testing if it is unclear:

e whether or not the person has cognitive impairment

e whether or not their cognitive impairment is caused by
dementia or
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Bangor University Full 108 4,14-
16
Bangor University Full 109 9-24

02/01/2018-13/02/2018

Comments

this recommendation — the only one regarding
cognitive assessment in a specialist setting — runs
the risk of being misleading.

We were surprised not to find any mention of the
GP-Cog (Brodaty et al 2002; JAGS), which has the
advantage over other scales of having a brief
informant questionnaire built in — easier to
administer in primary care than IQCODE. For
primary care use, | think this scale should be
considered.

‘If the diagnosis is uncertain and Alzheimer’s
disease is suspected...” ; in this section new
diagnostic procedures are being recommended
that appear to us to be beyond the capacity of the
memory assessment services with which we have
worked over many years. We would welcome
clarity as to what is meant by ‘if the diagnosis is
uncertain’; does this mean a) that it is uncertain
whether or not the person has a dementia or b)
the sub-type of dementia is uncertain? If the

Consultation on draft guideline - Stakeholder comments table
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e what the correct subtype diagnosis is.”

Thank you for your comment. The committee were aware of
the use of the GPCOG in practice. However, they noted that
the GPCOG has only been tested as a screening test, and no
evidence currently exists on the accuracy of the test in a
population of people with suspected dementia.

The committee noted that studies are likely to find better
diagnostic accuracy in an unselected population than one with
suspected dementia (as many people in the study will have no
cognitive impairment, and therefore will be easily classified by
the test), and therefore agreed it was appropriate to
recommend only those tests shown to have sufficiently good
properties in the relevant population.

Thank you for your comment. The committee noted there are
issues around access to imaging and CSF examination in certain
areas, but agreed the evidence showed these test could be of
diagnostic value in some cases, and therefore were
appropriate to include in the recommendations.

The committee noted that the ‘consider’ recommendation for
CSF examination came at the end of the diagnostic pathway,
and would consequently only be of relevance for the small
number of people who still did not have a diagnosis after all
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latter, then we wonder what the cost-benefit
analysis of sub-type determination is — especially
for older age groups, where it is well-established
that mixed sub-types are the norm, and where, as
the draft guideline states CSF evaluation is less
accurate. There needs to be a balance between
full investigation and the benefits gained,
determined on a case by case basis. In the hard
working, accredited memory services we have
worked with, one of the factors in extending the
period required for a diagnosis to be made has
been the waiting time for ‘specialist’
investigations such as MRI scans. More resources
would be needed for timely access to the new
investigations recommended here, and we would
suggest that these resources might be equally, if
not more, valuable used in providing post-
diagnostic support for those who are diagnosed.
We have looked at the recommendations, and
the underlying rationale, in some detail, because
we have participated in many of the largest UK
trials of approaches including cognitive
stimulation, reminiscence and cognitive
rehabilitation. We have also led the Cochrane
reviews of cognitive stimulation (2012) and of
reminiscence therapy, which is due to be

Consultation on draft guideline - Stakeholder comments table
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the prior possible diagnostic steps had been considered.
However, they noted that a number of stakeholders had
interpreted this recommendation as bringing CSF earlier in the
diagnostic pathway, and to counter that conception agreed it
was appropriate to add an additional recommendation before
all of those on imaging and biomarkers. Specifically:

“Only consider further diagnostic tests if:

e it would help to diagnose a dementia subtype and

e knowing more about the dementia subtype would change
management.”

Thank you for your comment. Please find below a response for
each of the papers you cited.

Thank you for pointing out the error with the Woods data —
this has now been corrected wherever it appeared.

Regarding Eritz (2015), there was variability between the
different non-pharmacological interventions. Therefore,
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published early March 2018. We appreciate the
huge volume of work that has gone into the
reviews and meta-analyses in the draft guidelines,
and the complexity of interpreting the world-wide
literature.

In relation to reminiscence therapy, the Cochrane
review has drawn on a similar pool of studies,
although some different decisions have been
made regarding studies to include in meta-
analyses. We noted that (appendix H, p120)
Woods 2012/2016 is included in studies using the
ADCS-ADL —this is incorrect. We also noted that
(appendix H, p124) Eritz et al are included in the
individual reminiscence therapy analysis — our
reading of this paper suggests that the study did
not include any formal reminiscence work with
individual patients. Leaving aside any errors or
differences in interpretation, our overall results
are similar. We found overall a very small effect
on cognition (14 studies SMD 0.11; 95%CI 0.00 to
0.23) and no overall effect on quality of life. The
smaller number of studies (nine) using the MMSE
showed a mean difference of 1.87 points (95%Cl
0.54 to 3.20). However, we found a great deal of
inconsistency, and as well as the individual v
group v joint reminiscence sub-group analyses

Consultation on draft guideline - Stakeholder comments table
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interventions were grouped together into categories if they
shared the same characteristics. For example, Eritz (2015)
evaluated a life history intervention involving semi structured
interviews with people living with dementia and/ or a proxy
family carer or relative regarding residents’ childhood, friends,
personality and life events. This life intervention was
categorised as reminiscence therapy which also uses life
stories to improve psychological well-being.

The overall quality of life SMD at follow-up (0.26, 95%Cl 0.03 to
0.49) was downgraded for impression because 95% Cl crossed
1 line of a defined MID interval.

The committee has reconsidered the evidence base around
CST and reminiscence therapy, and come to the conclusion
that there were errors in the recommendations made in the
draft guideline, both in equating CST and reminiscence
therapy, and badging both under the heading of structured
group activities. The committee agreed the evidence base was
stronger for CST (as a manualised intervention) than for
reminiscence therapy, both in terms of effectiveness and cost-
effectiveness. The committee therefore agreed it was
appropriate to split this in to two separate recommendations,
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that NICE have undertaken we found that
whether the study used a care home population
or a community sample made some difference to
the results obtained. In care homes, there was an
improvement in quality of life (3 studies; SMD
0.46; 95%Cl 0.18 to 0.75), but not in community

settings.

In relation to cognitive stimulation, the effects on
cognition are well-established, and there was also
—in our view more importantly - an effect on
quality of life in our 2012 Cochrane Review. We
consider this case has been strengthened by the
Orrell et al 2014 maintenance cognitive
stimulation study. Examining the meta-analyses
of this outcome for cognitive stimulation
(appendix H, pp. 102-103), it appears that the
mid-point evaluation in this study has been
included as ‘postintervention’ and the final
evaluation, at the end of the 6 months of once a
week sessions has been included under ‘follow
up’. We note that the overall quality of life SMD
at follow-up is 0.26 (95%Cl 0.03 to 0.49), which
would appear to be above the pre-determined
threshold of 0.2 for a meaningful clinically
important difference, and so we would suggest
that this provides evidence for the broader effect

Developer’s response

a stronger recommendation for CST and a weaker
recommendation for reminiscence. Specifically:

“Offer group cognitive stimulation therapy to people living
with mild to moderate dementia.

Consider group reminiscence therapy for people living with
mild to moderate dementia.”
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of cognitive stimulation, beyond cognition. We
have previously shown, of course, that the
changes in cognition mediate the changes in
quality of life in cognitive stimulation groups
(Woods et al; 2006 Aging & Mental Health, 10,
219-226). We note that the improvement
specifically on the QoL-AD is 1.87 points, which
falls short of the 3 point difference the committee
established as the MID for this scale —this is a
tough test, reflecting an SMD of around 0.5.

In summary, we are suggesting from our
examination of the evidence that:

a) The committee distinguish between the
benefits of interventions for people with
mild to moderate dementia living in care
homes, compared with those living in the
community.

b) The committee recognise the effects of
cognitive stimulation on quality of life as
well as on cognition.

It is noteworthy that in the maintenance cognitive
stimulation trial (Orrell, 2014), no difference in
outcomes between care home and community
settings was found, so this is probably an issue
largely for reminiscence therapy.
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We have read with interest the committee’s
thinking that has led to recommendation 75. We
do not consider that the recommendation to
include elements of cognitive stimulation and
reminiscence therapy in structured group
activities is supported by the evidence, and
cannot be justified on the basis that cognitive
stimulation includes elements of reminiscence.
These are distinct groups of approaches, each
with a large body of work beyond RCTs
developing understanding of concepts and
mechanisms of change. Reminiscence in
particular comes in many shapes and forms, with
individual life story books probably the most
promising aspect for the future. Where cognitive
stimulation considers aspects of the person’s life
story, this is brought into the present and changes
over the years highlighted.

There is one study that does include a mixture of
reality orientation (an early form of cognitive
stimulation), reminiscence and physical exercise
(Tanaka 2017) that has been included in the NICE
meta-analyses as a reminiscence study, but the
evidence from this small study does not appear to
us strong enough to recommend a mixed
treatment approach of this type.
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A mixed treatment needs development and
evaluation in its own right; we cannot imagine a
similar recommendation being made for
psychological therapies in other domains, where
generally the evidence suggests that following
one model produces the best results (even if the
choice of model is less crucial).

We note that the committee consider it possible
that any effects of these interventions is due to
effects not specific to the actual treatment
modality e.g. simply meeting as a group. We
considered this possibility in our 2012 Cochrane
review of cognitive stimulation, and were not able
to identify different outcomes for those studies
with some form of attentional control.

We are also concerned regarding the
recommendation being restricted to those not
already accessing them (structured group
activities). If they are currently being offered, this
is typically as a result of the 2006 NICE guideline
and resulting MSNAP accreditation criteria. Any
recommendation regarding future availability of
psychosocial intervention groups does not need
this restriction.
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We also note that the committee consider the
interventions discussed here as being ‘intensive’
(p 299). We note that the interventions both in
the REMCARE and maintenance cognitive
stimulation trial comprised one session a week,
and we would suggest this is hardly intensive in
the context of dementia. Early studies for
example delivered sessions up to 5 days per
week.

In conclusion, we would re-frame the
recommendation as follows:

“Offer structured group activities, including
cognitive stimulation groups and reminiscence
groups, to people living with mild to moderate
dementia in care homes and cognitive
stimulation groups to people living with mild to
moderate dementia in community settings.”

Fronto temporal dementia should be included
here
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Thank you for your comment. This has been included as

suggested.
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Apart from the assessment of verbal episodic
memory if a diagnosis of Alzheimer’s disease is
suspected, there is no mention of the use of
cognitive assessment. This is a serious omission.
In addition to being an important route to
diagnosis and to the identification of subtypes of
dementia, cognitive assessment should be able to
answer questions that people have about their
cognitive abilities and provide them with an
account of their strengths and weaknesses
(Clinical Psychology in the Early Stage Dementia
Care Pathway, The British Psychological Society,
2014).

Apart from the assessment of verbal episodic
memory if a diagnosis of Alzheimer’s disease is
suspected, there is no mention of the use of
cognitive assessment. This is a serious omission.
In addition to being an important route to
diagnosis and to the identification of subtypes of
dementia, cognitive assessment should be able to
answer questions that people have about their
cognitive abilities and provide them with an
account of their strengths and weaknesses

Consultation on draft guideline - Stakeholder comments table
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Thank you for your comment. The committee noted this
concern, and agreed the recommendation on initial
assessment in specialist settings should be expanded to
mention cognitive assessment, specifically: “Diagnose a
dementia subtype (if possible) if initial specialist assessment
(including a neurological examination and cognitive testing)
confirms cognitive decline and reversible causes have been
ruled out.”

They also agreed it was appropriate to add a specific mention
around neuropsychological testing for people with an unclear
diagnosis to this section:

“Consider neuropsychological testing if it is unclear:

e whether or not the person has cognitive impairment

e whether or not their cognitive impairment is caused by
dementia or

e what the correct subtype diagnosis is.”

Thank you for your comment. The committee agreed it was
appropriate to make 2 modifications to the recommendations
to address this concern. First, a reference to cognitive testing
has been added as part of the initial assessment in specialist
services. Secondly, an additional recommendation has been
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‘Specialist clinicians are those with appropriate
knowledge and skills and include secondary care
medical specialists (for example psychiatrists,
geriatricians and neurologists) and other
healthcare professionals (for example GPs, nurse
consultants and advanced nurse practitioners)
with specialist expertise in diagnosing and
treating Alzheimer's disease’.

This list does not fully reflect a multi-disciplinary
approach to assessment, management and
support for people with dementia and requires
the specific inclusion of Clinical Psychologists and
Occupational Therapists, both of whom have
essential roles in the delivery of these services.

Can the statement be broadened to include
staging and causes of disease — even if they are in
an earlier stage of the disease continuum (eg
prodromal AD)

Consultation on draft guideline - Stakeholder comments table
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added around the use of neuropsychological testing;
specifically:

“Consider neuropsychological testing if it is unclear:

e whether or not the person has cognitive impairment

e whether or not their cognitive impairment is caused by
dementia or

¢ what the correct subtype diagnosis is.”

Thank you for your comment. The committee were keen to
point out that this definition solely referred to the question of
who should give advice before pharmacological treatment for
Alzheimer’s disease is started. It was not intended as a more
general statement around who would count as a specialist
clinician. The final version of the guidance should make this
point clearer.

Thank you for your comment. The committee agreed there
were many factors that would influence the information
relevant to a person at a given time, and that the terms
“circumstances” and “stage of their condition” appropriately
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Would it be useful to suggest some criteria for
when to suspect dementia? Eg cognitive
complaint, care giver feedback

We would highlight the importance of these
biomarkers (and additional ones, such as amyloid
PET) earlier in the disease continuum, especially
with possible DMTs in the future. We wonder if a
statement advocating referral to a clinical trial
could be added also?

Could a comment be added to acknowledge
ongoing research into AD, including possible
future DMTs?

General comment : whilst we appreciate that
these guidelines are focused on (overt) dementia,
we feel that it would be useful to broaden to
reflect the course of disease in conditions such as
Alzheimer’s (AD). In the case of Alzheimer’s, there
is a spectrum of disease which ranges from
preclinical AD, to prodromal (pAD) / mild
cognitive impairment (MCl) due to AD, to overt,
severe Alzheimer’s dementia. For patients with
cognitive symptoms (pAD/MCI) the issues faced
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captured the important features of how this information
should be tailored.

Thank you for your comment. The guideline did not contain a
review question on the signs and symptoms that should make
someone suspect dementia, and therefore the committee
were not able to make any recommendations on this topic.
Thank you for your comment. Whilst the committee did not
believe it was appropriate to advocate referral to specific
clinical studies, they did agree it was appropriate to add a
general recommendation to the guideline to “tell people living
with dementia (at all stages of the condition) about research
studies they could participate in.”

Thank you for your comment. The committee agreed that, in
the absence of particular DMTs that could be recommended
for research at this time, this was not something that could be
considered within the guideline.

Thank you for your comment. The diagnosis and management
of mild cognitive impairment was not within the scope of this
guideline, and therefore it was not possible to make
recommendations on this topic. A number of stakeholders
have raised this as an important issue needing guidance, and
this feedback has been based to the commissioning team
within NICE for consideration when the topics of future
guidelines are discussed.
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by them and their relatives will be similar to those
of patients with overt dementia — ie need for a
diagnosis, need for a care plan (to include
potential interventions — lifestyle or
pharmaceutical (via trials)) — it would be great if
the guidelines could be broadened to include
pAD/MCI due to AD.

A number of current molecules in development
for the treatment of AD are focused on modifying
the course of treatment — so called disease
modifying therapies (DMTs). It is postulated that
these DMTs will have greatest impact when used
earlier in the disease spectrum (pAD/MCI due to
AD) and therefore it would be useful if these
guidelines could include some reference to the
disease continuum.

In this context, the biomarkers mentioned in the
guidance would be of great importance in the
earlier disease setting, as could additional
biomarkers such as amyloid PET or CSF
determination of amyloid pathology. Could the
guidelines be adapted to include and to think
about potential future therapies?

Description of dementia should be broadened to
include/reflect prodromal/MCI due to AD. It is
appreciated that the guidelines are dementia

Consultation on draft guideline - Stakeholder comments table
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Thank you for your comment. The diagnosis and management
of mild cognitive impairment was not within the scope of this
guideline, and therefore it was not possible to make
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specific, but feel that this document should also
include information on earlier forms for the
reasons highlighted above.

Again, if looking at why this guidance is needed, it
would also be important to consider the needs of
patients/carers with earlier forms of AD (ie
prodromal/MCI).

Please specify who these MIDs are reflective of
(as MID is reflective of where in the disease the
patient is). As we move earlier in the disease
spectrum, the MID for early stage patients is
unlikely to be the same as for later stage patients.
Please specify some recommended, evidence-
based examples of tests as this would be useful
for clinicians.

As variation in assays exist, would it be useful to
specify minimum standards?

Consultation on draft guideline - Stakeholder comments table
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recommendations on this topic. A number of stakeholders
have raised this as an important issue needing guidance, and
this feedback has been based to the commissioning team
within NICE for consideration when the topics of future
guidelines are discussed.

Thank you for your comment. The diagnosis and management
of mild cognitive impairment was not within the scope of this
guideline, and therefore it was not possible to make
recommendations on this topic. A number of stakeholders
have raised this as an important issue needing guidance, and
this feedback has been based to the commissioning team
within NICE for consideration when the topics of future
guidelines are discussed.

Thank you for your comment; this information has been
added.

Thank you for your comment. The committee agreed that the
evidence did not enable them to identify clear preferences as
to which tests should be used, and that because this
recommendation is for people in specialist dementia diagnostic
settings, they agreed this terminology should be familiar to
people undertaking these assessments.

Thank you for your comment. The committee agreed there was
not currently evidence to include recommendations in the
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CSF testing in the UK could prove a challenge, as
the number of sites offering the assays are
limited.

Query including specificity/sensitivity ranges for
ages? Does this data exist? This would help to
interpret data and for clinicians to decide in what
age ranges these tests may not be useful

Could this be an opportunity to advocate
biomarkers for patients with MCI? To ensure a
more accurate diagnosis? And also an opportunity
to include some minimum standards for follow up
for MCI patients?

We would agree that these are important
questions to be addressed

MCl included in analyses but categorised as no
dementia. This downplays the importance of
prodromal/MCI due to AD in the continuum of
disease
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guideline on this topic, but agreed it was an important
implementation issue for local areas to consider.

Thank you for your comment. The committee agreed this was
an issue, and noted that this recommendation should affect
only a limited number of people who cannot be diagnosed with
simpler investigations, and that FDG-PET and perfusion SPECT
were mentioned as alternatives in the guideline.

Thank you for your comment. The committee noted that
because the majority of the CSF studies were undertaken in a
younger population, there was not good data to help calibrate
differences in thresholds by age.

Thank you for your comment. The diagnosis and management
of mild cognitive impairment was not within the scope of this
guideline, and therefore it was not possible to make
recommendations on this topic. A number of stakeholders
have raised this as an important issue needing guidance, and
this feedback has been based to the commissioning team
within NICE for consideration when the topics of future
guidelines are discussed.

Thank you for your comment.

Thank you for your comment. The diagnosis and management
of mild cognitive impairment was not within the scope of this
guideline, and therefore it was not possible to make
recommendations on this topic. A number of stakeholders
have raised this as an important issue needing guidance, and
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Biogen Full 73 Sectio | The utility of biomarkers should be expanded to
n include their value in diagnoses of prodromal
5.1.4. | AD/MCI due to AD. Currently their value in overt
6 dementia is stated (see earlier comment)

Biogen Full 98 Table | With regards to MOCA, could they provide the
5.1.5. | evidence/reference that this test is not popular?
1

Developer’s response

this feedback has been based to the commissioning team
within NICE for consideration when the topics of future
guidelines are discussed.

Thank you for your comment. The diagnosis and management
of mild cognitive impairment was not within the scope of this
guideline, and therefore it was not possible to make
recommendations on this topic. A number of stakeholders
have raised this as an important issue needing guidance, and
this feedback has been based to the commissioning team
within NICE for consideration when the topics of future
guidelines are discussed.

Thank you for your comment. The committee noted that the
MOCA did not show any evidence of superior accuracy to the
shorter tests recommended, and therefore agreed it was
appropriate to recommend those tests that could be
completed in a shorter amount of time, if they provided the
same value at this stage of the diagnostic process. The full
explanation is given in the “evidence to recommendation”
section of the diagnostic chapter, and an extract of the
relevant section is given below:

The committee also noted that more complex (and therefore
time-consuming) tests did not appear to be more effective at
detecting dementia than shorter and simpler tests, and it was
therefore a more efficient use of resources to use these briefer
tests within a time-constrained primary care setting.”
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Line
No
13-14

19-21

02/01/2018-13/02/2018

Comments

Most of the 18 excluded acupuncture papers
(Appendix F) were removed because they were
not English language. Given that acupuncture is
an integral part of Chinese medicine, that much of
the research on it is Chinese, and that all of the
RCTs to date on acupuncture and dementia are
Chinese this is a major problem if you are aiming
to get a good idea of existing research on the
subject. None of the other interventions
considered is in this situation and it introduces a
possible bias to your review.. We appreciate that
there would be practical difficulties and expense
in including Chinese language papers but this is
increasingly the approach taken by Cochrane
groups

For the two included acupuncture trials you
calculated a mean difference of 1.88 in favour of
acupuncture (vs no acupuncture) for the MMSE
outcome (Appendix G). This is above the minimal
clinically important difference value used for the
guideline (1.4) but it’s not statistically significant.
Partly this is because of the heterogeneity in the
two studies you’ve chosen and partly because of
the small numbers. Both of these problems would
have been lessened if Chinese language studies
had also been included. In Zhao et al’s (2015)

Developer’s response

Thank you for your comment. The exclusion of papers not in
English is a consistent approach taken throughout NICE. The
committee noted this led to particular problems with the
evidence base in certain areas, and hope that greater
translation of papers published in other languages to English
would enable a greater volume of evidence to be captured in
the future.

Thank you for your comment. The exclusion of papers not in
English was a consistent approach taken throughout the
guideline. The committee noted this led to particular problems
with the evidence base in certain areas, and hope that greater
translation of papers published in other languages to English
would enable a greater volume of evidence to be captured in
the future.
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Comments

systematic review on acupuncture for Alzheimers
the meta-analysis mean differences for the MMSE
outcome were:
a) Acupuncture vs drugs (n=6 trials): 0.54
(95% Cl1 0.02-1.07)
b) Acupuncture + donepezil vs donepezil
(n=3): 2.37 (95% Cl 1.53-3.21)
c) Acupuncture vs no treatment (n=1): 3.74
(95% Cl 1.34-6.14)
This suggests that a more complete literature
review would have generated clinically and
statistically significant results

Despite the above we can understand why you
could not recommend acupuncture. Although
both the recent (English language but drawing on
English and Chinese databases) systematic
reviews on this topic (Zhao 2015, and Cao 2013)
found clinically significant benefits for
acupuncture we would have to class the evidence
as weak positive or unclear due to its low quality.
This situation will change: Chinese trials are
increasingly of better quality and more of them
are being published in English (at least one more
since your literature search). We would suggest
that there is enough preliminary evidence for a

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee agreed that if
higher quality research was published in the future showing
clinical benefits of acupuncture, this would need to be
considered in future updates of the guideline. The committee
noted the suggestion for additional research in this area and
would welcome additional English language publications, but
agreed that there were currently higher priorities for future
research in dementia that should be recommended.
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Comments

research recommendation: there is a complete
shortage of clinical trial data for a UK, or UK
comparable setting.

It might be helpful to refer to the core
competencies for dementia care enshrined in the
Health Education England documentation.
https://www.hee.nhs.uk/sites/default/files/docu
ments/Care%20Navigation%20Competency%20Fr
amework FINAL.pdf

It is open to debate as to when is the right time to
offer advice on advance care planning and
guidance. | think perhaps the word “timely”
rather than “early” would be better as most
practitioners would agree that it can sometimes
be too early to provide information on advance
care planning e.g. at the first clinic appointment.

Developer’s response

Thank you for your comment. The committee noted the
existence of this (and other) HEE framework documents that
could be useful in dementia, but agreed it would not be
appropriate to pick out 1 or 2 of these to refer to over and
above other advice on training and competencies.

Thank you for your comment. The committee discussed this
issue and agreed there was an important balance between
early opportunities to discuss topics such as advanced care
planning, and not introducing at an inappropriate stage. The
committee stressed that early did not necessarily mean at the
first opportunity or first appointment.

However, they did also note the evidence showed staff were
often reluctant to initiate these discussions, and people often
wanted to have these conversation before they are currently
offered them. They therefore agreed “early” was the
appropriate word to use, and noted that since the
recommendation was phrased as “offer”, there would be
nothing to stop an individual deciding it was earlier than they
wanted to start these conversations, and that it would then be
appropriate to offer additional opportunities to discuss at a
later date.
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Comments

| think the use of the term “simplify” text is
somewhat patronising in that it suggests that
people with dementia need things produced in a
simple way — in many ways this is the antithesis to
person centred care and | am sure the committee
will find, if they are minded, a better and less
patronising word for this.

| would have thought reference to the generally
approved diagnostic criteria such as the
International Classification of Diseases (ICD) might
be more useful for clinicians rather than going
into the very specialist diagnostic criteria, which
are often used for research.

Going straight to detailed Cerebrospinal Fluid
(CSF) examination or a PET scan seems clinically
very inappropriate and the remarkable statement
that “if one does not work try the other one” will,
in untutored hands, cause a great deal of
unnecessary upset for patients and their families.

Someone reading this might think that a person in
their mid-eighties who has mild loss of memory
and in whom the diagnosis of Alzheimer’s disease
or mild cognitive impairment is uncertain should
have a CSF examination and, if this does not give
a diagnosis should then have a PET scan, | would

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee discussed this
wording and agreed that the current wording is clear and
unambiguous, and should therefore be retained. They were in
agreement that the use of clear and simple text was not
patronising, but a basic part of good information provision that
could and should often be applied more widely across the
healthcare system.

Thank you for your comment. The committee noted that the
current ICD classifications are somewhat out of date, and
therefore it was appropriate to refer to more modern criteria.
However, they agreed it may well be appropriate to refer to
the ICD10 classification, once that is finalised.

Thank you for your comment. The committee noted that the
‘consider’ recommendations for CSF examination and imaging
came at the end of the diagnostic pathway, and would
consequently only be of relevance for the small number of
people who still did not have a diagnosis after all the prior
possible diagnostic steps had been considered. However, they
noted that a number of stakeholders had interpreted this
recommendation as bringing CSF and imaging earlier in the
diagnostic pathway, and to counter that conception agreed it

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
recommendations are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its officers or

advisory committees

147 of 717



Naotional Instiiute for
Health and Care Excellence

NIC

Dementia: assessment, management and support for people living with dementia and their carers

Stakeholder Document = '28¢ | Line
No No
British Association Short 1.2.2

for
Psychopharmacology

02/01/2018-13/02/2018

Comments

have thought some sort of phrase covering this
would be important and | suspect that the use of
the work “consider” gives this much more
traction than is justified.

To have the same number of pages talking in
great detail about brain scans as it does for the
section on person centred care, gives the wrong
impression.

Probably one of the commonest diagnostic tests
is the GP Cog and it would be appropriate to
mention this. The committee make reference to
case finding and PHE’s screening committee have
said, quite rightly, that screening is not
appropriate and yet, three of the six tests suggest
that it is a screen.

Also, it may be that practitioners are not used the
three of the six tests and the test your memory is
a self-administered rather than a clinician
administered test.

Consultation on draft guideline - Stakeholder comments table

Developer’s response

was appropriate to add an additional recommendation before
all of those on imaging and biomarkers. Specifically:

“Only consider further diagnostic tests if:

e it would help to diagnose a dementia subtype and

* knowing more about the dementia subtype would change
management.”

The committee agreed this should address any concerns about
the guideline advocating a sudden expansion in the use of
complex diagnostic tests, or their use in determining if
someone has dementia at all, rather than to support subtyping.
Thank you for your comment. The committee were aware of
the use of the GPCOG in practice. However, they noted that
the GPCOG has only been tested as a screening test, and no
evidence currently exists on the accuracy of the test in a
population of people with suspected dementia.

The committee noted that studies are likely to find better
diagnostic accuracy in an unselected population than one with
suspected dementia (as many people in the study will have no
cognitive impairment, and therefore will be easily classified by
the test), and therefore agreed it was appropriate to
recommend only those tests shown to have sufficiently good
properties in the relevant population.
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The committee noted that although there were differences
between the six tests recommended (whether or not they
were initially designed as screening tests, self-administered
versus clinician-administered) they all showed sufficiently good
diagnostic accuracy to be useful tools in guiding referral
decisions in primary care.
British Association Short 1.4 It is very helpful to have clear guidance on the Thank you for your comment. The committee agreed it was
for things not to give - reference to aromatherapy appropriate to make “do not offer” recommendations in areas
Psychopharmacology would be helpful. where there was no evidence of benefit from interventions.
For aromatherapy, whilst the evidence base was limited, there
was some evidence of potential benefits on agitation in people
with severe dementia. The committee agreed this evidence
was not sufficient to make a positive recommendation, but
also that it was not appropriate to make a negative
recommendation when there is some evidence there may be
potential benefits.
British Association Short 1.2.2 | Itis important to note that national initiatives for | Thank you for your comment. The committee noted that this
for 3 raising awareness of dementia care recommendation focused solely on case finding in a population
Psychopharmacology with no clinical suspicion of dementia, and agreed that
generally raising awareness of dementia among health and
social care professionals was a fundamentally different and
important issue. The committee were also aware of specific
policy initiatives (such as the dementia CQUIN) and it has been
made clear within the guideline that this recommendation is
not meant to affect the interpretation of that pre-existing

policy.
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British Association Short 1.2.2 | Using some less traditional language of “refer”
for 7 “and multidisciplinary” phrases feels outdated
Psychopharmacology and taking advice from dementia advisors who

can be based at primary care seems to be
appropriate. Reference should be made to the
current review of the Mental Health Act and the
implications that will have in terms of capacity
would be important.

Developer’s response

Thank you for your comment. The committee noted that some
confusion had been caused by the wording of the draft
guideline, in that people interpreted it as saying everyone need
to attend an appointment at a secondary care service. The
committee agreed the key issue was that everyone with
suspected dementia had input from someone with expertise in
dementia, both to ensure a correct diagnosis and ensure
access to appropriate post-diagnostic support and treatment,
but this did not mean the person necessarily had to travel to a
physical appointment at that service. To ensure this is clear in
the final version of the guideline, an explanation has been
added to this section of the guideline, giving the following
explanation around the term ‘refer’:

“A referral to a diagnostic service does not require that the
person be asked to attend a clinic appointment. It can also
involve people being seen in community settings (such as their
home or a care home), or advice being provided to the referrer
without a formal appointment being made. The key issue is to
ensure that dementia specialists are involved, both for advice
on diagnosis and to ensure appropriate access to post-
diagnostic support and treatment.”

A cross-reference has now also been added to the NICE
guideline on decision-making and mental capacity (which is
due to be published in July 2018), which the committee agreed
was the appropriate place for issues around the Mental Health
Act to be considered.
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| think it is an important point to make that not
everybody with suspected dementia needs to be
referred to a specialist dementia diagnostic
service. There are very good examples where the
diagnosis can be made in primary care by a GP
who knows the person well. For example, an
elderly person who has been a long-time resident
of a care home who has developed some
cognitive impairment in whom the GP has done
all the various tests is a situation where it would
be clinically inappropriate for that person to be
removed and taken to a memory service and
subjected to an MRI scan. | have sent examples of
this to Harry Allen some time ago. This would be
counter to good clinical practice. Many colleagues
in Primary Care are able to make a diagnosis and
can use the advice of support of specialist
memory services without a formal referral being
made — perhaps it is the word “refer” that could
be amended to reflect the breaking down of
barriers between primary and secondary care
which is to the benefit of people with dementia
and their families.

| would have thought some reference for
marginalised group would be appropriate.

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee noted that some
confusion had been caused by the wording of the draft
guideline, in that people interpreted it as saying everyone need
to attend an appointment at a secondary care service. The
committee agreed the key issue was that everyone with
suspected dementia had input from someone with expertise in
dementia, both to ensure a correct diagnosis and ensure
access to appropriate post-diagnostic support and treatment,
but this did not mean the person necessarily had to travel to a
physical appointment at that service. To ensure this is clear in
the final version of the guideline, an explanation has been
added to this section of the guideline, giving the following
explanation around the term ‘refer’:

“A referral to a diagnostic service does not require that the
person be asked to attend a clinic appointment. It can also
involve people being seen in community settings (such as their
home or a care home), or advice being provided to the referrer
without a formal appointment being made. The key issue is to
ensure that dementia specialists are involved, both for advice
on diagnosis and to ensure appropriate access to post-
diagnostic support and treatment.”

Thank you for your comment. The committee agreed there
were particular issues around a number of marginalised
groups, both in terms of the general difficulties these groups

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
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British Association Short 1.5.4 | Itis a great advance to say that one of the anti-
for Alzheimer drugs can be prescribed by people
Psychopharmacology other than specialists.
British Association Short 1.2.8 | Many people reading the guidance will not know
for what a verbal episodic memory test is — giving an
Psychopharmacology example would be helpful.

Developer’s response

have in accessing healthcare, and specific issues in relation to
care from dementia.

The committee noted that no specific evidence was found to
enable recommendations on how care should be tailored to
best meet the needs of this group, but agreed the
recommendations on making care accessible to as many
groups as possible and tailoring information and interventions
to the individuals needs and preferences were relevant to this
issue, as were the references in the guideline to relevant
pieces of legislation, including the Equality Act.

The committee agreed that it was not appropriate to try and
write an exhaustive list of all the groups who special attention
would be needed for, as this risked making it seem that any
group not mentioned did not have these needs, but noted that
all groups covered by the Equality Act would necessarily have
to be considered to see if additional or modified support was
required.

Thank you for your comment and your support for this
recommendation.

Thank you for your comment. The committee agreed it was
appropriate to keep the phrase “verbal episodic memory” as
the most specific and accurate term available, but that the
evidence was not sufficient to be able to recommend one test
over the others. However, they did agree it was appropriate to
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Comments

In previous NICE guidance it has been suggested
that a brain scan is not necessarily in established
disease and reflecting this here would be useful.

A definition of interpersonal therapies would be
useful as there is some evidence that
psychotherapy can help people with early
Alzheimer’s disease.

| would like to congratulate NICE and the
committee for all their hard word into producing
such an excellent guideline.

In the background it might be worth mentioning
the numbers of people diagnosed with dementia
and it seems a shame to simply infer this from a
publication now 6 years old that dealt primarily
with antipsychotic prescribing. The last figures
from NHS Digital is that in December 2017 there
were 456,739 people on GP registers as having a
formal diagnosis of dementia, of whom 441,782

Developer’s response

add a definition of this to the guideline to ensure there was no
misunderstanding of what was meant.

Thank you for your comment. The committee agreed with this
suggestion and an additional note has been added to the
recommendation to “be aware that structural imaging is not
always needed, if dementia is well established and the subtype
diagnosis is clear.”

Thank you for your comment. A definition has been added to
the guideline, and the committee were keen to stress this was
a recommendation not to use interpersonal therapy to treat
the cognitive symptoms of Alzheimer’s disease. If people living
with dementia had another condition for which interpersonal
therapy were indicated, the committee agreed it would be
correct to offer them to people living with dementia in the
same way as those without.

Thank you for your comment and your support for the
guideline.

Thank you for your comment. Some additional information has
been added to this section around the increase in diagnosis
rates in recent years. Specifically:

“Finally, in December 2017, there were 456,739 people on GP
registers with a formal diagnosis on dementia, up from
approximately 290,000 people in 2009/10, with the majority of
this difference accounted for by an increase in diagnosis rates.”

Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how
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Comments

were over the age of 65. The estimated
prevalence in that age group of 647,013 gives a
national diagnosis rate of 68.3%. This compares to
2009/10 where there were some 290,000 people
on the register with an estimated diagnosis rate
of around 40%.

It would be good to reflect this to, | think,
recognise the huge amount of work that has gone
in to dementia from everyone around the
country, not least members of the committee.

A lot is talked about staff training — | think many
people would regard this as a paternalistic and
rather outdated way of describing “learning and
education”.

It might be worth a note of explanation with
regard to the devolved nations. Scotland,
Northern Ireland and Wales have their own
dementia plans and although the Prime Minister’s
Challenge 2020 is on behalf of the Prime Minister
of the UK, and is certainly used as guidance for
the devolved nations, it might be helpful to clarify
this.

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee agreed to amend
the heading of this section to training and education to address
this point, but believed it was important to retain the word
training as a key part of the recommendations.

In common with all NICE guidance, decisions about whether
and how to apply these recommendations in the developed
regions are matters to be decided locally, as the guidelines are
written solely for England.
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Also, NICE Guidelines are used nationally and
internationally, but there other guidelines used in
the devolved nations that might be appropriate to
make reference to this.
British Association Short 6 The section on person centred care is very Thank you for your comment, and for this information.
for welcome and extremely important. As the
Psychopharmacology committee knows the Alzheimer’s Society /
Dementia Action Alliance have produced a set of
“We” statements which are an update of the
original “I” statements and reference to these
might be useful. The majority of practitioners are
aware of these and they simply articulate good
practice and recognise the rights and
responsibilities of individuals.
British Association Short 10 12 There should be some indication that infections Thank you for your comment. The committee noted this point,
for should be examined for as a potential cause of but agreed it was not possible to include an exhaustive list of
Psychopharmacology cognitive decline that is independent to delirium. | all dementia mimics in the guideline, and this was not as
i.e. just excluding infections that are associated significant an issue as the ones (such as delirium and
with delirium ignores the important finding that depression) that are specifically mentioned in the
infections can contribute to cause cognitive recommendations.
decline without causing a delirium. Likewise they
also contribute to behavioural and psychological
symptoms. We are concerned that infections will
only seem of importance in dementis in situations
where it is causing delirium but would otherwise
be ignored as non contributory.
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Comments

The term rapidly progressive dementia should be

clearly defined. i.e. what time frame is considered

rapid. We are concerned that rapid might be
misconstrued to mean only dementias that
develop over less than a week.

The advice for the use of structural imaging would
benefit from a more structured approach and the

use of structural scan considered when a rapidly
progressive dementia is present should be
changed to mandatory unless there are clinical
contraindictions .It should be also mandatory in
patients at high risk of treatable pathology e.g.
under the age of 65 years or where there are
doubts about the diagnosis. We are concerned
that the current guidance is opening the door to
poor clinical practice.

The emphasis on the use of PET scans and
cerebrospinal fluid access over MRI scans seems
to be divorced from clinical reality. It should be
emphasised that these specialist investigations
should only follow an MRl scan. | am concerned
that clinicians seeing this list of idealistic
preferences over what is currently available
(i.e..CT or MRl scans) in the NHS will undermine
any confidence in these guidelines overall.

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee discussed this
issue and agreed the presentation of rapidly progressive
dementia was sufficiently clear it would be highly unlikely to
cause confusion for GPs.

Thank you for your comment. The committee agreed this
recommendation could have been phrased more clearly, and
has now been changed to “offer structural imaging to rule out
reversible causes of cognitive decline and to assist with
subtype diagnosis. Be aware that structural imaging is not
always needed, if dementia is well established and the subtype
diagnosis is clear.”

This is more in line with the recommendation from the
previous version of the guideline, which many stakeholders
raised as being appropriate to retain.

Thank you for your comment. The committee noted that the
‘consider’ recommendations for CSF examination and imaging
came at the end of the diagnostic pathway, and would
consequently only be of relevance for the small number of
people who still did not have a diagnosis after all the prior
possible diagnostic steps had been considered. However, they
noted that a number of stakeholders had interpreted this
recommendation as bringing CSF and imaging earlier in the
diagnostic pathway, and to counter that conception agreed it
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Line Comments
No
28 The use of CSF over the age of 80 is almost

certainly of no value. In anything other than a
research setting.

20 CT head scans should also be used where MRI
scans are contraindicated.

3 | think it would be appropriate to specifically
mention old age psychiatrists as they are
probably the commonest prescribers.

Developer’s response

was appropriate to add an additional recommendation before
all of those on imaging and biomarkers. Specifically:

“Only consider further diagnostic tests if:

e it would help to diagnose a dementia subtype and

* knowing more about the dementia subtype would change
management.”

The committee agreed this should address any concerns about
the guideline advocating a sudden expansion in the use of
complex diagnostic tests, or their use in determining if
someone has dementia at all, rather than to support subtyping.
Thank you for your comment. The committee agreed that the
utility of CSF testing was lower in older people, and this was
what led them to make a recommendation to “be aware that
the older a person is, the more false positives will be found
with cerebrospinal fluid examination.”

Thank you for your comment. This recommendation has been
amended to follow this suggestion.

Thank you for your comment. The committee agreed that old
age psychiatrists are likely to be the most common prescribers,
but agreed it was appropriate to be more general in the
recommendation to avoid giving the impression that other
subtypes of psychiatry (such as learning disabilities
psychiatrists) were not appropriate prescribers.
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| welcome the section on palliative care.

Advanced care planning discussions do involve a
lot of time if done properly. This would have
some implications in terms of time at clinics. This
will also have implications if there is a need for
this at regular care review.

In non specialist settings the concept of functional
assessment is very important but | doubt whether
in primary care it would be possible or even
necessary to use IQCODE or FAQ. This would add
time to the average GP consultation — which
would not be welcome. The ADS is a very useful
validated questionnaire which can help decide on
the need for onward referral to expert opinion. It
has been well validated

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment and your support for these
recommendations.

Thank you for your comment. This element of the guideline
formalises what the committee believes is current practice,
and therefore should not consume significant additional
resources.

Thank you for your comment. The committee disagreed with
this point, and noted that because neither of these
instruments need the GP present to complete, there should no
additional time needed for them to be included. As
documented in the evidence to recommendation section for
this question, “the committee commented that the IQCODE
(Informant Questionnaire on Cognitive Decline in the Elderly)
and FAQ had the advantage of being self-administered tests. It
could therefore be completed in the waiting room by the
informant. This could free up time in the appointment for the
GP to listen to the patient and informant, potentially reducing
the number of appointments needed to reach an initial
diagnosis and saving money for the NHS.”

The committee also noted that although the AD8 has been
validated as a screening test for dementia, only one study was
identified in a population of people with suspected dementia,
and this did not find the AD8 to have as high a diagnostic
accuracy as the instruments recommended in the guideline.
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Comments

Good to mention anticholinergic burden

These comments concerning memantine addition
are very welcome

“For people with an established diagnosis of
Alzheimer’s disease who are already taking an
AChE inhibitor, primary care prescribers may start
treatment with memantine without taking advice
from a specialist clinician”.

These comments are particularly welcome
“Consider structural imaging to rule out reversible
causes of cognitive decline”. | feel that this is not
strong enough. For a brain disorder structural
imaging of the brain is very important. Perhaps “it
is good practice or normal practice to perform
structural brain imaging. Patients and carers
expect a scan and in some centres the only way to
be able to get a FDG-PET scan is to have a
structural scan first.

The reference to use of mirabegron is welcome.
In clinical practice there is a lot of urinary
frequency induced by cholinesterase
inhibitors.This can lead to a lot of anti muscarinic
prescription. Many clinicians are unaware of this

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment and your support for this
recommendation.

Thank you for your comment and your support for this
recommendation.

Thank you for your comment and your support for this
recommendation.

Thank you for your comment. The committee made 2 changes
to address this issue. First, the recommendation on structural
imaging has been changed from a ‘consider’ to an ‘offer’.
Secondly and additional caveat, based on that from the last
guideline, has been added that “structural imaging is not
always be needed, if dementia is well established and the
subtype diagnosis is clear.”

Thank you for your comment. The committee agreed with the
importance of raising awareness of mirabegron as a treatment
option in this population. However, since this recommendation
comes from a NICE technology appraisal, it is not possible to do
more than add a cross-reference to that appraisal within the
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Comments

side effect. This side effect could be emphasised
more in the guideline as it is so common and it
would help with patient management.

This is a very difficult area. It is often very hard to
judge depression in even mild moderate
dementia. These statements reflect the evidence
although is it absolutely clear that psychological
treatments help mild to moderate depression and
anxiety in people with mild to moderate
dementia? In clinical practice specially with
moderate dementia this does not seem to be easy
to deliver.

This section is very welcome. | do feel that better
promotion of this type of information would lead
to less inappropriate hospital admission and
extreme intervention for patients with advanced
dementia who are dying

Might the committee consider saying that signing
up to initiatives such as “Join Dementia Research”
(https://www.joindementiaresearch.nihr.ac.uk/)

Developer’s response

guideline, as the wording of the recommendations themselves
cannot be changed.

The committee also noted that there were side-effects
associated with cholinesterase inhibitors, but agreed that
concerns around anti-muscarinic prescription were covered by
the recommendation to “consider minimising the use of
medicines associated with increased anticholinergic burden,
and if possible look for alternatives”.

Thank you for your comment. The committee agreed with all
of these points, and that future research was necessary to try
and address these issues. They therefore made the following
research recommendation:

“What are the most effective psychological treatments for
managing depression or anxiety in people living with dementia
at each stage of the condition?”

Thank you for your comment and your support for these
recommendations.

Thank you for your comment. The committee agreed with the
value of making people living with dementia aware of
opportunities to be involved in research, and therefore added
a recommendation to “tell people living with dementia (at all
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Comments

would be a good way to encourage people into
reseach.

In summary the new guidelines, in my opinion,
are helpful and improve upon the previous
guidelines and the committee are to be
commended on their hard work in bringing this
together.

Crucial to any dementia work-up and subtyping is
the physical and neurological examination — this is
not mentioned in the guidelines. This is
particularly important in individuals with early
onset, suspected vascular aetiologies,
parkinsonism and atypical presentations.

Sleep apnoea — symptoms of which can
masquerade as dementia or indeed can be
associated with dementia is not mentioned.

Can it be made more explicit the reasons why
amyloid PET imaging should not be considered as
part of the diagnostic work-up?

Developer’s response

stages of the condition) about research studies they could
participate in.”

Thank you for your comment and your support for the
guideline.

Thank you for your comment. The committee noted this
concern and agreed it was appropriate to add in references to
a physical examination as part of the initial assessment in
primary care (recommendation 1.2.1), and a neurological
examination as part of the initial assessment in specialist
diagnostic services (recommendation 1.2.9).

Thank you for your comment. The committee agreed that
sleep apnoea can be a dementia mimic. However, they agreed
it was not possible to include an exhaustive list of all dementia
mimics in the guideline, and this was not as significant an issue
as the ones (such as delirium and depression) that are
specifically mentioned in the recommendations.

Thank you for your comment. The committee agreed that the
evidence base for amyloid PET imaging was not yet sufficient
to make specific recommendations on its use within the
guideline. However, the committee agreed it was an important
area for future study, and therefore made a research
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Comments

Whilst | appreciate that the current document is
very much focussed on dementia management
what is notable is the lack of focus on pre-
dementia states, including for example mild
cognitive impairment. This is surprising given the
greater focus on potentially earlier diagnosis and
that mild cognitive impairment is frequently
encountered in diagnostic settings including in
primary care and specialist services.
Differentiating MCl from frank dementia is not
discussed or elaborated on nor how services
should manage, stratify and follow-up MCI cases
most at risk of conversion to dementia.

Despite making recommendations on areas for
research there is no mention of how we might
facilitate getting more people with dementia into

Consultation on draft guideline - Stakeholder comments table

Developer’s response

recommendation on the diagnostic accuracy on amyloid PET
imaging. Specifically: “Does amyloid PET imaging provide
additional diagnostic value, and is it cost effective, for the
diagnosis of Alzheimer’s disease and other dementias when
compared with standard diagnostic procedures?”

We have added some additional information on the
committee’s reasoning for this decision to the relevant section
of the full guideline (the “other considerations” part of the
table in section 5.1.5).

Thank you for your comment. The diagnosis and management
of mild cognitive impairment was not within the scope of this
guideline, and therefore it was not possible to make
recommendations on this topic. A number of stakeholders
have raised this as an important issue needing guidance, and
this feedback has been passed to the commissioning team
within NICE for consideration when the topics of future
guidelines are discussed.

Thank you for your comment. The committee agreed with the
value of making people living with dementia aware of chances
to be involved in research, and therefore added a
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Comments

research and clinical trials. Given the huge
political impetus to deliver improved dementia
research in the UK, it would be important that
this is recognised in the document. In particular
accessing research studies/clinical trials remains a
major challenge in dementia. Connecting people
with dementia with well established networks
(DeNDRoN) and case registers (e.g. Join Dementia
Research) could be mentioned.

Atypical, familial or young onset cases
should always be referred onto specialist
services for further assessment.

The guidelines at the moment are quite
Alzheimer’s centric. | appreciate this is important
given that AD epidemiologically is the dominant
neurodegenerative dementia in the UK. However,
this approach is perhaps to the detriment of the
coverage of other dementias (e.g. DLB, FTD,
vascular etc.) in the guidelines.

Developer’s response

recommendation to “tell people living with dementia (at all
stages of the condition) about research studies they could
participate in.”

Thank you for your comment. The committee agreed that no
evidence was identified that enabled them to make specific
recommendations around these issues, but did agree that the
more unusual the presentation, the greater the importance of
involving specialist services early.

Thank you for your comment. The evidence searches
conducted for the guideline looked for evidence on all
subtypes of dementia, but more evidence was found on
Alzheimer’s disease than other subtypes for a number of the
questions. In some situations the committee agreed that it was
appropriate to extrapolate the evidence found for dementia
subtypes including Alzheimer’s disease to make
recommendations for all people living with dementia, rather
than just those with the specific subtypes in the research
studies included in the evidence review however this was not
always possible.
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Despite detailed analysis of the utility of core
diagnostic symptoms of DLB (as derived from the
consensus criteria as presented in Section
5.1.4.16 for example) the diagnostic utility of 2 or
more of visual hallucinations, parkinsonism and
REM sleep behaviour disorder in the diagnosis of
Lewy body related dementias is not mentioned in
the recommendations section (4.1). In addition,
REM sleep behaviour symptoms can antedate the
occurrence of Lewy body diseases (e.g.
Parkinson’s disease, DLB) by many years; the
occurrence of this symptom in the presence of
mild cognitive impairment significantly raises the
probability that these individuals will convert to
DLB.

It can be particularly challenging to differentiate
DLB from delirium given attentional difficulties,
fluctuations, arousal problems and hallucinations
occur in both conditions. This may need to be
mentioned. See, for example,
http://www.jamda.com/article/S1525-
8610(16)30292-4/abstract for a further discussion
on this topic.

Developer’s response

Thank you for your comment. Whilst the guideline
recommendations do not explicitly refer to these diagnostic
symptoms, the recommendations do contain a reference to
the International consensus criteria for dementia with Lewy
bodies, which these symptoms form a part of. The committee
agreed it was more appropriate to reference these validated
criteria than to make recommendations around specific
individual symptoms.

Thank you for your comment. The guideline contained a
specific review question on effective tools to differentiate
dementia from delirium, and dementia with Lewy bodies was
included within that recommendation. The committee made
recommendations for specific tests that may be useful to
differentiate dementia from delirium.
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Comments

One major issue is related to development of
agitation which is very common. These patients
are usually on donepezil. One of the most
common side effects of donepezil is agitation. The
question in practice is whether the donepezil is
contributing to the agitation and whether
donepezil should be reduced or stopped or
whether memantine should be added. The
DOMINO study provided some information on
more advanced dementia in relation to whether
to stop donepezil or combine with memantine or
add memantine. However it did not answer the
guestion: for people taking donepezil who have
agitation what are the best options eg reduce
donepezil, stop donepezil, change to memantine
or add memantine or other options???

The only definition in the guideline is very
poor/incorrect! If this intended as just a lay
‘definition’, then a proper definition should be
given later which it isn’t. | recommend NIA/AA

Summary of Recommendations — This is the only
bit most people will read so needs to be written
with this in mind! My comments primarily refer to
summary with links to body review. The sub-

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The committee agreed this was
an issue. However, they also agreed that it would be difficult to
conduct high quality research in this area due to problems
recruiting a sufficiently large population with levels of agitation
that would enable randomisation to answer this question. The
committee therefore agreed that this was not a high priority
for future research.

Thank you for your comment. The committee noted the
guideline contains links to diagnostics criteria for specific
subtypes of dementia, and that the included was a suitable
‘lay’ definition for the introduction to the guideline. Some edits
have been made to this definition to improve the accuracy and
clarity

Thank you for your comment. This is an issue that should only
occur with the consultation version of the guideline. When the
guideline is published it will appear on the website with all the
headings included with the recommendations.
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Comments

headings need to be included in the summary, in
addition to the body text of the review or it
becomes a bit confusing with just the numbered
points.

Section 4.1.2 advises on the use of variety of brief
cognitive instruments. These certainly are
suitable for primary care / non-specialist setting.
It would be important, however, to make this
explicit to avoid confusion over what tests might
be advocated for use in specialist dementia
diagnostic services. For example is the verbal
episodic memory assessment (4.1.8, line 35-36)
something which is conducted at the latter? The
details of which tests are applied in what settings
are evident elsewhere in the document but | think
the majority of readers will look only at the
summary of recommendations section.

Choice of tests is fine, but should it say something
about limitations? All of these will have validity
issues if patient doesn’t have good English. This is
mentioned superficially in page 102 of the
diagnostics section, which very few will read. This
is @ major problem in cities like Birmingham.

Developer’s response

Thank you for your comment. The final version of the guideline
draws a clear distinction between tests to be used in the initial
assessment in primary care, and tests that may be useful in
specialist services. In particular, a reference to formal
neuropsychological testing has been added to the specialist
service setting:

“Consider neuropsychological testing if it is unclear:

e whether or not the person has cognitive impairment

e whether or not their cognitive impairment is caused by
dementia or

e what the correct subtype diagnosis is”

Additionally, a definition of verbal episodic memory has been
added to the short version of the guideline.

Thank you for your comment. The committee agreed there
were a range of issues that could affect interpretations of test
scores, including language, education, learning disabilities or
age. It was for this reason the committee agreed it was not
appropriate to set cut-offs to use for the particular tests, but
they should instead be considered alongside a broader
assessment including a history (including cognitive, behavioural
and psychological symptoms), a physical examination and
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Comments

Section 4.1.5 advises that reversible causes of
cognitive decline have been investigated. This
may be suitable for delirium or medication
derived problems, but often reversible causes can
only be determined after specialist assessment
and investigation (e.g. normal pressure
hydrocephalus, space occupying lesions,
vasculitis).

Perhaps suggest these may be preferred to a
cognitive test if English is not good

GP won't have a clue about rapidly progressive
dementia — need for more detail

Add ‘best contemporary’

Developer’s response

appropriate blood and urine tests to exclude reversible causes
of cognitive decline.

Thank you for your comment. The committee agree with this
point, and this is the reason for the difference in language
between the primary care section (where reversible causes of
cognitive decline only need to be investigated before someone
is referred) and the secondary care section (where reversible
causes need to be ruled out before a subtype diagnosis is
made).

Thank you for your comment. The committee noted there was
no evidence to enable them to make specific
recommendations around people without good English
proficiency, but noted that for these people, consideration
should be given both to appropriate test to use, and how the
results of those tests should be interpreted.

Thank you for your comment. The committee discussed this
issue and agreed the presentation of rapidly progressive
dementia was sufficiently clear it would be highly unlikely to
cause confusion for GPs.

Thank you for your comment. The committee noted that these
criteria listed were likely to become out of date as time
progresses, and therefore noted the recommendation only
phrased them as examples of criteria that could be used,
rather than recommending them as preferred criteria.
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Comments

Bit vague — ‘test of learning and recall’ would be
better

This is interesting. Whilst | am no fan of scan all,
this is too vague in my view.

It is be important to bear in mind that many DLB
patients are misdiagnosed as AD initially. Some of
this stems from the fact that patients are not
assessed adequately from the physical
perspective (see earlier comment) and thus, for
example, subtle signs of parkinsonism are not
detected. There may also be a failure to ask about
sleep symptoms (e.g. REM sleep behaviour
symptoms as noted above) or a lack of explicit
enquiry about visual hallucinations or cognitive
fluctuations (core symptoms of DLB).
Furthermore in section 5.1.6 — quite rightly the
guidelines indicate that “If Alzheimer’s disease is

Developer’s response

Thank you for your comment. The committee agreed it was
appropriate to keep the phrase “verbal episodic memory” as
the most specific and accurate term available. However, they
did agree it was appropriate to add a definition of this to the
guideline to ensure there was no misunderstanding of what
was meant.

Thank you for your comment. The committee made 2 changes
to address this issue. First, the recommendation on structural
imaging has been changed from a ‘consider’ to an ‘offer’.
Secondly and additional caveat, based on that from the last
guideline, has been added that “structural imaging is not
always be needed, if dementia is well established and the
subtype diagnosis is clear.”

Thank you for your comment. The committee agreed that it
had made recommendations for all tests for identifying
dementia subtypes on which there was robust evidence
available. However, they did note the specific concern raised
about signs of parkinsonism not being detected, and agreed it
was appropriate to add reference to “an appropriate
neurological examination” as part of the initial assessment in
specialist services.
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Comments

suspected, include a test of verbal episodic
memory in the assessment.” However whilst
many DLB patients experience memory deficits
they may have problems in other domains — for
example, often having disproportionate deficits in
visuo-spatial and visuo-perceptual function. These
aspects are not addressed specifically in the
guidelines.

Should this link to delirium guideline?

Having left any sort of structural imaging optional
in 9, this perhaps needs expanding/clarifying. Lab
ranges may be an issue. How many UK labs have
established reliable ranges?

It is laudable that for diagnosing uncertain cases
of AD there is a recommendation that we should
examine the CSF or use FDG-PET. However
pragmatically how available will CSF sampling be
given that typical memory clinic services are in
mental health trusts (and thus lack appropriate
infrastructure to do testing) and led by health
professionals not skilled in lumbar puncture?
There would need to be a significant shift in mind-

Consultation on draft guideline - Stakeholder comments table

Developer’s response

Thank you for your comment. The guideline does include a
cross-reference to the delirium guideline for both the
prevention and treatment of delirium.

Thank you for your comment. The committee agreed these
were important issues, but no evidence was identified that
allowed them to make recommendations.

Thank you for your comment. The committee noted there are
issues around access to imaging and CSF examination in certain
areas, but agreed the evidence showed these tests could be of
diagnostic value in some cases, and therefore were
appropriate to include in the recommendations.

The committee noted that the ‘consider’ recommendation for
CSF examination came at the end of the diagnostic pathway,
and would consequently only be of relevance for the small
number of people who still did not have a diagnosis after all
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No No
set and investment needed to deliver this and/or
FDG-PET (the latter which is also not widely
available). In addition amyloid PET imaging (which
is licensed) for example may be more accessible
in certain services than getting CSF. The default
back to SPECT HMPAOQO/perfusion imaging with its
suboptimal sensitivity/specificity in AD seems is
somewhat unsatisfactory (given higher sens/spec
for other the imaging modalities).

British Association Full 30 34-35 | Fine, but if local nuclear med can’t do DAT then

for MIBG this will be unreliable. What about

Psychopharmacology polysomnography — not obviously mentioned and
it’s in revised criteria?

Developer’s response

the prior possible diagnostic steps had been considered.
However, they noted that a number of stakeholders had
interpreted this recommendation as bringing CSF earlier in the
diagnostic pathway, and to counter that conception agreed it
was appropriate to add an additional recommendation before
all of those on imaging and biomarkers. Specifically:

“Only consider further diagnostic tests if:

e it would help to diagnose a dementia subtype and

¢ knowing more about the dementia subtype would change
management.”

The committee agreed that the evidence base for amyloid PET
imaging was not yet sufficient to make specific
recommendations on its use within the guideline. However,
the committee agreed it was an important area for future
study, and therefore made a research recommendation on the
diagnostic accuracy on amyloid PET imaging. Specifically: “Does
amyloid PET imaging provide additional diagnostic value, and is
it cost effective, for the diagnosis of Alzheimer’s disease and
other dementias when compared with standard diagnostic
procedures?”

Thank you for your comment. The committee agreed that DAT
scans and scintigraphy were the two tests with clear evidence
of high diagnostic accuracy, and therefore these were the two
it was appropriate to refer to in the recommendations.
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Not sure | agree with this as stated. Sure, a
normal MRI (Kipps 0/1) wouldn’t put me off but if
the functional imaging was also within normal
limits then the FTD diagnosis is certainly in
guestion (possible not probable at best). This is
particularly important as normal MRI and normal
functioning imaging may indicate a treatable
phenocopy

Bit vague

4.1.15 — recommends that EEG should not be
used for the diagnosis AD. However as worded
some may take this implicitly that EEG should not
be used at all for dementia when actually it may
have a place for atypical presentations (e.g.
seizures / encephalopathy).

Link to delirium guideline

Recommendation 4.1.26 “Only conduct case
finding for suspected dementia as part of a
clinical trial 13 that also provides an intervention
to people diagnosed with dementia.” | think some

Developer’s response

Thank you for your comment. The committee noted that a
combination of multiple negative test results would certainly
lead to questioning a working diagnosis, but noted that this
recommendation was focused on not over interpreting the
results of individual imaging tests.

Thank you for your comment. The committee agreed this
recommendation was as specific as it was possible to be given
the evidence available.

Thank you for your comment. The committee agreed that, for
clarity, this recommendation should be modified to “do not
use electroencephalography to diagnose Alzheimer’s disease.”

Thank you for your comment. The guideline does include a
cross-reference to the delirium guideline for both the
prevention and treatment of delirium.

Thank you for your comment. The committee agreed with this
suggestion and a definition of case finding has been added to
the guideline.
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Developer’s response
Stakeholder Document P P

British Association
for
Psychopharmacology

British Association
for
Psychopharmacology

British Association
for
Psychopharmacology

description early on is needed by what is meant
by case-finding.

Interesting. Not much relevant evidence here.
Aupperle with CDR improving at 2 years sound
very dodgy! Letting anybody prescribe will likely
result in people staying on drugs with no
individual evidence of efficacy. Agree longer term
people in non-specialist care will stop earlier. This
will have interesting implications for service
structures if widely implemented. Considers
dementia treatment generally but really DLB
prescribing and monitoring should be restricted
to specialists in my view. Why recommend
changes if evidenced base for them is poor?

In my view it should be with best tolerated oral
drug — fortunately currently coincides with price

Statement needs to include evidence after last
technology assessment. Having old
recommendation preserved in tablet of stone in a
new guideline is very silly. Should include severe
AD

Thank you for your comment. The general feedback from
stakeholders around allowing the prescription of
cholinesterase inhibitors and memantine and primary care has
been positive. However, the committee agrees that evidence
does not yet exist as to whether it is safe for treatment to be
initiated in primary care for other subtypes of dementia, and
therefore the committee did not extend these
recommendations to other dementia types, such as DLB.

Thank you for your comment. These recommendations come
from a part of NICE technology appraisal 217 that was not
updated as part of this guideline, and therefore it was not
possible to make changes to the recommendation.

Thank you for your comment. These recommendations come
from a part of NICE technology appraisal 217 that was not
updated as part of this guideline, and therefore it was not
possible to make changes to the recommendation.

The guideline does however include a recommendation to
“offer memantine in addition to a cholinesterase inhibitor if
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Comments

Severity is now a non-issue — so irrelevant. Does
raise highlight ethnicity issue though for the first
time

This is still fine

See comment 16

More generally whilst readers are directed to the
NICE Parkinson’s guideline (NG71) with regard to
the pharmacological management of Parkinson’s
disease with dementia, there is no elaboration in
the guidelines on the management of non-
cognitive symptoms in DLB. Whilst there are
symptom overlaps with Alzheimer’s disease, a
number of symptoms are specific and troubling to
people with DLB such as, for example, REM sleep

Developer’s response

they have severe disease”, which the committee noted should
cover the area of concern.

Thank you for your comment. These recommendations come
from a part of NICE technology appraisal 217 that was not
updated as part of this guideline, and therefore it was not
possible to make changes to the recommendation.

Thank you for your comment.

Thank you for your comment. The general feedback from
stakeholders around allowing the prescription of
cholinesterase inhibitors and memantine in primary care has
been positive. However, the committee agrees that evidence
does not yet exist as to whether it is safe for treatment to be
initiated in primary care for other subtypes of dementia, and
therefore the committee did not extend these
recommendations to other dementia types, such as DLB.
Thank you for your comment. The guideline did look for
evidence on management of non-cognitive symptoms in DLB,
but only limited evidence was identified, so the committee did
not feel able to make recommendations. They therefore
agreed it was appropriate to add an additional reference to the
Parkinson’s disease guideline to cover the management of
non-cognitive symptoms, with a caveat around the need to
potentially modify interventions for people with PDD and DLB.
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behaviour disorder (as noted above), autonomic
symptoms, drooling and parkinsonism and
management of these are not specifically covered
for DLB in the NICE Parkinson’s guideline.

Agree — a bit inconsistent with technology
appraisal stuff above though

Agree. Should we be giving any advice on
stopping ACHEI in LB patients? In my experience
there is a significant risk of rebound, i.e. they get
worse than they would likely have been if drug is
withdrawn

Galantamine has worse tolerability than the other
2 in AD at effective doses??

Interesting advice — not sure of logic

Developer’s response

Thank you for your comment. This recommendation was an
update of the recommendation from TA217 on when
treatment should be stopped, and therefore there is no
inconsistency, as the appraisal recommendation will be stood
down upon publication of this guideline.

Thank you for your comment. This guideline did not contain a
question on stopping rules for cholinesterase inhibitors in
people with DLB, and therefore it was not possible to make any
recommendations on this topic.

Thank you for your comment. The evidence base for
galantamine in DLB and PDD is considerably less than for
donepezil or rivastigmine, and it was for this reason the
committee agreed it should be the third choice cholinesterase
inhibitor in this group.

Thank you for your comment. The committee noted the point
estimates for the effectiveness of memantine were similar to
those for cholinesterase inhibitors, although there was
considerably more uncertainty, and therefore agreed it was
appropriate to make a weak recommendation for its use in
cases were cholinesterase inhibitors cannot be used.
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British Association Full 36 38-41 | | think there needs to be a distinction between

for AD and other forms of dementia where drug risk

Psychopharmacology issues are higher (e.g. DLB). No real distinction
drawn either between different types of
psychopathology or typical v atypical
antipsychotics. All atypicals are not alike — no
reliable evidence that quetiapine effective based
on several trials. In fact whole section below on
pharmacological BPSD management is very
limited — needs more detail. In my view an
evidence based statement could be made for
SSRIs and possibly for ACHEIs and memantine

British Association Full 36 3-4 True but not exactly helpful. Next item (71, lines
for 5-6) is fine on its own
Psychopharmacology

Developer’s response

Thank you for your comment. The committee noted the
majority of the evidence available for these drugs was from
Alzheimer’s disease, and therefore it was not possible to make
specific recommendation for other subtypes. The committee
also agreed that the evidence came from a sufficient number
of different drugs that it was reasonable to make an
overarching recommendation around antipsychotics.

The committee agreed that there was a lack of detail in some
of the recommendations made, but noted that this was a
result of the limited evidence base in the area, including
around SSRIs, cholinesterase inhibitors and memantine for the
management of non-cognitive symptoms.

The committee did note the specific concerns around the risks
of antipsychotics in people with dementia associated with
Parkinson’s disease, and therefore agreed to add an extra
bullet point to recommendation 1.7.3, stating that “for people
with dementia with Lewy bodies or Parkinson’s disease
dementia, be aware these medicines can worsen the motor
features of the condition, and in some cases can causes severe
antipsychotic sensitivity reactions. For more guidance, see the
advice on managing delusions and hallucinations in NICE
guideline on Parkinson’s disease. Be aware that interventions
may need to be modified for people living with dementia.”
Thank you for your comment. The committee noted that there
are a number of commonly prescribed medicines that clinicians
are often unaware are associated with increased
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Agree — no mention yet of Souvenaid. We don’t
prescribe them, but should we have a position on
recommending or not?

Neuroleptic sensitivity in DLB is not mentioned
despite significant risks associated with the
prescription of these medications in 