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Appendix B: Stakeholder consultation comments table

2019 surveillance of Stroke rehabilitation in adults (2013) NICE guideline CG162

Consultation dates: 31 January 2019 to 13 February 2019

Do you agree with the proposal to update the guideline?

Stakeholder Overall response Comments
Chroma Therapies Ltd | Yes Chroma provides Rhythmic Auditory Stimulation (RAS) via
t/a Chroma our team of Neurologic Music Therapists to NHS and

private healthcare organisations across the UK. This
proposal to update the guidance to include music therapy
and RAS will make a significant difference to Stroke
survivors and healthcare organisations.

The Cochrane Review is referring specifically to Rhythmic
Auditory Stimulation (RAS), which is a Neurologic Music
Therapy (NMT) technique, and not standard across music
therapy. | would suggest using the terminology Neurologic
Music Therapy vs Music Therapy to make the

distinction. Not all Music Therapists can do RAS, but all
NMTs have been trained to do it. Information about NMT

NICE response

Thank you for your comment.

The scope of the Cochrane review included all music interventions,
and we therefore used the term ‘music therapy’ in the evidence
summary section heading, and in the impact statement, to reflect
the scope of the Cochrane review. Of the 29 studies identified by
the Cochrane review, 14 used Rhythmic Auditory Stimulation or
Rhythmic Auditory Cueing. We make specific reference in Appendix
A: evidence summary to Rhythmic Auditory Stimulation and its
benefits, but we will also reflect this in the impact statement, and
ensure that developers who will perform the guideline update are
aware of the distinction between Neurologic Music Therapy and
Music Therapy.

Regarding the references you have provided, books are not a valid
evidence type for inclusion in surveillance reviews. However we
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training and certification can be found here: note that the positive findings on Rhythmic Auditory Stimulation in
https://nmtacademy.co these books agree with the conclusions of the Cochrane review
examined by the surveillance review.

In the book ‘Re-Engineering the Spinal Cord - Evidence-
Based Neurorehabilitation’ (2005, Springer, von Wild
Editor) in the chapter ‘Evidence Based Medicine in
Neurologic Rehabilitation: A Critical Review (Hoemberg, 1-
14pp)’, RAS is listed as one of only 3 gait training
techniques with high levels of evidence (level | or Il). The
other 2 are FES and treadmill with partial body support.

In the “Handbook of Clinical Neurology - Neurologic
Rehabilitation” (Elsevier, Barnes & Good Eds) in the chapter
‘Neurorehabilitation Approaches to Facilitate Motor
Recovery (Hoemberg, 161- 174pp) again RAS is listed
among only 4 evidence based gait training techniques
(Robot-assisted methods were added).

Neurocare Europe Yes No Comments provided Thank you for your answer.
Limited
Stroke Association Yes We welcome NICE’s proposal to update the existing Thank you for your comment.

guidelines for stroke rehabilitation in adults. Since the
existing guidelines were developed there have been
significant changes in how rehabilitation services are
structured, as well as a number of system-wide initiatives
to improve the provision of stroke services, most recently
as set out in the NHS Long-Term Plan.

During the surveillance review, we considered both the NHS long
term plan (reference 1 in your comment), and the Royal College of
Physicians 2016 Stroke guidelines. They are referred to at relevant
points in Appendix A: evidence summary. As you note, we are
planning to explore engaging with the Royal College of Physicians
on any update. We are pleased that you agree with the areas

We are pleased to see that the guideline has been proposed for update.

reviewed and compared to the Royal College of Physicians’ | To address your comments on specific aspects of and sections of
2016 Stroke guidelines. We also welcome the aspiration to | the guideline:
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engage with the RCP Intercollegiate Stroke Working Party
on any update of the guideline, especially in light of a
number of areas where the RCP guidelines differ, as in the
recommendations around 7 day standards for stroke
rehabilitation. Similarly, we welcome the proposed
inclusion of therapies such as mirror therapy and music
therapy following reviews of their effectiveness.

The proposed revision of these guidelines real chance to
respond as a whole stroke community to the challenges
and opportunities that have opened up as a result of the
NHS Long-Term Plan and the National Stroke Programme.
Through addressing some of the existing inconsistencies
between NICE and the more recent RCP guidance,
cementing the policy aspirations found across the system in
clinical guidance, and reflecting new research
developments and emerging and established best practice,
forthcoming updates to both the main stroke guidelines
and stroke rehabilitation guidelines can help to ensure that
policy makers, clinicians and academics are all moving in
the same direction

However, some reservations remain around the structure
of existing stroke-specific guidance. As we set out in our
January 2019 response to the Stroke and transient ischaemic
attack in over 16s:

Diagnosis and initial management update, NICE should
urgently review whether these should remain as two
separate guidelines given the increasing drive for
integration across care settings. Further, CG 162 states
that it covers stroke survivors who have a continuing
impairment 2 weeks post-stroke, which leaves a significant

Merging the acute stroke (NICE CG68) and stroke rehabilitation
(NICE CG162) guidelines

We have no current plans to merge these guidelines, but NICE
pathways link together related NICE guidelines in an interactive
online pathway. The NICE Pathway for stroke includes all the
recommendations from both CG68 and CG162.

Regarding any gap between the 2 guidelines, and your concerns
about the time periods they cover. There are recommendations in
NICE CG162 that stress that rehabilitation considerations should
begin as soon as the person enters hospital, such as 1.2.1 ‘On
admission to hospital, to ensure the immediate safety and comfort
of the person with stroke, screen them for the following and, if
problems are identified, start management as soon as possible:
orientation; positioning, moving and handling; swallowing; transfers;
pressure area risk; continence; communication; nutritional status
and hydration’

There are also recommendations that specifically encourage
continuity of care spanning the early and later phases after stroke
such as 1.1.1 ‘People with disability after stroke should receive
rehabilitation in a dedicated stroke inpatient unit and subsequently
from a specialist stroke team within the community.’

There are also recommendations in CG162 covering the post-stroke
time window from 48 hours to 2 weeks such as 1.1.16 ‘After
transfer of care from hospital, people with disabilities after stroke
(including people in care homes) should be followed up within 72
hours by the specialist stroke rehabilitation team for assessment of
patient-identified needs and the development of shared
management plans.” However, we recognise that a lack of
integration between NICE guidelines CG162 and CG68 could make
improving integration between acute care and rehabilitation services
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gap between the acute care covered in the above guideline
which mostly covers interventions up to 48 hours after
onset and only “some interventions up to two weeks”, and
the recommendations around how to ensure stroke
survivors receive the rehabilitation and support they need
as soon as they need it.

Given that we know post-acute care has not kept pace with
the improvements we have seen in acute care and that
stroke survivors continue to report they do not get the
level and breadth of rehabilitation they want, and feel
abandoned when they leave hospital, combining the
guidelines would send a strong message to the clinical
community about the importance of post-stroke support,
whilst also ensuring seamless patient pathways are
adequately set out in one robust clinical guideline. We
strongly urge you to consider combining the two existing
guidelines, to elide any perceived gap in service and
guideline provision.

We are disappointed to see that the section on third sector
organisations is not likely to be updated under the current
review. The Stroke Association would like to reiterate the
important role we, and other third sector organisations,
play not only in helping to facilitate informal support
groups for both those affected by stroke and their carers,
which we know are highly valued by stroke survivors in
helping them to cope with the effects of their stroke, but
also in the provision of commissioned support services. As
NICE notes in the surveillance review, the NHS Long-Term
Plan outlines how the NHS will work in partnership with
voluntary organisations including the Stroke Association to
deliver out of hospital, more integrated and higher intensity

difficult. We will pass this feedback onto the developers responsible
for updating the guideline.

Additionally, surveillance reviews can consider evidence and suggest
consideration of adding recommendations in areas not currently
covered by the guideline. For example, see the section on ‘Early
rehabilitation’ in section 1.2 of Appendix A: evidence summary for
details of 2 randomised controlled trials on early rehabilitation
(within 48 hours of stroke), and intensive physical therapy within 72
hours of a first stroke. However, at this time we decided that mixed
results with the new evidence from 2 heterogeneous trials are
unlikely to affect the guideline.

Third sector organisations

No evidence in this area fulfilling the criteria of the current
surveillance review was found. However the guideline currently
makes several recommendations of relevance to the third sector,
including: identifying ongoing needs of the person and their family
or carer, for example access to voluntary services; identifying
sources of support for family, friends and/or carers; and facilitating
participation in community activities, such as civic engagement,
stroke support groups, and volunteering. Additionally, as you note,
rehabilitation in partnership with voluntary organisations, including
the Stroke Association, is advocated within the NHS Long Term Plan
(January 2019).

Reference 2 by Fama (2016) of group therapy for aphasia is a pilot
observational study and is not within the scope of the relevant
review questions in the original guideline (systematic reviews or
RCTs) therefore is not suitable to include in the surveillance
evidence summary. However in support of your comment about ‘the
need to use peer support alongside other therapies for effective
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rehabilitation for people recovering from stroke.! A 2016 | rehabilitation’, we did identify evidence for circuit class (i.e. group)
study found that group therapy was more effective than walking therapy to improve mobility.

individual speech and language therapy sessions in . o )
encouraging participants to initiate conversation and use a | You note that your services ‘pick up the often significant social,

wider range of communication tools, reinforcing the need | practical and emotional issues faced by stroke survivors and their
to use peer suzpport alongside other therapies for effective | families ... (which) should be reflected in any guidance.’ These issues
rehabilitation. are referred to in recommendation 1.3.2 ‘Provide information about

We also have services that are based in hospital or local resources (for example, leisure, housing, social services and the
alongside outpatient services, which we know clinicians voluntary sector) that can help to support the needs and priorities of
value as our services pick up the often significant social, the person with stroke and their family or carer.’

practical and emotional issues faced by stroke survivors
and their families, freeing up clinical teams to focus on
clinical issues. This means their time is used effectively and
efficiently which will help ensure better provision of clinical
support in and outside of hospital. This should be reflected
in any guidance.

Providing support and information

Surveys are not a suitable evidence type for inclusion in a
surveillance review. However, we acknowledge your concerns that
many respondents to your survey felt they did not receive enough
information. The guideline does recommend identifying information
needs and how to deliver them, taking into account specific

We are disappointed that section 1.3 on providing support | impairments, pacing the information to the person's emotional

and information is not recommended for update. Provision | adjustment, providing information about local resources to support

of accessible information for those affected by stroke needs and priorities, and regularly reviewing information needs. This
continues to be lacking - 1 in 3 respondents to our ‘New may therefore be an implementation issue and we will pass on this
Era for Stroke’ survey in 2016 disagreed or strongly information to the relevant NICE team.

disagreed with the statement that they received enough
information about what was happening to them. During the
development of the National Stroke Programme stroke
survivors continually called for better, more systematic

Although the guideline does not refer to specific information
sources, the recommendations are designed to encompass a broad
range of information because the guideline committee who made
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provision of information, which is why we're leading on the
development of the ‘stroke passport’ as part of the
National Stroke Programme. We also provide support
through our local groups, information sheets and My
Stroke Guide. We would like to see the guidelines outline
more clearly the kinds of support available to those
affected by stroke, including online support to ensure this
is flagged to every stroke survivor who could benefit.

We welcome the acknowledged need to update the section
on emotional functioning to include sex, relationships and
emotions. In a 2015 Stroke Association survey of over
1000 stroke survivors, 1 in 5 told us the emotional impact
of stroke was hard to deal with, while 42% of people report
a negative change in their relationship with their partner
after a stroke.® We are pleased to see this section of the
guidance be brought into line with RCP guidelines.

We echo comments made by consulted topic experts
around longer term stroke care regarding the importance of
peer support, community involvement and the crucial role
of the third sector in providing support, advice and
information. We would like to see the guideline’s
recommendation 116 to include mention of peer support
groups and voluntary sector involvement, to reinforce the
important role of this sector in this part of the pathway.

References

the recommendations noted that ‘information provided is likely to
vary from patient to patient, and needs to reflect patients’ needs
and priorities’ family expectations, and the local resources’.

Sex, relationships and emotions

We are pleased that the decision to update this area of the guideline
is aligned with the findings of your survey about the impact of
stroke on emotions and relationships. However reference 3 by
McKevitt (2011) reporting these results is prior to the search dates
of the surveillance review and so cannot formally be included in the
evidence summary.
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British and Irish
Orthoptic Society

Yes

1. https://www.longtermplan.nhs.uk/wp-
content/uploads/2019/01/nhs-long-term-plan.pdf, p.64.

2. Fama, M. E., Baron, C. R, Hatfield, B., & Turkeltaub, P. E.
(2016). Group therapy as a social context for aphasia
recovery: a pilot, observational study in an acute
rehabilitation hospital. Topics in stroke rehabilitation, 23(4),
276-83.

3. McKevitt C, Fudge N, Redfern J, Sheldenkar A, et al,
2011. Self-reported long-term needs after stroke. Stroke,
42,1398-403.

The current guideline pays limited attention to vision in
stroke. There is increased evidence of the incidence of
visual problems in stroke and recommendations that
orthoptists be part of the core MDT.

Screening and assessment 1.2.1:We agree that all patients
should have a vision screening assessment as soon as
possible on admission to hospital

1.4.3 Those with visual neglect should have a full orthoptic
investigation to ensure there are no other co-exisiting
visual impairments alongside the neglect such as visual field
loss.

1.6 Vision We agree that this section should be expanded
to included the wider variety of post stroke visual
impairment and not just diplopia and should include
information about when this should be done following
admission and by whom. Evidence is available that tells us
Orthoptists should screen for all visual impairments: visual

Thank you for your comment.

As you note, we have identified potential issues in the guideline
regarding vision which will be addressed by the proposed update to
the guideline.

The current recommendation on the core multidisciplinary stroke
team does not formally include orthoptics, but does include this
aspect of care in a list of ‘access to other services that may be
needed’.

We note your comment about recommendation 1.2.1 that all
patients should have a vision screening assessment as soon as
possible on admission to hospital. This feedback will be passed to
the developers for consideration in the scoping of the update.

We are pleased you agree with the proposed update to section 1.6
of the guideline about vision. No formal evidence was identified to
target a specific area of this section for update - the need for
update was based on topic expert comments and differences
between the NICE guideline and the Intercollegiate Stroke Working
Party guideline. We will ensure your comments about additional
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field loss, ocular motility problem, visual perception, issues that may need addressing are passed onto the developers
reduced visual acuity and visual neglect. who will update the guideline. We also note your concerns about
recommendation 1.4.3 and will notify the developers of this for

1.6.2 All patients who fail a vision screen should have a full
consideration during the update of section 1.6 on vision.

orthoptic assessment and management and should not be
limited to patients with diplopia. All visual impairments will
impact on the patient’s psychosocial well being and their
ability to undertake effective rehabilitation.

1.6.3 This should not be limited to patients with awareness
of hemianopia. Those without awareness should also be
offered therapy and support to undertake that therapy. It
should also not be limited to hemianopia but patients with

field loss.

Royal College of Not answered No comments provided Thank you.

Speech and Language

Therapists

British Acupuncture Yes No comments provided Thank you for your answer.

Council

Medtronic Ltd Yes No comments provided Thank you for your answer.

NHS England Not answered No comments provided Thank you.

Association of British | Yes Areas identified for consideration in the update all seem Thank you for your comment.

Neurologists sensible areas to look at again in light of new evidence. We are pleased that you agree with the need to update the
An update to the stroke rehabilitation guideline seems guideline, and our plan to explore engaging with the Intercollegiate
sensible, particularly given the problems around the first Stroke Working Party.
iteration.
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The suggestion of engagement with the ICSWP is
encouraging if somewhat surprising (perhaps taking on
board some of the criticisms of the first NICE guideline).
There will be a much greater chance of a pragmatic and
relevant set of guidelines with this approach.

I would like to add a vote for the assessment and
management of disorders of oral feeding, given the new
classification of food consistencies (https://iddsi.org/).

There is always an emphasis on swallowing, but not on the
other components of successful oral feeding, in particular
cough, posture, vigilance, and food consistency.

Difficult to disagree with the suggestions for areas to
review. The robot assisted arm therapy section was
suggested for updating on the basis of RATULS which has
not yet been presented, but perhaps they know more
about the timing of this.

Assessment and management of disorders of oral feeding in stroke
is of relevance to NICE guidelines CG32 Nutrition support for adults
and CG68 Stroke and transient ischaemic attack in over 16s. The
issues you raised in this area will be added to the issue log for these
guidelines for consideration at their next surveillance review.

The basis for identifying a trigger for updating recommendations on
robot-assisted arm training was based on a Cochrane review and 2
additional randomised controlled trials. We noted the RATULS trial
(Robot Assisted Training for the Upper Limb after Stroke) is
underway and that it may provide additional useful data in this area
once findings have been published. If this trial publishes its findings
during development of the guideline update it may be possible to
incorporate it into the update.

NICE guideline CG76 Medicines adherence covers: Patient involvement in decisions about medicines; Supporting adherence; Reviewing medicines; and
Communication between healthcare professionals. NICE guideline NG5 Medicines optimisation covers: Patient safety incidents; Communication when
patients move between care settings; Medicines reconciliation; Medication review; Self-management plans; Patient decision aids; Clinical decision support;

and Organisational and cross-sector working.

2a) Are medicines management issues that may arise in stroke rehabilitation suitably covered by other NICE guidance such as NICE CG76 and NICE NG5?

Stakeholder Overall response Comments NICE response
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https://www.nice.org.uk/Guidance/CG76
https://www.nice.org.uk/guidance/ng5

Chroma Therapies Ltd
t/a Chroma

Neurocare Europe
Limited

Stroke Association

British and Irish
Orthoptic Society

Royal College of
Speech and Language
Therapists

British Acupuncture
Council

Medtronic Ltd

NHS England

Not answered

No comments

Yes

Not able to
comments

Not answered

Not answered

No

Partially

No comments provided

No comments provided

No comments provided

No comments provided

No comments provided

No comments provided

No comments provided

It's not uncommon for patients to be discharged after a
stroke with a variety of medications some of which are new
and some pre-existing - patients and their carers are often
confused about these and especially in regard to
anticoagulant drugs and anti hypertensives. Very clear
guidance on what has been stopped and started should be
given - patients for example may have been on warfarin
previously and then are commenced on a new oral anti
coagulant. On discharge they do not appreciate the fact

Thank you.

Thank you.

Thank you for your answer.

Thank you.

Thank you.

Thank you.

Thank you for your answer.

Thank you for your comment.

We acknowledge your concerns about patients with stroke and their
carers being confused about medicines. This is an issue for various
conditions, and so NICE guideline CG76 Medicines adherence
(which is linked to by NICE guideline CG162) makes
recommendations to cover similar scenarios common to many
patients, such as:
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that these must not be taken together. Similar confusion e 1.1.18 Encourage and support patients, families and carers

about aspirin in individual cases occurs. to keep an up-to-date list of all medicines the patient is
. . . taking.
A clear written plan should be given to all patients and GPs aKing
at discharge with specific reference to high risk e 1.1.25 Offer patients information that is relevant to their
medications. condition, possible treatments and personal circumstances,

and that is easy to understand and free from jargon.

o 1.1.29 Patients differ in the type and amount of information
they need and want. Therefore the provision of information
should be individualised.

Regarding your concerns about written plans for patients and GPs at
discharge, NICE guideline NG5 Medicines optimisation makes
several recommendations in this area, including:

e 1.2.1 Organisations should ensure that robust and
transparent processes are in place, so that when a person is
transferred from one care setting to another: the current
care provider shares complete and accurate information
about the person's medicines with the new care provider and
the new care provider receives and documents this
information, and acts on it.

e 1.2.3 Health and social care practitioners should share
relevant information about the person and their medicines
when a person transfers from one care setting to another.
This should include, but is not limited to, all of the following:
[...] details of the medicines the person is currently taking -
name, strength, form, dose, timing, frequency and duration,
how the medicines are taken and what they are being taken
for.

We therefore believe that the issues you raise are covered by NICE
guidelines CG76 Medicines adherence and NG5 Medicines
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Association of British No
Neurologists

No comments provided

optimisation. NICE guideline CG162 already links to CG76, but we
will add links to NG5 alongside the existing links to CG76.

Thank you for your answer.

2b) If not, please indicate any stroke-specific medicines considerations that may be missing from NICE guideline CG162 Stroke rehabilitation in adults.

Stakeholder Overall response  Comments

Chroma Therapies Ltd | Not answered
t/a Chroma

Neurocare Europe No comments
Limited

Stroke Association Not answered
British and Irish Not answered
Orthoptic Society

Royal College of
Speech and Language
Therapists

No comments provided

No comments provided

No comments provided

No comments provided

The RCSLT guidance on the management of dysphagia in
care homes has important information on oral hygiene and
medicine management.

The International Dysphagia Diet Standardisation Initiative
(IDDSI) has been updated and should be included in the
Guideline.

NICE response

Thank you.

Thank you.

Thank you.

Thank you.

Thank you for your comment.

Oral hygiene is discussed in Appendix A: section 1.7 - Swallowing,
under the subheading ‘Mouth care’. An update in this area is
proposed to add more detail to the guideline.

Assessment and management of disorders of oral feeding in stroke
is of relevance to NICE guidelines CG32 Nutrition support for adults
and CG68 Stroke and transient ischaemic attack in over 16s. The
update to the International Dysphagia Diet Standardisation Initiative
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(IDDSI) will be added to the issue log for these guidelines for
consideration at their next surveillance review.

We have reviewed the guidance on management of dysphagia in
care homes but unfortunately we can’t see any reference to
medicines management. However, NICE guideline CG162 and NICE
guidelines CG76 Medicines adherence and NG5 Medicines
optimisation include guidance on medicines management.

British Acupuncture Not answered No comments provided Thank you for your response.
Council
Medtronic Ltd The guideline makes no recommendation on intrathecal Thank you for your comment.

baclofen for the treatment of post stroke spasticity. We
suggest that intrathecal baclofen should be considered for | Thank you for alerting us to these 2 publications (which were not

addition to this guideline and would like to draw your identified in the searches performed for the surveillance review)

attention to two 2018 publications detailing results of the o rting results of a randomised controlled trial in 60 people with
SISTERS RCT which investigated the effects of intrathecal ..
severe poststroke spasticity. We have added these to the

baclofen therapy on post stroke spasticity, pain and quality
of life. surveillance evidence summary.

We acknowledge that the results show that intrathecal baclofen
1. Creamer M, Cloud G, Kossmehl P, et al. Intrathecal therapy versus conventional medical management appears to
baclofen therapy versus conventional medical management | improve spasticity, pain and quality of life versus conventional
for severe poststroke spasticity: results from a multicentre, | management.

randomised, controlled, open-label trial (SISTERS). J Neurol
Neurosurg Psychiatry. 2018 Jun;89(6):642-650.

The Royal College of Physicians Intercollegiate Stroke Working
Party does make the following recommendation ‘People with

2. Creamer M, Cloud G, Kossmehl P, et al. Effect of generalised or diffuse spasticity after stroke should be offered
intrathecal baclofen on pain and quality of life in poststroke | treatment with skeletal muscle relaxants (e.g. baclofen, tizanidine) ...’
spasticity: A randomized trial (SISTERS). Stroke. We are proposing this is considered as an area for update in the
2018;49:2129-2137. guideline and have amended Appendix A: Evidence summary with

this new evidence and conclusion of impact.

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

Appendix B: stakeholder consultation comments table for 2019 surveillance of Stroke rehabilitation in adults (2013) 13 of 31


https://www.rcslt.org/-/media/Project/RCSLT/guidance-on-the-management-of-dysphagia-in-care-homes.pdf
https://www.rcslt.org/-/media/Project/RCSLT/guidance-on-the-management-of-dysphagia-in-care-homes.pdf
https://www.ncbi.nlm.nih.gov/pubmed/29326296
https://www.ncbi.nlm.nih.gov/pubmed/29326296
https://www.ncbi.nlm.nih.gov/pubmed/29326296
https://www.ncbi.nlm.nih.gov/pubmed/29326296
https://www.ncbi.nlm.nih.gov/pubmed/30354975
https://www.ncbi.nlm.nih.gov/pubmed/30354975
https://www.ncbi.nlm.nih.gov/pubmed/30354975

NHS England See above Thank you for your comment.

Please see our response to your comments above for question 2a).

Patient education, especially for those with impaired
communication, perception, or cognition.

Association of British
Neurologists

Thank you for your comment.

The guideline makes a specific mention of education in
recommendation 1.4.2 ‘Provide education and support for people
with stroke and their families and carers to help them understand
the extent and impact of cognitive deficits after stroke, recognising
that these may vary over time and in different settings.’

Additionally, several recommendations are made regarding
information provision, including: identifying information needs and
how to deliver them, taking into account specific impairments,
pacing the information to the person's emotional adjustment,
providing information about local resources to support needs and
priorities, and regularly reviewing information needs.

We therefore believe that the issues you raise are covered by the
guideline.

A Cochrane overview of interventions for upper limb function found benefits of: mental practice, interventions for sensory impairment, and unilateral (vs.
bilateral) arm training. The evidence base for these was systematic reviews from 2009 to 2013, and the current surveillance review found no more recent
evidence.

[Note: the Cochrane overview covered other interventions which have more recent evidence bases - see individual sections in Appendix A for details].

a) Should any of these 3 interventions be considered in an update of CG162?

Stakeholder Overall response Comments NICE response
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Chroma Therapies Ltd
t/a Chroma

Neurocare Europe
Limited

Stroke Association

British and Irish
Orthoptic Society

Royal College of
Speech and Language
Therapists

British Acupuncture
Council

Medtronic Ltd

NHS England

Association of British
Neurologists

Not answered

Yes

Yes

Not able to
comment

Not answered

Not answered

No comment

Not answered

Yes, all

No comments provided

No comments provided

No comments provided

No comments provided

No comments provided

No comments provided

No comments provided

No comments provided

No comments provided

b) If so, are you aware of more recent evidence since 2013?

Stakeholder

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

Overall response Comments

Thank you.

Thank you for your answer.

Thank you for your answer.

Thank you.

Thank you.

Thank you.

Thank you.

Thank you.

Thank you for your answer.

NICE response
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Chroma Therapies Ltd | Not answered No comments provided Thank you.

t/a Chroma

Neurocare Europe Yes No comments provided Thank you for your answer.
Limited

Stroke Association No No comments provided Thank you for your answer.
British and Irish Not answered No comments provided Thank you.

Orthoptic Society

Royal College of Not answered No comments provided Thank you.

Speech and Language

Therapists

British Acupuncture Not answered No comments provided Thank you.

Council

Medtronic Ltd Not answered No comments provided Thank you.

NHS England Not answered No comments provided Thank you.

Association of British No No comments provided Thank you for your answer.

Neurologists

Do you have any comments on areas excluded from the scope of the guideline?

Stakeholder Overall response Comments NICE response
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Chroma Therapies Ltd | Not answered No comments provided Thank you.

t/a Chroma
Neurocare Europe Yes The scope suggests a role for TENS in rehab. We would Thank you for your comment.
Limited submit that NMES should be considered (and specifically

The evidence searches performed for the surveillance review
identified several studies of electrical stimulation, including
neuromuscular electrical stimulation (NMES) for various aspects of
stroke rehabilitation. The findings are presented in detail in
Appendix A: evidence summary. An overview of the findings is given
below:

be included)

Swallowing therapy

Evidence was found from a Cochrane review and 2 RCTs. This
evidence is covered by NICE interventional procedures guidance
IPG634 Transcutaneous neuromuscular electrical stimulation for
oropharyngeal dysphagia in adults, which states: ‘For adults with
dysphagia after a stroke, the evidence on efficacy suggests a
potential benefit, but is limited in quality and quantity. Therefore,
this procedure should only be used with special arrangements for
clinical governance, consent, and audit or research.’

Electrical stimulation for the upper limb

Mixed results from 8 heterogeneous RCTs are unlikely to impact the
guideline recommendation not to routinely offer electrical
stimulation for the hand and arm, but to consider a trial of electrical
stimulation in people who have evidence of muscle contraction after
stroke but cannot move their arm against resistance.

Shoulder pain

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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Stroke Association No No comments provided
British and Irish No No comments provided
Orthoptic Society

Royal College of Yes 1.8 Communication
Speech and Language

Speech and language therapy for aphasia

Therapists
We would also encourage inclusion of emerging large-scale
trials of digital interventions from to be reviewed and
potential be made into recommendations.

Furthermore there should be a recommendation included
that does not limit the 6 month/annual review stages as
the point of referrals to be made to SLT. Evidence supports
that SLT is helpful for improving people with aphasia years
after their stroke (Bretenstien et al.,2017) and so it should
be easy for people to make self-referrals through their GP
at any instance post-stroke, as there is always potential for

A single RCT found that electrical stimulation applied to the
supraspinatus and deltoids significantly reduced shoulder pain, but
evidence from other studies confirming effects are needed.

Electrical stimulation for the lower limb

Of 5 RCTs, only 1 found any significant positive effects (of bilateral
over unilateral electrical stimulation for results on the Timed Up and
Go test). In 5 reports of the other 4 RCTs, no benefit was found of
electrical lower limb stimulation on walking. This evidence is unlikely
to affect the guideline which makes no recommendations on
electrical stimulation for the lower limb.

Thank you for your answer.

Thank you for your answer.

Thank you for your comment.

Regarding digital interventions, any studies of digital intervention
that were within the scope of the surveillance review and identified
by surveillance review searches and intelligence gathering were
included in the surveillance evidence summary. Some studies of
computer-based interventions were included: a tailored computer-
generated information booklet for patients and carers; computer-
based game training for cognitive rehabilitation for executive
dysfunction; and a computer programme to remotely retrain upper
limb function. However the evidence either supported or was not
sufficient to impact the guideline. We also track important ongoing
studies and examine their results for any impact on the guideline
once published - we are tracking the Big Cactus study of computer
therapy you identified. Additionally, we note the recent

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
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functional improvement as supported by research (note-
the guideline currently says ‘if there is potential..’)

We feel there should be greater emphasis on the provision
of social enrichment activities as more recent research
clearly demonstrates the particular risk people with
communication difficulties after stroke are at for having
decreased social networks (Northcott et al., 2018.

New Evidence:

Breitenstein, C. et al (2017). Intensive speech and language

therapy in patients with chronic aphasia after stroke: a
randomised, open-label, blinded-endpoint, controlled trial
in a health-care setting. Lancet, 15 (389), 1528-1538.

Palmer et al (2019) Clinical and cost effectiveness of
aphasia computer therapy compared with usual stimulation
or attention control long term post stroke - soon to be
published. Big Cactus Study.

Marshall, Caute, Chadd, Cruice, Monnelly, Wilson & Woolf
(2018). Technology Enhanced Writing Therapy for People
with Aphasia: Results of a Quasi-Randomised Waitlist
Controlled Study. IJLCD, doi: 10.1111/1460-6984.12391.

Marshall, J., Booth, T., Devane, N., Galliers, J. R.,
Greenwood, H., Hilari, K., Talbot, R., Wilson, S. and Woolf,
C. (2016). Evaluating the Benefits of Aphasia Intervention
Delivered in Virtual Reality: Results of a Quasi-Randomised

Study. PLoS One, 11(8), e01603. doi:
10.1371/journal.pone.0160381

Northcott, Moss, Harrison and Hilari (2018). A systematic
review of the impact of stroke on social support and social

announcement about NHSX: a joint organisation focusing on digital,
data and technology issues in the NHS.

Regarding the new evidence you have highlighted:

Breitenstein et al (2017): This study was included in the surveillance
review evidence summary and contributed to the conclusion that
new evidence may impact the guideline which currently makes no
recommendations on the intensity of speech and language therapy.
However, we note your comments about the potential to benefit
from speech and language therapy several years after a stroke and
will include this information for consideration in the update we have
proposed in this area.

Palmer et al. (2019): We are aware of this study. Results have been
informally published, but we are awaiting formal publication of the
HTA report which we are tracking. We will assess the results for any
impact on the guideline once published.

Marshall et al. (2018): This study was not identified by the
surveillance review searches. The abstract does not include any
numerical data in the results section and therefore is not suitable for
inclusion in the surveillance evidence summary. Additionally,
although the study shows that therapy using assistive technology
improved a functional writing measure in people with dysgraphia,
the population is not specifically stated to be stroke, and as a single
study, evidence from other studies confirming effects are needed.

Marshall et al. (2016): This study was not identified by the
surveillance review searches. The abstract does not include any
numerical data in the results section and therefore is not suitable for
inclusion in the surveillance evidence summary. Additionally,
although the study shows that a virtual reality intervention
improved a measure of functional communication in people with
aphasia, the population is not specifically stated to be stroke, and as
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networks: associated factors and patterns of change.
Clinical Rehabilitation, 30 (8), 811-31.

British Acupuncture Yes You have excluded acupuncture based on the findings of

Council one systematic review (Yang 2016). It is arguable whether
that is the correct decision, given that this review found
positive indications for acupuncture in a number of stroke
areas: it comes down to considerations of methodological

a single study, evidence from other studies confirming effects are
needed.

Northcott et al. (2018): This study was identified by the surveillance
review searches. However, due to the large number of studies
identified in the initial evidence search, several strategies were used
to select studies for inclusion in the evidence summary. One of the
strategies was to include only systematic reviews from Cochrane,
therefore as a non-Cochrane review, this study was excluded. The
study concluded that: ‘Following a stroke, non-kin contact is
vulnerable, strain is observed within the family unit, and poor social
support is associated with depressive symptoms.’ This study has
now been added to Appendix A: Summary of evidence.

One of the areas of the guideline we have identified for
consideration in the update is sex, relationships and emotions. The
results of this study support our decision to examine this area.

It should also be noted that the guideline already includes some
recommendations relevant to this aspect of post-stroke issues such
as 1.11.3 ‘Encourage people to focus on life after stroke and help
them to achieve their goals. This may include: facilitating their
participation in community activities, such as shopping, civic
engagement, sports and leisure pursuits, visiting their place of
worship and stroke support groups; supporting their social roles, for
example, work, education, volunteering, leisure, family and sexual
relationships’.

Thank you for your comment.

When the guideline was originally developed, no evidence was
examined for acupuncture or any other complementary and
alternative medicine, and no review questions were included
specifically about complementary and alternative medicine. As the

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

Appendix B: stakeholder consultation comments table for 2019 surveillance of Stroke rehabilitation in adults (2013) 20 of 31


https://www.ncbi.nlm.nih.gov/pubmed/26330297

quality of the trials and of course the usual contentious surveillance review takes its lead from the protocols used by the

acupuncture issue over sham/placebo and hence original guideline developers, studies of complementary and
interpretations of the evidence. Given that this is not a alternative medicine were excluded from the surveillance review.
clearOcut decision we are surprised that you have However we included the Cochrane review (Yang 2016) in the
restricted your review just to this one review, On a quick surveillance review as an overview of the best available current
count with pubmed | came across at least 20 systematic evidence on acupuncture for stroke rehabilitation. The authors
reviews published in English (including more Cochrane concluded that ‘most included trials were of inadequate quality and

ones) since the last stroke guideline. We would urge you to | size. There is, therefore, inadequate evidence to draw any

have look more closely at the whole body of acupuncture | conclusions about its routine use’. This therefore remains an area
evidence. Examples of some of the issues are given below, |where not enough evidence of good quality is available to consider
but we have not looked into this thoroughly ourselves. making recommendations. However, as we are proposing to fully
Consider also that stroke is the inpatient condition in update the guideline this may be an area considered further through
Chinese hospitals that provides more acupuncture referrals | the scoping process.

than anything else. It is almost always delivered in
conjunction with orthodox rehabilitation treatment.

We also included in the surveillance review the Cochrane review of
dysphagia (Bath 2018) that you refer to in which several

Insomnia acupuncture studies were included. The authors noted that
‘Acupuncture resulted in significant results for reducing the
proportion of participants with dysphagia at end of trial. However,
these findings may be due to chance, given that testing for subgroup
differences did not yield significant results. Acupuncture did not
reduce swallowing ability.” The authors further stated that ‘data
from three studies may have been confounded due to use of
Dysphagia 'routine’ acupuncture or a different type of acupuncture as control,
variation in delivery of therapy, and risk of language bias, in that
some of the acupuncture literature is available in full only in Chinese
language journals’. We therefore believe that there is not enough
evidence of good quality to consider making recommendations on
acupuncture for dysphagia.

The Yang Cochrane review only identifies one study
relating to sleep in people who have had a stroke (Zhang
2013, published in a Chinese journal), so | think the the
systematic review by Lee (BMC Complementary
Alternative Med 2016) should be considered.

Bath 2018 Cochrane Review for Dysphagia includes
studies published in 2016, including Chen et al. BMC
Complement Alternat Med 2016 and Xia Clin Rehabil 2016,
so these could be considered in the update. However in
Chen, stroke onset was 2-7 days onset. Li Chin J Integrat
Med 2018 is a meta-analysis of dysphagia so this could be
considered too (doesn't include Xia or Chen).
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Analysis of studies with various times post stroke onset

There are some good studies such as Zhang 2015 but the
patients were in the acute stage of <1 month onset so are
rejected by the Yang Cochrane review and are in the Xu
Cochrane review instead. Some include studies in the acute
and chronic phase of stroke:

e Luietal. J Altern Complement Med 2014, a meta-
analysis of acupuncture on cognitive function in
stroke is good but the period after stroke is mixed
(The time interval between stroke onset and
treatment varied. In 10 trials the time interval
ranged from 48 hours to 1 month, and in nine
trials, the time interval was 3 to 36 months.)

e YueJ, etal. Acupunct Med 2017;35:2-8. Looks at
whether acupuncture improves stroke but
includes studies with duration of symptoms from
1 day to 6 months but it isn't clear whether this is
the stroke onset or hiccup onset

e  Fang Sci Rep 2016 is an RCT in patients who had
a recent stroke (30-40 days since onset) so falls
between acute and chronic and may also include
herbs. Include for consideration? (It isn't in the Xu
Cochrane report)

e Jiang C,etal. JAMDA 17 (2016) 1114e1122 is
interesting but the time since stroke is unclear
from the baseline demographics.

e  Cai Arch Physical Med Rehabil 2017 is a good
meta-analysis but the post-stroke period ranged
from one day to four years.

e  Wang et al. BMC Complementary and Alternative
Medicine 2016 is a decent RCT related to
improvements in cognitive impairment but the
inclusion criteria require a recent episode of
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cerebral infarction that occurred 0.5 to 6 months
prior to the enrollment interview.

Nationwide cohort studies

What about the large cohort studies from Taiwan? (Chang
C-C, etal. (2018) PLoS ONE 13(5):e0196094; Chuang
BMC Complementary and Alternative Medicine (2015)
15:318; Shih BMJ Open 2018;94(39):e1572; Weng S-W, et
al. BMJ Open 2016;6:€010539. doi:10.1136/bmjopen-
2015-010539)

The fact that most of the studies are carried out in China is
presented as a criticism in the Cochrane review. There
must be an argument here considering the heritage of
acupuncture, it's incorporation in the treatment of stroke at
the hospital level thus giving access to the funding, facilities
and patients that are denied acupuncture researchers in the
UK.

Medtronic Ltd Yes The guideline makes no recommendation on inFrgthecaI
baclofen for the treatment of post stroke spasticity. We
suggest that intrathecal baclofen should be considered for | Regarding the 2 publications you have identified, please see our
addition to this guideline and would like to draw your response to your previous comment about this under question 2b)
attention to two 2018 publications detailing results of the above.

SISTERS RCT which investigated the effects of intrathecal
baclofen therapy on post stroke spasticity, pain and quality
of life.

Thank you for your comment.

1. Creamer M, Cloud G, Kossmehl P, et al. Intrathecal

baclofen therapy versus conventional medical management
for severe poststroke spasticity: results from a multicentre,
randomised, controlled, open-label trial (SISTERS). J Neurol
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Neurosurg Psychiatry. 2018 Jun;89(6):642-650.
https://www.ncbi.nlm.nih.gov/pubmed/29326296

2. Creamer M, Cloud G, Kossmehl P, et al. Effect of
intrathecal baclofen on pain and quality of life in poststroke
spasticity: A randomized trial (SISTERS). Stroke.
2018;49:2129-2137.
https://www.ncbi.nlm.nih.gov/pubmed/30354975

Recommendations regarding intrathecal baclofen are
included in the National clinical guideline for stroke (2016)
from the Royal College of Physicians Intercollegiate Stroke
Working Party and NHS England has a Clinical
Commissioning Policy: Intrathecal Baclofen (ITB) for
patients with spasticity NHSCB/D04/P/c, 2013

NHS England . We welcome the areas included in the scope, Thank you for your comment.
particularly the breadth of interventions of relevance to the
allied health professions’ service and would like to We are pleased that you are happy with the areas of the guideline

encourage active involvement of all relevant professions in | we propose to update. When development of the update
the development of the updated guideline. commences, we will ensure that the relevant professions are

. Given the emphasis on the importance of digital . - .
models of care and incfeased use of tecphnology in thg Long reflected in the guideline committee makeup and any other expert

Term Plan, this is likely to be a priority for many STPsand  input to the update.

ICS. Therefore, local services and patients will need much  Regarding digital care and technology, surveillance review decisions
clearer indications of what and is not worth investing in. As

. . R . are based on the evidence and intelligence we identify during the
increasing models of rehabilitation, self-care and virtual . ] . . . .

support are developed locally through technologies such as | "eview. No evidence or information we identified led us to conclude
Skype, apps, instant messaging, virtual and augmented that an update was needed in the areas you highlight. Additionally,
reality, and online platforms, the terms telerehabilitation we note the recent announcement about NHSX: a joint organisation
and telephone support are starting to feel outdated. We focusing on digital, data and technology issues in the NHS so this

therefore disagree that evidence on areas including . . -
telerehabilitation, active telephone support, virtual reality area may be discussed further as part of the scoping of the guideline

and other models of technology-enhanced care are not of | Update.
impact and therefore not included in the scope of the

et Regarding the multidisciplinary team, we are confident that the
updated guideline.

recommended professional makeup of the core team, supplemented
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Association of British
Neurologists

No

. Orthoptics, pharmacy and dietetics to the core
multidisciplinary stroke team (page 5 and 11 of the
surveillance review): In reality, it is unlikely there will be

additional evidence on the make-up on MDT stroke teams.

However, in practice the skill mix of effective, integrated
stoke teams needs to be based on anticipated demand at
population level, according to local admissions for adults
diagnosed with strokes and according to recommended
care by NICE.

No comments provided

Do you have any comments on equalities issues?

by a further recommendation listing access to other services that
may be needed, suitably encompasses the disciplines needed to
deliver high quality stroke care and allows for flexibility at a local
level.

Thank you for your answer.

Stakeholder

Chroma Therapies Ltd
t/a Chroma

Neurocare Europe
Limited

Stroke Association

Overall response Comments

Not answered

No

Yes

No comments provided

No comments provided

Although it is not a protected category under the Equality
Act, people from the most economically deprived areas of
the UK are around twice as likely to have a stroke than
those from the least deprived areas?. A study of stroke
audit data found that the most deprived patients had an
average age of onset 5 years lower than the least deprived
patients2. They also had greater co-morbidities and were
less likely to have been independent before their stroke,

NICE response

Thank you.

Thank you for your answer.

Thank you for your comment.

Regarding economic deprivation: We suspect the link you supplied
in reference 1 may be incorrect and that this page may be what you
intended to notify us of. It is a large data set with no accompanying
narrative analysis and therefore cannot be included in the
surveillance review. Reference 2 is an analysis of a national registry
and is not a suitable evidence type to include in the surveillance
review as it presents associative links without examining any
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https://fingertips.phe.org.uk/profile/cardiovascular

suggesting that there is overlap with the equality issues
around age and disability. We therefore strongly
recommend that the guideline considers socioeconomic
deprivation to help reduce the health inequalities relating
to stroke.

Similarly, studies have found that ethnic minorities were
not only at greater risk of having a stroke, but more likely
to report a greater number of unmet needs following a
stroke3. We strongly consider the guidelines to reflect
these findings, and make recommendations to address
them, specifically addressing any barriers around access,
understanding or culture that prevent ethnic minority
stroke survivors from accessing the support they need.

We know through our Life After Stroke Services - which
support over 60,000 stroke survivors each year - that
younger stroke survivors, specifically those under 55, often
report problems accessing appropriate post-stroke support
which we do not see as acutely in stroke survivors closer to
the average age of onset. Further, age of onset data
published by the Stroke Audit team in 2017 shows that
strokes in men in this age group are growing faster than the
trend in overall incidence®. Nearly double the number of
working age strokes now occur in men than in women. A
new study looking at suicide after stroke shows than men
are also more likely to die from suicide following a stroke
than women®. We therefore strongly suggest that younger
stroke survivors and particularly younger men are
considered as a group requiring specific consideration to
address these issues when updating the guidance around
emotional support and mental health.

management strategies. We acknowledge your concerns about the
association of deprivation with increased risk of stroke, lower age of
onset, more comorbidities and less pre-stroke independence.
However these are issues mainly related to stroke prevention and
the scope of NICE guideline CG162 specifically excludes primary
and secondary prevention of stroke. The issues are more relevant to
other NICE guidelines, such as NICE guidelines PH15 Identifying
and supporting people most at risk of dying early from
cardiovascular disease and PH25 Cardiovascular disease prevention.
We also note that reference 2 also includes a statement that ‘there
is no strong evidence that 30 day mortality is linked with
deprivation’ which is of greater relevance to NICE CG162, and is
unlikely to affect recommendations.

Regarding ethnic minorities: Risk of stroke is out of scope for the
guideline (see above). Reference 3 is from 2011 and therefore
outside the search dates of the surveillance review and cannot be
included in the surveillance review. We note that the study abstract
lists examples of unmet needs as being stroke information;
reduction in or loss of work activities, loss in income and increase in
expenses. We acknowledge your concern that ethnicity was
significantly associated with unmet needs. The unmet needs quoted
in the study are largely covered by the guideline which makes
specific recommendations on information provision (including
identifying the patient’s information needs and how to deliver them,
and a link to NICE guideline CG138 Patient experience in adult NHS
services. NICE guideline CG138 is focussed on tailoring care to the
specific needs of individual patients and identifying and managing
issues around returning to work.

Regarding younger stroke survivors: This population is within the
scope of the guideline (which covers adults and young people aged
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British and Irish
Orthoptic Society

Yes
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16 years and older). Therefore problems for this population
accessing services recommended by NICE is likely to be an
implementation issue and we will pass this information on to the
relevant NICE team. Reference 4 is an Excel sheet of raw data with
no accompanying analysis and cannot be included in the surveillance
review. Reference 5 is an analysis of a national registry and is not a
suitable evidence type to include in the surveillance review as it
presents associative links without examining any management
strategies. However, we acknowledge your concerns regarding the
data in reference 5 that younger men may be at greater risk of
suicide after stroke and we will pass this information onto the
developers responsible for updating the guideline. Section 1.5 of the
guideline ‘Emotional functioning’ includes recommendations on:
assessing emotional functioning and choosing relevant
interventions; support and education in relation to emotional
adjustment; referral to appropriate services if new or persisting
emotional difficulties are identified at 6-month/annual reviews; and
managing depression or anxiety in line with NICE guidance on
Depression in adults with a chronic physical health problem and

search/Stroke-and-suicide.aspx

Vision is an important area of priority in stroke that has
been documented by multiple stakeholders and interested
parties including RCP and the stroke association and this
has been given less information in the guideline in its
current form. Vision should be included as a key priority
given the evidence for change.

Generalised anxiety disorder (both of these guidelines include
recommendations about suicide).

Thank you for your comment.

We acknowledge your concerns about recommendations on vision.
This section of the guideline has been highlighted for consideration
in the update. We will ensure that your specific concerns are passed
on to the developers who will update the guideline, including your
concerns about vision considerations on return to work. Although
please note that recommendations concerning return to work
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Other professional groups have been given clear guidelines | already note that any potential impairments on work performance
for their roles within stroke however none are provided for | should be identified and this could include visual impairment.
orthoptists.

There are no guidelines to discuss provision of information,
education and training in visual problems to MDT, patients,
carers and family

Visual impairment is not discussed in return to work
sections. There needs to be consideration of the visual
demands of the job and the effects of visual impairment on
work performance and any adaptations that need to be

made
Royal College of Yes People with lower levels of health literacy should be added. Thank you for your comment.
Speech'and Language Over one third of people will have communication needs | All NICE guidelines that undergo surveillance are updated with the
Therapists after a stroke. As such, the RCSLT recommends that following wording at the start of the recommendations:
peop|e with communication needs and Cognitive difficulties ° People have the r|ght to be involved in discussions and make
are added. informed decisions about their care, as described in your
It is also important to always refer people undergoing care.
stroke rehabilitation to speech and language therapists Making decisions using NICE guidelines explains how we use
should there be concerns or issues on mental capacity - words to show the strength (or certainty) of our
SLTs are key professionals involved in this and there is recommendations, and has information about prescribing
considerable evidence to support their inclusion as medicines (including off-label use), professional guidelines,
demonstrated by the amendment to the Mental Capacity standards and laws (including on consent and mental
Act. capacity), and safeguarding.

The above wording contains links to pages on the NICE website that
cover issues related to health literacy including mental capacity and
involving all patients in decisions about care as far as possible.

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

Appendix B: stakeholder consultation comments table for 2019 surveillance of Stroke rehabilitation in adults (2013) 28 of 31


http://www.nice.org.uk/about/nice-communities/public-involvement/your-care
http://www.nice.org.uk/about/nice-communities/public-involvement/your-care
http://www.nice.org.uk/about/what-we-do/our-programmes/nice-guidance/nice-guidelines/using-NICE-guidelines-to-make-decisions

NICE guideline CG162 recommends referring people with suspected
communication difficulties after stroke to a speech and language
therapist, and the recommendation does not exclude patients on
any grounds including whether they have issues with mental

capacity.
British Acupuncture No No comments provided Thank you for your answer.
Council
Medtronic Ltd No No comments provided Thank you for your answer.
NHS England Yes In common with most long term conditions people from Thank you for your comment.

deprived and marginalised communities find it more
difficult to engage with and maintain rehabilitation.
Considerable effort should be made to support these
individuals to access rehabilitation and to facilitate the
understanding of the benefits it can bring.

Engagement with the guideline by deprived and marginalised
communities is an implementation issue and we will pass this
information on to the relevant NICE team.

NICE guidance recommendations reflect best practice that services

should aspire to (such as a 7-day stroke service). The final decision
o . . e on new recommendation wording lies with the guideline committee

be in line with other guidance, however it is important to . . S

note that many stroke units have significant workforce who will develop the update. Developing NICE guidelines: the

challenges and even if commissioned the service may not ~ Manual chapter 7: ‘Incorporating economic evaluation’ states that

be able to deliver sufficient staff to provide 7 days services.  the committee may require more robust evidence on the

This may be mitigated by reconfiguration but the public effectiveness and cost effectiveness of recommendations that are

perception of this is often poor. expected to have a substantial impact on resources (defined as

I would strongly support the inclusion of specific advice on |, . . . Lo .
discussion of additional issues including sex. It is often an implementing a single guideline recommendation in England costing

area that both clinicians and patients shy away from more than £1 million per year, or implementing the whole guideline
discussing due to embarrassment or assumptions that it in England costing more than £5 million per year.) We will ensure
cannot be discussed. It however is really important for well | your concerns about the availability of specialist staff are passed on
being. | would suggest that a specifjc secFior} in a guideline to the developers.

would act as useful prompt to de-stigmatise it.

The variety of visual impairments post stroke are often

ignored or forgotten in the broader scope of disability.

I would strongly support the recommendation to move to
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Specialist advice on managing a visual disability can have a | We are pleased you agree with our proposal for the update to

profound impact on recovery and well being. If occurring | consider issues concerning sex, vision, mouth care, and shoulder
in isolation we would seek specialist advice on visual pain

impairments and it should not be any different in stroke
care. NICE recommendations in the context of stroke rehabilitation relate

The ability to engage with all forms of rehabilitation and to | to best management practice, not how to achieve this such as
return to as normal a life as possible is highly dependent on | i, tfine requirements and workforce planning. As noted above - the
visual ability. . .. . . . -

final decision on making new recommendations lies with the
guideline committee. Developing NICE guidelines: the manual
chapter 7: ‘Incorporating economic evaluation’ states that the
committee may require more robust evidence on the effectiveness
and cost effectiveness of recommendations that are expected to
have a substantial impact on resources.

Oral health is important in stroke as changes both in
swallowing and saliva production can have a profound
effect on the ability to maintain oral hygiene and health.
Patients need support and advice to understand their oral
health needs and how they can be met.

Guld{an§e WOL.”d be helpful tf) commissioners in l,'ght of . The proposed consideration for update in relation to occupational
conflicting evidence, as previously noted specialist staff in

rehabilitation are often in short supply and commissioning therapy was based on a large randomised controlled trial specifically
decisions and the ability to deliver the service needs in care homes, therefore the impact statement was based around
defined guidance to ensure maximum benefit in all services. | this intervention and population. However we did additionally state
that expert comments within an NIHR signal about this trial noted
that patients in the study were very frail and cognitively impaired.
Therefore, the message may not necessarily be that people in care

| would support the review to be clear on what is and is not
appropriate to commission, however sufficient regard to
the availability of specialist staff should be specifically

included in the review. homes should not be encouraged to be independent or participate in
It would seem very sensible to define who would and activities, but that a rehabilitation approach may not work for
would not benefit from shoulder injection as it’s not people with significant comorbidities and impairments. Therefore, it

fap.pro_prlatet to undertake _an intervention such as joint may be that any changes to recommendations in this area could be
injection without appropriate cause.

| am puzzled by the suggestion that care home residents centred on physical attributes such as frailty rather than place of
could be classed as a single group. | would suggest a more | residence. Any final decisions on new recommendation wording rest
appropriate means of assessment would be in relation to | with the guideline committee who will develop the update and we

frailty etc. ) ) o will ensure they are aware of your comments.
We welcome a review of occupational therapy provision to L
care home residents, however are unclear why this relates We acknowledge your concerns about people living in care homes

only to occupational therapy and no other receiving inequitable access to NHS care. Recommendation 1.1.14

rehabilitation/therapy. People living in care homes often states ‘Ensure that people with stroke who are transferred from
receive inequitable access to NHS care compared to people
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living in their own homes, as recognised by NHS England’s | hospital to care homes receive assessment and treatment from
fre?mework for enhanged health in care homes (EHCH), and | stroke rehabilitation and social care services to the same standards
this |.ncludes people discharged to care homes from as they would receive in their own homes.’ NICE has also developed
hospital after a stroke. We would therefore welcome deline . ion b ) ient hospital
consideration of a widened scope according to a guideline focusing on transition between inpatient hospita
patient/population need rather than solely individual settings and community or care homes for adults with social care
profession(s). needs. This guideline aims to improve people's experience of
admission to, and discharge from, hospital by better coordination of

health and social care services.

Your comment about inequitable access to NHS care in care homes
therefore relates to an implementation issue and we will pass this
information on to the relevant NICE team.

Association of British No No comments provided Thank you for your answer.
Neurologists
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