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Sheffield Dementia Strategy

Engagement Report – February 2019
1 Introduction
Inspired by the ‘Prime Minister’s 2020 Challenge on Dementia’, Public, voluntary, community and private sector organisations across Sheffield have committed to work together to improve the care and support for people of all ages living with or caring for those living with dementia to enable them to live life to their full potential.

The draft Sheffield Dementia Strategy has been influenced by national guidance and best practice as well as through conversations with people living with dementia, their carers, volunteers and professionals who support people living with dementia from both health and social care.

There is an on-going pledge to ensuring that the voices of people living with dementia and caring for those living with dementia are heard and used to develop the actions plans that will drive the delivery of the Strategy once it is agreed.

This engagement report sets out:
· the activity undertaken to engage with the public about the draft Sheffield Dementia Strategy

· an analysis of the responses received

· an equality analysis of who engaged

· full response data will be available in the appendices
Engagement began on 3 December 2018 and ran until 1 February 2019.
2 Purpose
The purpose of the engagement was to:
· Raise awareness of the draft Strategy

· Identify any areas that are missing

· Identify any potential barriers to delivery of the Strategy and look for possible solutions to overcome them

· Set priorities for delivery in the first two years of the Strategy
· Set outcomes for the action plan which will measure the success of the Strategy
3 Objectives
· To facilitate genuine and meaningful engagement with individuals living with dementia, carers, families, the public and professionals.

· To target people and families who are directly affected by dementia whilst encouraging the wider public to contribute.

· To ensure engagement with all sectors of our communities, including groups traditionally classed as ‘hard to reach’ or ‘seldom heard’.

· To generate discussion and feedback from stakeholders to help inform the final Strategy.
4 Target Audiences 
The engagement focused on those who are directly affected by dementia, namely the individuals living with dementia, their carers and family, as well as professionals involved in their care. We also wanted to ensure that other people were able to have their say and methods and activities were tailored to each audience.
5 Methods
The following is an overview of the methods and activities undertaken for the engagement.
5.1 Materials, Support and Resources
An engagement pack was produced to support all partners to engage with the public in a consistent manner. The engagement pack consisted of:

· Draft Strategy

· Summary version of the draft Strategy including feedback form (Appendix 1)

· Online survey

· Presentation slides

· Group feedback form

· Media release (Appendix 4)

· Social media content

5.2 Engagement activities
5.2.1 Surveys

A survey was produced to allow feedback based on the purpose of the engagement activity highlighted above. The survey was available as a paper and online version and distributed through various networks. A copy of this survey can be found in Appendix 1. An optional equality monitoring form was included with every survey to monitor the demographics of respondents. A demographic analysis of respondents can be found in Appendix 5.
5.2.2 Existing activities and groups
Officers from the partner agencies engaged with a number of existing activities and groups to raise awareness of the Strategy and give people the opportunity to ask questions and share their views. Existing activities were used to target individuals affected by dementia as they are in the familiar circumstances and environments that they are used to participating in. 

These activities included face to face contact at Dementia Cafes, the Memory Clinic, and a Dementia friendly screening at The Light cinema. 

5.2.3 Distribution of materials and information

Materials were distributed through networks to reach a wider audience. This included paper copes of the survey distributed to all GP Practices, as well as information being sent to Tenants and Residents Associations, community newsletters, and organisations that work with communities under-represented in statutory dementia services.
Full details of all engagement activity and distribution can be found in the Engagement Activity Tracker in Appendix 2
5.3 Communications activities
5.3.1 Media relations
Media relations were used to raise awareness and explain the key commitments of the Strategy, and the opportunities to get involved in the consultation. A media release was produced and sent to numerous media agencies across Sheffield. Extra effort was made to identify alternative media outlets beyond usual print and broadcast media. Details of the distribution can be found in the Engagement Activity Tracker in Appendix 2. A copy of the media release can be found in Appendix 4.
5.3.2 Website

A dedicated section on the NHS Sheffield CCG website acted as the central hub for all information relating to the engagement, a vital link for people to find out what’s happening, how they can get involved and have their say. As well as information about the process and the draft Strategy, it held links to an engagement pack of materials. The Dementia webpage can be found at www.sheffieldccg.nhs.uk/get-involved/Dementia.htm. This webpage will remain live and be updated to describe how the public have influenced the final Dementia Strategy and how they can continue to be involved in the delivery of its action plan.

5.3.3 Social media

Social media accounts of all partner agencies were used to support the process. This reach was further extended by targeting other organisations’ social media channels. The social media activity can be found below.
	Social media activity
	Numbers

	Total tweets and posts
	39

	Total likes
	121

	Total retweets and shares
	87

	Total social media reach
	41947

	Link clicks to CCG web page
	277

	Link clicks from email, printed document or press coverage
	186

	Link clicks from social media
	90


5.3.4 Partner organisation communications

The large workforces of each partner organisation were targeted through staff communications. This served to raise awareness of the draft Strategy for them as professionals, but also as individuals who may be affected.
A full plan of the activities, groups and distribution channels used by the partner agencies are detailed in Appendix 2.

5.2 Governance

The draft Strategy was presented to all boards and bodies of the partner agencies for their comments. The engagement plan was also presented to NHS Sheffield CCG’s Strategic Public Engagement, Experience and Equality Committee. Full details can be found in Appendix 2.
6 Feedback
6.1 Responses
One hundred (100) responses were received on total to the engagement activity. Ninety-five (95) responses were received from surveys, whilst an additional five pieces of feedback were received through other feedback mechanisms such as:
· Protected Learning Initiative for Sheffield GPs on Mental Health

· A written response from the Age Better in Sheffield programme

· A written comments from a Commissioning Manager at Sheffield City Council

· Two documents shared with guidance to relevant elements of the strategy. 
Respondents were asked which of the following categories they were responding as.
	Please tell us if you are:
	Responses

	Living with dementia
	15.22%
	14

	A carer for someone living with dementia
	26.09%
	24

	A family member of someone living with dementia
	26.09%
	24

	A member of staff
	28.26%
	26

	A member of a community organisation
	9.78%
	9

	None of these
	11.96%
	11
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Fifty (50) respondents also shared their contact details so that they can continue to be involved in improving care people living with dementia. Once the Dementia Strategy has been formally signed off, these people will be contacted to thank them for their involvement, with a link to the final document, and details of where public engagement has influenced the Strategy and action plan. NHS Sheffield CCG will hold these details confidentially for the five year duration of the Dementia Strategy.

The qualitative feedback received has been analysed and themed during group sessions consisting of members of engagement leads from partner agencies. Each question was designed to allow the feedback to influence specific aspects of the strategy and as such is themed separately. The purpose and themes of each question are highlighted below. A full verbatim record of the feedback received is available in Appendix 3.
6.2 How will we know that we are getting it right for people living with dementia?
This question was designed to influence the outcome measures for the Dementia Strategy Action Plan.

· Through the feedback that we receive from individuals, carers and services. The feedback needs to be collated and fed into one group responsible for monitoring progress of the action plan.
· When services are joined up and allow individuals to pass between them with minimum disruption.
· Increased numbers of people living independently.
· The amount of medications required to treat behaviours is reduced.
· Reduced hospital admissions and crisis episodes.
· Increased awareness of dementia through clear information.
· Staff and carers have the right skills to support people living with dementia. We have named contact for individuals, carers and families to support and guide them on all aspects that affect their lives as a result of dementia.

· When service usage reflects the demographics of Sheffield i.e. 20% from Black, Asian and ethnic minority communities.
· An increase in earlier diagnoses.
· Shorter waiting times to access services.
· Increased usage of support groups and networks.
6.3 What would good dementia support look like to you?
This question was designed to influence the Dementia Strategy Action Plan.
· Carers are recognised for the value they bring and supported to undertake their role.
· Individuals are able to live independently.
· Care that is individual, personalised and appropriate for the individual and family, not just what 'the system' aspires to. Support that is based on the strengths of the individual, centred around the individual, holistic and recognising co-morbidities.
· Access to good information in a range of formats that is accessible and that people are directed to, rather than having to find themselves. Information needs to cover a wide range of topics including what to expect, pathways, support offers and how to access support.
· A range of community support that is suitable to the needs of individuals, families and carers.
· Ongoing care and support from pre-diagnosis through to end of life care. Having an Admiral Nurse and/or named contacts like a nurse or social worker.
6.4 What do you think the priorities should be in the first 1-2 years?
This question was designed to influence the prioritisation of the commitments in the Dementia Strategy Action Plan.

	Commitments
	Responses

	For people with dementia support in Sheffield will be more personalised, local and accessible to help people to remain independent for as long as possible
	73.91%
	68

	We will provide high quality support to families and carers of people with dementia in Sheffield to help people with dementia maintain their independence for as long as possible
	68.48%
	63

	We will ensure preventative health become an integral part of the dementia work
	40.22%
	37

	We will improve access to the diagnosis of the diseases that cause dementia at the earliest possible stage for the people of Sheffield
	39.13%
	36

	Care homes will take account of the needs of people with dementia
	39.13%
	36

	We will make sure that more people get access to personalised, good quality palliative and end of life care when they need it
	36.96%
	34

	Sheffield will continue to provide out of hospital emergency assessments and short term care when people need it and in the most appropriate setting
	33.70%
	31

	We will improve care for people with dementia attending A&E and those admitted to Sheffield Teaching Hospitals
	30.43%
	28

	Sheffield will become a dementia friendly city
	25.00%
	23

	We will provide guidance to clinicians in relation to the best medicines for dementia, including when to initiate and review medication
	25.00%
	23

	Sheffield will continue to provide specialist inpatient assessment and treatment for people who are unable to receive care in their own homes
	23.91%
	22

	We will monitor the strategy and the implementation plan supporting it
	22.83%
	21

	We will support the clinical and non-clinical research community in Sheffield
	15.22%
	14
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6.5 Is anything missing?
This question was designed to identify any gaps in the Dementia Strategy.

· More emphasis on the recognition and support of carers.
· Funding – how is this going to be paid for?

· Accountability – how will the Strategy be monitored to make sure it is delivered?
· Recognition of the different needs of individuals and carers with young onset dementia; and from Black, Asian and other ethnic minority communities. Services and support offers are often designed with older individuals in mind and do not reflect the cultural diversity of the City.
· The commitment about care homes should apply to all services. The current wording also suggests they don’t already ‘take account’ of people’s needs, when commitments related to other services use ‘improve’
· Promoting awareness of dementia to the public and non-specialist services. Risk factors, how to spot early symptoms, and how to communicate with someone with dementia.
· Transport as an enabler to social activities, independence, and as a means to access services.
· Supporting people to live at home independently.
· 24 hour advice and support for carers to avoid crises.
6.6 Are there any barriers to making these commitments happen, and how can they be overcome?
This question was designed to inform those working to the Dementia Strategy Action Plan of any potential issues that could be foreseen and potentially offer solutions to overcome them.

· Money and staff to deliver these commitments.
· Loss of previous specialist services due to decommissioning.
· Training staff to recognise and communicate effectively with individuals living with dementia in care homes, home care, police, transport, and other non-specialist health services.
· Working together – clarity and commitment that this is a joint, coherent strategy that everyone is signed up to.
· Lack of parity between how different conditions are perceived e.g. there is a Macmillan unit, but not an Admiral unit.
· General awareness and understanding of dementia. There is a perceived cultural and generational stigma that needs tackling. The use of language and how we communicate with individuals living with dementia is an important signifier and contributor to this stigma.
· Accessibility and availability of public transport that is suitable for the needs of individuals living with dementia. This is a barrier to being able to live independently and can have an impact on social interaction and being able to access support and services.
· Risk averse services and commissioning that stifles innovation.
Appendix 1 – Summary document and survey
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Our commitments for dementia in Sheffield

There are approximately 7,000 people currently llving with dementia In Sheffleld:
that's Just over 1% of the whole of the city’s population.

Organisations across the city are working together to Improve the care and
support for people of all ages llving with - or caring for those living with -
dementia In Sheffleld. Our vislon Is to make sure people with dementia are
supported to live life to thelr full potential.

With this In mind, we have created 13 commitments to dellvering care and
support, which aim to Improve everyone's different experlences of dementla.

These commitments have been Influenced by national guidance, as well as
conversations we've had with people living with dementia, thelr carers, health and
sodial care professionals and volunteer groups. We want to hear more from you.

Get Involved: have your say until the 18 January 2019

These 13 commitments are currently the first draft - we want to know what you
think about them and how you think we might achleve them as a city. Sharing
your experlences and Ideas will help us make sure we're committing to doing the
right things.

You can find the 13 commitments below and overleaf - please have a read and
complete the two page survey at the back of this document.

For more Information on the commitments and this project, please visit
www.sheffleldccg.nhs.uk. For alternative verslons of this document or to get In
touch, call us on 0114 305 1212 or emall us at sheccg.comms@nhs.net.

Commitment 1:

Sheffield will become a dementia
friendly city

..a city where communitites, organisations and local

businesses all support people to live well with
dementla.
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‘We will ensure preventative health
becomes an integral part of the
dementia work

..because dementia is not an inevitable part of
aging: there are lots of ways we can delay or
prevent people getting dementia.

Commitment 3:

‘We will improve access to the
diagnoses of diseases that cause
dementia at the earliest possible stage
for the people of Sheffield

ecause the earller we diagnose, the more time
and options we have for treatment and care.

Commitment 4:

Support for people with dementia in
Sheffield will be more personalised,
local and accessible

..amore personal, flexible approach to care will

help people remain independent for as long as
possible.

Commitment 5:

‘We will provide high quality support to
families and carers of people with
dementia in Sheffield

_.It's important to look after the physical health and
psychological wellbeing of families and carers too,
50 they feel supported in thelr roles.
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Sheffield will continue to provide out of
hospital emergency assessments and short
‘term care when people need it and in the
most appropriate setting

...we want to make sure that in times of criss, it's
easy to access help in a safe environment.

Commitment 7:

Sheffield will continue to provide
specialist inpatient assessment and
treatment for people who are unable to
receive care in their own homes

.we want to provide a range of services that can help
support different needs at different times.

Commitment 8:

We will make sure that more people get
access to personalised, good quality
palliative and end of life care when they
need it

.allowing everyone to die with dignity, free from
pain and in the place of thelr choice.

Commitment 9:

We will improve care for people with
dementia attending A&E and those
admitted to Sheffield Teaching Hospitals
..We want to prevent unneccessary admissions to
hospital and reduce lengthy stays.
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Care homes will take account of the
needs of people with dementia

.50 that people with dementia will recelve great
care and have 2 good experience in any care home

across the city, not Just dementia speciallst care
homes.

Commitment 11:

We will support the clinical and
non-clinical research community in
Sheffield

..to Involve people with dementia and thelr carers in

thelr research, and collaborate on new opportunities
and Innovation.

Commitment 12:

We will provide guidance to clinicians in
relation to the best medicines for
dementia, including when to initiate and
review medication

.making sure that healthcare professionals can treat
patients with confidence and consistency.

Commitment 13:

'We will monitor the strategy and the
implementation plan supporting it

- ..we will work with our partners to implement this
plan, achleve results, and keep evaluating to make
sure our work for people with dementia is the best
that it can be.
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1. How will we know that we are
getting It right for people living with
dementia?

3. What do you think the priorities
should be in the first 1-2 years? Please
circle only a few of the commitments
(described in this document) that you

think should be a priority.
Commitment 1 Commitment 7
Commitment2  Commitment8
Commitment3  Commitment
Commitment4  Commitment 10

Commitment 5 Commitment 11

Commitment 6 Commitment 12

Commitment 13

Please rip off this completed survey and send to:
FREEPOST NHS SHEFFIELD CCG
Alternatively you can take the survey at wiw.bitlysheffdementia

2. What would good dementia support
look like to you?

4.1s anything missing?

5. Are there any barriers to making
these commitments happen, and how
can they be overcome?

6.1f you would like to continue to be involved In Improving care for people
Iiving with dementia, please tell us your contact detalls.

Full name:

Email address:

Telephone Number:

Your information will be held
confidentially by NHS Sheffield linical
Commissioning Group for no more than
five years. We will only use this
information to contact you about future
opportunities related to dementia care.
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Appendix 2 – Engagement activity tracker
	Dementia Strategy Engagement Activity Plan

	Group
	Action
	When
	Activity

	Preparation

	Strategy
	Sign off of draft strategy
	24-Oct-18
	Actioned

	Materials
	Agree content and questions
	25-Oct-18
	Actioned

	
	Start developing briefing pack
	12-Nov-18
	Actioned

	
	Send briefing pack
	03-Dec-18
	Actioned

	
	Arrange illustrations of strategy
	26-Oct-18
	Actioned

	Budget
	Identify budget
	24-Oct-18
	Confirmed

	Briefing partners
	Brief Dementia Action Alliance
	18-Dec-18
	Actioned

	Launch engagement
	03-Dec-18
	Actioned

	Communications activity

	Involve Me
	Send to Involve Me network
	27-Dec-18
	Actioned

	Social media
	 
	Create content
	December
	Actioned

	
	CCG
	Shared on social media channels
	Ongoing
	Actioned

	
	SHSC
	
	December
	Actioned

	
	STH
	
	December
	Actioned

	
	HealthWatch
	
	21-Dec-18
	Actioned

	
	Help Sheffield
	Website and Tweets sent with an ask to spread the word
	09-Jan-19
	Actioned

	
	Sheffield CAB
	
	09-Jan-19
	Actioned

	
	Now Then Magazine
	
	09-Jan-19
	Actioned

	
	Sheffield Online
	
	09-Jan-19
	Actioned

	
	Home Instead
	
	09-Jan-19
	Actioned

	
	City Taxis
	
	09-Jan-19
	Actioned

	
	Foxhill Forum
	
	09-Jan-19
	Actioned

	
	Look Local
	
	09-Jan-19
	Actioned

	
	Cohesion Sheffield
	
	09-Jan-19
	Actioned

	
	Heeley Trust
	
	09-Jan-19
	Actioned

	
	Equality hub network
	
	09-Jan-19
	Actioned

	
	Reach South Sheffield
	
	09-Jan-19
	Actioned

	
	Sheffield Carers
	
	09-Jan-19
	Actioned

	
	Sheffield Forum
	
	09-Jan-19
	Actioned

	
	Zest
	
	09-Jan-19
	Actioned

	
	Our Voice Matters
	
	09-Jan-19
	Actioned

	
	Art House Sheffield
	
	09-Jan-19
	Actioned

	
	School of Education, University of Sheffield
	
	09-Jan-19
	Actioned

	
	Save our NHS
	
	09-Jan-19
	Actioned

	
	Dr Craig, design lecturer at Sheffield Hallam University
	
	09-Jan-19
	Actioned

	CitizenSpace
	Create page
	05-Dec-18
	Actioned

	Website
	CCG
	Included website
	 
	Actioned

	 
	SCC
	
	 
	Actioned

	 
	STH
	
	 
	Actioned

	 
	SHSC
	
	 
	Link to CCG website

	 
	HealthWatch
	
	21-Dec-18
	Actioned

	Foundation Trust Membership
	STH
	Inform Membership
	 
	Actioned

	
	SHSC
	Inform membership
	 
	Actioned

	Media release
	 
	Prepare
	January
	Actioned

	
	Sheffield Star
	Article in paper - https://www.thestar.co.uk/news/you-feel-really-isolated-like-you-are-the-only-one-the-dementia-cafes-helping-patients-and-their-carers-live-well-with-the-disease-1-9567011
	09-Jan-19
	Actioned

	
	Yorkshire Post
	Sent
	09-Jan-19
	Actioned

	
	Hallam FM
	
	09-Jan-19
	Actioned

	
	Nursing Times
	
	09-Jan-19
	Actioned

	
	Calendar
	
	09-Jan-19
	Actioned

	
	Look North
	
	09-Jan-19
	Actioned

	
	BBC Sheffield
	
	09-Jan-19
	Actioned

	Engagement activity

	Age UK
	Sent to all PKW Lead Partners
	21-Dec-08
	Actioned

	Alzheimers Society
	Send information
	03-Dec-18
	Actioned

	SE Sheffield PKW Partnership
	Sent to all PKW Lead Partners
	21-Dec-18
	Actioned

	People Keeping Well partnership
	People Keeping Well weekly email
	07-Dec-2018, 14-Dec-18 and 21-Dec-18
	Actioned 

	Broomhall, Sharrow & City Centre People Keeping Well
	Sent to all PKW Lead Partners
	21-Dec-18
	Actioned

	Voluntary Action Sheffield
	Info sent
	28-Dec-18
	Actioned

	Sheffield Memory Service - Longley Centre
	100 paper copies distributed to patients
	January
	Actioned

	SHINDIG
	Send information and presented at meeting
	06-Dec-18
	Actioned

	Beighton Lifestyle Centre
	Info sent
	28-Dec-18
	Actioned

	Sheffield HealthWatch newsletter
	Article
	December
	Actioned

	Sheffield HealthWatch - Dementia Friends
	Presentation
	 
	Unable to deliver due to lack of capacity

	People Keeping Well partnerships
	Heeley City Farm
	Sent to all PKW Lead Partners
	21-Dec-08
	Actioned

	
	SOAR Community
	
	21-Dec-18
	Actioned

	
	South Yorkshire Housing Association
	
	21-Dec-18
	Actioned

	
	ZEST
	
	21-Dec-08
	Actioned

	
	Shipshape
	
	21-Dec-08
	Actioned

	
	Manor & Castle Development Trust
	
	21-Dec-08
	Actioned

	
	Reach Sheffield
	
	21-Dec-08
	Actioned

	
	Darnall Wellbeing
	
	21-Dec-08
	Actioned

	
	Heeley Trust
	
	21-Dec-08
	Actioned

	Sheffield Libraries
	Info sent
	28-Dec-18
	Actioned

	Sheffield 50+
	Info sent
	28-Dec-18
	Actioned

	Sheffield Lunch Clubs
	Sent to Voluntary Sector Liaison Team
	12-Dec-18
	Actioned

	Fir Vale Hub
	Info sent
	28-Dec-18
	Actioned

	ROSHNI
	
	28-Dec-18
	Actioned

	SADACCA
	
	28-Dec-18
	Actioned

	SACMHA
	
	28-Dec-18
	Actioned

	Sheffield Talking News
	
	28-Dec-18
	Actioned

	South Yorkshire Housing Association
	
	28-Dec-18
	Actioned

	ChilYPEP
	
	28-Dec-18
	Actioned

	STH Clinical Research PPI team
	
	28-Dec-18
	Actioned

	Community Wellbeing Programme
	
	28-Dec-18
	Actioned

	Military Sheffield
	
	28-Dec-18
	Actioned

	Patients as Educators
	
	28-Dec-18
	Actioned

	Sheffield Occupational Health Advisory Service
	
	28-Dec-18
	Actioned

	St Lukes Hospice
	
	28-Dec-18
	Actioned

	Sheffield Royal Society for the Blind
	
	28-Dec-18
	Actioned

	Carers Centre
	
	 
	Actioned

	Carers Centre - BME Carers Advisor
	
	 
	Actioned

	SHSC Engagement Strategy Roadshow - Memory Service
	 
	 
	Roadshows postponed to outside of engagement timeframe

	Adult Service Improvement Forum
	Engagement session organised and information sent
	05-Dec-18
	0 attendance. Info sent

	Autism Service Improvement Forum
	
	05-Dec-18
	

	Learning Disability Partnership Board
	
	05-Dec-18
	

	Disability Equality Hub
	Information sent
	 
	Actioned

	BAME Equality Hub
	Information sent
	 
	Actioned

	Age Equality Hub
	Information sent
	 
	Actioned

	Equality Hub Network Newsletter
	Information sent
	21-Dec-18
	Actioned

	The Light - Dementia Friendly Screenings
	40 copies distributed to guests
	10-Jan-18
	Actioned

	Dementia Cafes
	South East
	100 copies sent to Alzheimers Society for these sesisons
	17-Jan-19
	Actioned

	
	Central
	
	25-Jan-19
	Actioned

	
	South West
	
	07-Feb-19
	Actioned

	
	North
	
	13-Feb-19
	Actioned

	
	Millenium Gallery
	50 copies taken. Press presence arranged.
	15-Jan-19
	Actioned

	
	Porter Valley Neighbourhood
	 
	17-Jan-19
	Actioned

	Care Homes
	Information sent
	20-Dec-18
	Actioned

	Home Care organisations
	Information sent
	05-Dec-18
	Actioned

	GP Practices
	5 copies sent to each GP Practice inc branch surgeries (122)
	January
	Actioned

	Sheffield PPG Network
	Info sent
	28-Dec-18
	Actioned

	Tenants and Residents Associations
	Angram Bank
	Info sent
	28-Dec-18
	Actioned

	
	Binsted
	
	28-Dec-18
	Actioned

	
	Brindley and Mundella
	
	28-Dec-18
	Actioned

	
	Brushes
	
	28-Dec-18
	Actioned

	
	Firth's Homes
	
	28-Dec-18
	Actioned

	
	Gleadless Valley
	
	28-Dec-18
	Actioned

	
	Greenhill and Bradway
	
	28-Dec-18
	Actioned

	
	Hanover
	
	28-Dec-18
	Actioned

	
	Heeley Rise
	
	28-Dec-18
	Actioned

	
	Heeley
	
	28-Dec-18
	Actioned

	
	Lansdowne
	
	28-Dec-18
	Actioned

	
	Lower Wincobank
	
	28-Dec-18
	Actioned

	
	Martin and Oxford Street Tower Blocks
	
	28-Dec-18
	Actioned

	
	Monteney and Ecclesfield
	
	28-Dec-18
	Actioned

	
	Norfolk Park
	
	28-Dec-18
	Actioned

	
	Shiregreen
	
	28-Dec-18
	Actioned

	
	Stannington
	
	28-Dec-18
	Actioned

	Community Newsletters
	Burngreave Messenger
	Info sent
	10-Jan-19
	Actioned

	All SCC Social Care staff
	Emailed to Robert Broadhead & Sara Storey to circulate
	21-Dec-18
	Actioned

	SCC Senior Leadership Team
	Emailed to Phil Holmes and Dawn Walton to circulate
	21-Dec-18
	Actioned

	Adult social care providers
	Sent out to approx 450+ organisations
	05-Dec-18
	Actioned

	Stakeholder engagement

	Staff
	CCG Staff
	Include article in staff messages & briefings
	December and January
	Actioned

	
	SHSC staff
	 
	December
	Actioned

	
	SCC staff
	Sent out to adult locality teams, first contact teams, adult commissioning and contracts and in house providers in adult social care
	05-Dec-18
	Actioned

	
	STH staff
	 
	 
	Actioned

	Housing
	Sent out to all housing managers to share amongst their staff (includes private sector housing, council housing, sheltered and other)
	20-Dec-18
	Actioned

	Health and Wellbeing Board
	Presentation
	13-Dec-18
	Actioned

	South Yorkshire Care Home Forum
	 
	20-Dec-18
	Actioned

	SHSC quarterly News for Partners e-newsletter 
	Include article
	December
	 

	Practice Bulletin
	Include article
	December
	Actioned

	MPs
	Meeting
	14-Dec-18
	Actioned

	
	Information sent
	09-Jan-19
	Actioned

	Councillors
	Councillor Executive group
	Discussion
	03-Jan-18
	 

	
	Labour Group
	Discussion
	07-Jan-18
	Actioned

	Governance

	SHSC Trust Board
	Presentation
	12-Dec-18
	Actioned

	SHSC Trust Board Dementia Development session
	Discussion
	09-Jan-19
	Actioned

	SPEEEC
	Presentation
	18-Dec-18
	Actioned

	SCCG Governing Body
	Presentation
	10-Jan-19
	Actioned

	SCC SLT
	Presentation
	 
	Actioned

	SCC PLT
	Presentation
	 
	Actioned

	STH Board
	Presentation
	17-Jan-19
	Actioned

	Analysis

	Engagement close
	 
	18-Jan-19
	Actioned

	Collate feedback
	 
	21-Jan-19
	Actioned

	Group analysis
	 
	28-Jan-19
	Actioned

	Engagement report
	Report
	04-Feb-19
	Actioned

	Present to Dementia Strategy Implementation Group
	Presentation
	13-Feb-19
	Actioned

	
	
	
	
	

	
	
	
	
	


Appendix 3 – Verbatim responses
How will we know that we are getting it right for people living with dementia?

People will be treated with kindness and respect by caring and qualified staff. If in residential care this should be a home for life if so desired, to avoid upset and disruption 

People will become more aware of signs and symptoms therefore earlier detection

People living with dementia will have opportunities and support. Families will feel supported and able to have daily respite and longer respite breaks. All ages should be supported (younger people also have diagnoses of dementia).

People both observing interactions and also  supporting people with dementia will notice inclusion, respect for the person that" is and was" and resources for all levels and types will improve as will quality of care. no one supporting / working with people with dementia should be on minimum wage.

To enable people to continue living safely at home, if that's where they want to live and keeping them out of hospital 

When all people with dementia are in a safe and supportive environment with as little disruption as possible

Feedback from people with dementia, their carers and families that they feel supported.   Feedback from social care on the number of people with dementia and/or carers that they have signposted for further support and the impact of the support offered.   Less admissions due to poor dementia care in the community.

reduction in admission to full term care. Carers not going into crisis as there will be age appropriate support for them.

A better quality of life for person and their carer

You should use an external agency to undertake a number of user satisfaction surveys

Able to continue to live independently 

this is easy talking to the person not what he has 

When families living with dementia get the support they need

When people with dementia get the appropriate, reliable level of care delivered by people with the right skills

Better communication between health and social care services. More community services

Receiving positive feedback from patients, supporters and healthcare professionals.

Because families of people with dementia tell you that you are getting it right for them.

The views of relatives

By maintaining an effective feedback system for everyone affected by dementia, which can differentiate between the different groups (person living with dementia, carers, family, friends, businesses/services, etc.). Feeding outcomes from this into a rigorous system of continuous improvement and clearly communicating any actions/recommendations to the public in accessible places. This can't guarantee success, but can make the whole process more transparent and protect against the 'us/them' effect which tends to impact on the general public outlook.

Through meaningful 1:1 conversations with the families of those affected. Due to the demographics involved this may preclude online means in favour of actual 1:1 on site visits to get the best possible feedback

You won't because it is an ongoing problem so it will be years before the fight is won

When people living in Sheffield are empowered to live their life within the limits of their Dementia. Everyone is different. One size doesn't for all.

When there is a link between NHS, SCC, GP and Private care providers. Then they can talk as one to the carers/family

Feedback from families - impact reports

Ask the patients and relatives,

Carers will give positive feedback. 

People will become more willing to engage with diagnosis and early support mechanisms. The region will be noticed as a model of good practice.

fewer emergency admissions and police call outs for people living with dementia.

By getting regular feed-back from people with dementia and their carers, and from care homes.

It should be easier to access help from Social Services - sometimes a caller can be waiting on an automated line for an age - it needs to be a speedier process.

From the family and care givers that are involved in the day to day care of a dementia sufferer. It can be a difficult task to actually know how a sufferer is feeling/ needs.

Less people/carers going to A&E for emergency care due to lack of support

Statistics, satisfaction surveys, increase in numbers diagnosed earlier.  Increased availability of support services.  Home Care Teams to have better training  leading to better engagement rates and fewer referrals to crisis teams who find Home Care 'approach' needs more work.

When 20% of Dementia services are taken up by the BME community in Sheffield - reflecting the demographics of the city.

Patient feedback - ask people and their families, alongside those people who work directly with people. Then listen to what they say and act upon feedback. Be honest that we'll not always get it right but we've keen to listen, learn and change. 

More people will be living at home independently. Inappropriate medication prescribing will be reduced. Improved quality of life for diagnosis and family and carers.

People living with dementia will not be at risk and will receive the care and support that they need. 

Better support for families may mean reduced hospital admissions. Dementia nurse specialists as named nurses for each person who receives a diagnosis who can educate families in doing the right thing to enable them to become more proactive rather than reactive with a greater chance of 'nipping things in the bud' preventing situations becoming acute through ignorance of dementia care & management.

Involve people with dementia and their carers in reviewing care. 

We will have less stories from people with dementia and family carers that they are cannot get the right support at the time that they need it.  Less crisis situations reported.

Increased awareness, especially number of organisations with dementia friendly status/policies and practices in place. including recognition of younger age range who have dementia and that caring for someone with dementia can be across the age range too, including younger working carers and young carers, though the majority will be elderly carers.

It will be important to keep the public engagement work "live" during the 5 year Strategy period.  If the dementia strategy is not working for families then the Strategy Implementation Group will be informed.

 BY asking people and families affected

An increase in quality of life for those living with dementia and their families/friend/carers. Being able to continue living 

They and their families can continue to live an independent, fulfilling life at home for as long as possible with the right level of support around them at the right time (easily accessible) and provided by the right people (those trained and experienced in dealing with dementia)

survey of users, carers, health professional

By asking them and their carers.   There are many existing support networks between individuals and organisations which SCC and the CCG can't hope to fully understand but the challenge for them is to tap into and support these networks without imposing a "model" created by commissioners and confirmed by focus groups or tokenistic consultation. You should already know what works for people by seeing where they go, where they gravitate - which are the popular groups; groups which struggle to attract people. Give support to the good ones- financial and otherwise.    

Listen to carers. Listen to staff working in dementia care.  Qualitative information is often better than quantitative statistics.

Positive responses from clients and families, 

When all services are working together to give clear information and guidance to those who have been newly diagnosed or who have to live with dementia every day.

Need to focus on asking people who live with dementia and their significant others if we are getting it right and 

By talking to carers, seeing reactions of people with Dementia, providing consistent long term support.

Early diagnosis.  Appointments at Memory Clinic as early as possible

Knowing we are delivering outcome evidence based services.  Services which are not time and task led but led by individuals and their families/friends.  Reduction of people living with dementia in hospital beds/Residential care.

because people with dementia won’t live in isolation and their families will feel supported

Fewer Dementia patients being dependant on family.  fewer Dementia patients in hospital.

Feedback from awareness and range of supports that are working well throughout the city.  Family (and where able) individuals feedback.  Reduced number of family crisis & breakdown / carer stressors etc.  Reduced emergency admissions to hospitals.  Feedback from community teams.  Effective support to enable person to live at home as long as possible.

When there are fewer family carers in crisis and where people living with dementia have meaningful ways to spend their time and are using less drugs like lorazepam

indicators relating to people living with dementia satisfaction with life.

People will know how to access support and guidance for people with dementia

Difficult, but all parties need to be involved SCC, SHSC, CCG, GPs, Family Carers, Academics, Ambulance Service and where possible persons with dementia. By discussion, more on a co-production basis this should provide a good all encompassing knowledge finding activity.

Fewer people will be placed in homes and hospitals when they have dementia.  More socially acceptable 

What would good dementia support look like to you?

Regular communication and support to ensure that all people benefit and get the best level of support 

Visibility and some way of knowing that others are carers and/or sufferers

Reliable and good quality day care support to give families/carers essential break and to give the person themselves the opportunity to take part in social and meaningful activities. Good care in the community and good respite facilities. Inclusion

Trained, qualified, well paid supporters. Including but not relying on family members to support.  General public having greater understanding, awareness and empathy.  Appropriate resourcing / activities for memory, motor skill, social skill preservation. Joined up services.  More happiness and fun

I bizarrely didn't find the memory team all that useful. That isn't a criticism. Regarding medicines they were v helpful but I have found that it needs someone closer to home to help with things such as carers, attendance allowance etc. Age UK was fantastic at helping me complete Attendance Allowance and for making me feel like I was doing a good job and that I hadn't accidentally forgotten anything. When you are caring for someone with Alzheimers it can feel quite overwhelming and so support is really appreciated. It's sometimes difficult to know where to go to for help. Should it be GP, specialist or someone else, especially when someone you care for has other illnesses such as what we are dealing with, Heart Failure.  Mum is living happily at home. With carers x4 / day and lots of family input. I had frustrating time before Christmas - trying to keep mum out of hospital. Even after admission to frailty unit - hospital letters were sent to her not me.   The GP is great at communicating with me.  Please involve family members as much as possible.    

Good and reliable care in the home and residential care which looks after all clients with respect and true caring for their wellbeing

- personalised; strengths based support that challenges preconceptions and prejudice and supports people to live fulfilled lives, including independence as long as possible, as well as dignity.

Examples of places/communities in Sheffield that really incorporate people with dementia in their local plans and activities. Tell these stories.   Less people with dementia (early stages) in care homes.  Wardened communities for people with dementia akin to those available in Holland: https://www.researchgate.net/profile/Beatrice_Godwin/publication/283228026_Hogewey_A_'home_from_home'_in_the_Netherlands/links/5708d1ce08aed09e916f8c3f/Hogewey-A-home-from-home-in-the-Netherlands.pdf      Less admissions due to poor dementia care in the community.  A vibrant voluntary/charitable sector providing accessible support and activities for patients with dementia and their carers via day centres and trips etc. 

Expert advice and information both on the phone and face to face. Groups support 1-1 etc

Respite available when required. Support initially from specialised dementia teams when people first go home. Offer families don't want to take the risk of a return home and no additional support for discharges from intermediate care beds. Clinicians have been asking for this for years

It would ensure the police and ambulance staff have suitable training and are aware of the pathways of care. 

24 hr support  available along with assistive technology 

support for the person that has still got the person with no support given

Dementia patient has a named social worker who is available to deal with any problem whether that's care needs, health needs , money advise.

Having high quality and continuous care as their condition develops rather than having to keep changing providers. The care needs to continue on bank holidays and Christmas. Having access to sufficient community transport, that is safe and reliable.

Ideally 7days a week services and individual needs identified better. Better support for carers and relatives not just the ones with the loudest voice

Patient centred care that treats them as an individual and not as a condition. Support for patients and carers is ongoing post diagnosis. 

That the views of the family are taken into account over what the system thinks is best for the patient. i.e. is 'supporting them to stay independent for as long as possible' the right thing? My nan is depressed, she doesn't get out of bed most days. She says she is lonely. Social services said, we will up the number of visits. My dad pays for her to have extra visits. She doesn't remember that people have visited her when they leave so she is still lonely. Shouldn't this be taken into consideration when you're thinking about what is best for her. A care home would be best for her not independent living - because then she'd have people with her all the time so wouldn't be lonely. My lovely nan was so sociable before she got dementia. She's now nothing like the person she was.

Easily accessible information for relatives and patients covering all care options and processes including funding and how to find suitable care or support

Something along the lines of the 13 commitments spelled out, but with an effective system for feedback and action. 

regular dedicated carer visits in the home, financial support for care homes, support for family carers

Helping the carers who care for them whether family or not. They know that person best 

An Admiral Nurse at the point of diagnosis to discuss diagnosis and arrange support services and assessments.

Ongoing help for the carers with information on who to call when help is needed .

Dementia can be very sudden or accelerated e.g. after a fall. Within the Hospital there was no 'management' of the case and a policy of not providing information that would have been useful ibn preventing a long term (10 weeks) stay to the detriment of all concerned.  

Support that allows people to continue living normally in their own homes, with the best care and medicine for as long as possible.  Support for carers.

Support from my GP, as they know me best, and having periodical memory tests, etc.

Patients and carers understand what is happening, what will happen and who to speak to for specific types of help

It would start pre-emptively, with memory box making, enabling personalised care and interaction.

Joined up working and clear communication between health care professionals, families, community and voluntary organisations.

Sufficient timely information on support available, how to get the best out of it, the likely cost of support, and funding available.

More practical help for dementia sufferers and their carers.  Help getting dressed, cooking and with medication.

That the person living with dementia is cared for in such a way that they feel safe/ secure and listened to. 

Day Centres like Bolehill View, Norbury and Hurlfield to be reopened at a reasonable cost. 

No gaps in Services - no one 'falling through the net'.  Sufficient capacity for all NHS and Social Care Teams to reduce waits to be seen.  On a particular point, I and my colleagues would like to see a couple of 'outreach' workers who work partly in Dementia Rapid Response and partly with Memory Service. These workers would be able to see people that maybe have contacted Mem. Service help line and been referred to Rapid Response. This would bridge a gap and reveal those who Mem. Service could manage and those who actually need more specialist input. Some could be managed by the Outreach worker.

Training for family carers of people with Dementia. Language specific and accessible services  Preventative services established 

Early diagnosis. Support for families, alongside the person living with dementia. Consistent signposting to agencies outside the NHS. Responsive and timely support from NHS services, where people can be re-referred into the system if the condition changes / other non-related symptoms start to have an impact (so people are treated as a whole not as a condition). Always asking how people are and being responsive if they aren't aware of services that are available. 

Understanding of preventative causal factors. Early diagnosis. No inappropriate medications prescribed. Easy to understand care pathways for patients, carers and families. Appropriate care services for treatments in and out of hours.

Appropriate care and attention. Those living with dementia will not be isolated and feel vulnerable

Please see previous response but also good support for family carers is paramount whether the person is a full-time carer or part-time (doing a full-time job as well). If family has good support then hopefully this will be reflected in the care of the person with dementia. Some carers also have their own health conditions to manage and so they need to feel supported.

Person centred, with the person living with dementia at the centre. Choice of activities/care, and continuity of care throughout their dementia journey, and demonstrating that people with dementia are involved in planning and reviewing care 

Support that is available 24 hours a day and 365 days a year that people can access when they most need it - especially when in a crisis.  Support from pre diagnosis, post diagnosis, ongoing, crisis and towards end of life.  Support delivered by people who have specialist understanding of dementia that can be demonstrated and is monitored.

Better family support, recognition of home-based services needed before dementia requires a care home. The more home-based, family sensitive services are available the longer the person will be able to live at home, and the impact of caring will not be so devastating on the carers themselves. This includes the need for a break, as well as more practical and personal care.

If all these commitments can be implemented then we are looking at good dementia support. Dementia understanding is key to establishing a community that cares.

Personalised timely support

A good support network, dementia friendly environments. Raised awareness of dementia including myth busting. Dementia friendly environments and systems so that navigation is streamlined and not confusing.

Support for carers of people with dementia (e.g. spouses, children) as well as those with dementia.    Support at home/closer to home so the individual and their family are not having to make regular trips to hospital.

routine access to a named case manager post diagnosis and sign posting for key issues-benefits review, driving, legal issues and living well activities.    Ongoing support with access to supported care with range of options including outreach pA support/day centre/iin patient respite if needed    Longer term support with transfer to residential care if required and later palliative care

Commissioners can't commission their way out of dementia. It here and its prevalence is not reducing any time soon. The complex network of existing support must be supported but innovative and creative solutions also need to be encouraged and tried. Many people with dementia won’t respond well to a day centre model but many will - you can’t impose a single solution.  Integration needs to be fully committed to by CCG and SCC - not just a few joint meetings but a fully bought into arrangement which can deliver a seamless response without people having to meet different eligibility criteria or take their case to funding panels etc.
There needs to be a rapid change in the time it takes for someone to receive social care. Currently the system is so slow that people in crisis cannot get services in place immediately which is when they need it the most. This can result in admission to hospital which puts a drain on their already pushed resources.    Support for informal carers could be better, this ties in with the above comment. I often see partners, children and friends of people with dementia in high stress situation because they are committing their lives to caring for others.     Access to information and support is currently very poor. As a health professional it is frustrating trying to get through to social services to discuss support for people. I can't imagine how it must feel for carers who are trying to get information and support.    There is a real problem between health and social care about who provides what support. When trying to access emergency nursing care. It is very frustrating trying to organise this when social care wont fund because of acute health and CHC wont assess until someone is out of the acute phase. This leaves a real void in providing care when hospital admission is not necessary but 24 hour care is.    There are a lack of assessment beds in the city for the dementia crisis team to use. G1 ward is often full or have a high clinical case load meaning admission is not possible. Previously there have been access to care beds at Woodland View but now they have closed two of the bungalows there are no longer the amount of beds which can be used. it is not always possible to safely manage someone in crisis at home and the options for completing an assessment and treatment in a safe environment are extremely limited. Having easy access to a EMI nursing resource would improve the quality and outcomes for people in crisis.

Friendly and personalised support, organised support workers

It would be transparent channels of communication.  Where you don't 'come by' information by accident that would have been really useful to know at the beginning.

Personalised, sensitive, dignified and organised in a way that is accessible

Long term input, not starting services and decommissioning them after a year or two, providing meaningful activities which people want to be engaged in giving people a sense of purpose. 

Encourage family to seek help and support.  It is a diagnosis that family hide out of fear despite recognising the change in a loved one is present.   Some family only seek support at crisis point. 

Tailored to meet individual needs and not to meet `the system` needs.

That families and carers know what resources are available for people with dementia. The people with dementia can still live active and integrated lives within their own communities.

More carers involved, the support to give more time to calls.

Individual support that is flexible to the needs of the person.  Available resources to support the above.  Adequate community resources.  Adequate leisure/dementia services.  Support services that are trained e.g. police, ambulance etc.

Similar to question 1. We need to look at each person as an individual and understand their family situation and needs / context in order to find tailored and flexible ways to have a good quality of life

person centred easy to find and access for all.  compassionate but allowing independence, it should look like normal life without labels.

Services and proper advice/guidance  are in place that can support people with dementia through all of the stages of dementia

One that is 'person-centred' and flexible to the individual needs of each person with dementia and their families. All buildings, especially new buildings should be dementia friendly, so this will need some involvement and commitment from Council Planning Services. No new builds if this has not been sufficiently been included in the building plans

Access to a range of activities in the local  Community with independent living ( with suitable support) fir as long as person requires 

Is anything missing?

We should ensure as little disruption and upset to patients 

Money! For the younger people suffering and letting employers have more info on what to look for.

Coordinated services. Support for families through the minefield of assessments, paperwork, legal issues, financial issues etc. and staff who are able to empathise.

No

We should ensure that high standards are maintained in care homes with regular checks on the level of care provided.

We have emailed a separate response to the generic CCG email address. Please contact us for a copy if you do not receive this.

Detail - it is unclear how these commitments will be delivered. What is the cost of delivering them? How will they be prioritised? How will the voluntary/charitable sector continue to build and offer further support to people with dementia if local authority funding is continually cut?   It would be of tremendous benefit for there to be a unified dementia strategy for the city rather than currently there being a health one and a local authority one. Can each deliver in isolation?    We would be grateful to be copied into the minutes of the Dementia Strategy Implementation Group. 

Carer strain offer tips a problem at home into crisis and hospital admissions. Hospital is worst place for someone with dementia. Need to be more creative in how support carers, 24 he care in home so cater can stay elsewhere? Admission straight to intermediate care bed?   Our team have worked hard on a project called 'Time to think about me'. It encourages healthy aging, happy to share the video.

Where is money coming from.

yes understanding 

Safe and accessible places for dementia sufferers and their families to go to for advice, support, and social activities e.g. dementia cafes with access to appropriate transport. Many people are isolated because of transport difficulties.

What about the family carers as the emotional toll is enormous. I felt very alone when my sister and husband developed dementia. Yes there is a carers organisation but you are really left with the responsibility. There’s nothing in here about the funding of packages and you manage the costs

Younger dementia patients and carers should be specific not all under the same umbrella

For people in Sheffield with dementia - care and support will be tailored to their needs (not just to help them remain independent -sometimes that might not be the right thing)  For dementia care to be considered as an interdependency and clinicians to think about it when they assess/ refer for other treatments. My nan went into the system for a hip replacement with my dad repeatedly telling them she had dementia and would need the appropriate after care. It was only when she got to the pre-op appointment at one of the private hospitals that someone realised the standard hip op at that private hospital wouldn't be appropriate for her as they couldn't offer the after-care so she went back into the system and is still waiting, and in the meantime is in absolute agony whilst she waits!

Better support for relatives to understand the illness, the support options and funding processes and help loading between various agencies

Transparency, feedback.

My parents moved from Sheffield to Cheshire a couple of years ago to access better dementia care

Care for the carers when it is needed most. 

Stopping inappropriate Care Home placements when with the correct support many could continue to live at home with improved Social Care. Single point of access. Support for care partners is missing

The person with dementia should be reassessed every 12 months.

In our experience there was no 'management' of a case of a dementia case quickly accelerated a fall, A&E and inpatient for several weeks. The outcome was driven by Ward Management with no resolution until the family removed the patient.

For patients and carers it is a very complex system that hits you one step at a time which feels like we are in a process that is being done to us. Nice people but operating out of a complex system

Public transport provision can be important as a stimulus to keep people's minds working while they retain physical capacity.

Provision for different cultural and religious background as well as profoundly deaf community 

Training for the police on the best ways to help people living with dementia/ how to recognise and understand behaviour of people living with dementia, especially in the early stages.

We will ensure as a matter of urgency that we have the funding, staff, systems and effective management to achieve our plan.  We will deal more effectively with the long-term under-funding of support services including the local funding of care homes and nursing homes.  We will ensure it is easy for Sheffield people to find clear information on where all the funding comes from and how well it has been spent by the Council, NHS and other organisations.  We will ensure that recruitment and training addresses present shortages of staff, skills and experience.  We will help rationalise and improve the present widespread range of support.  We will ensure that Sheffield people are aware of and understand organisations involved, such as NHS Sheffield, the Health and Wellbeing Board, the Clinical Commissioning Group, Sheffield Carers, the Alzheimers Society and the CQC.  We will ensure that people with dementia and their carers know what help they can expect from their local GP service.  We will ensure that we learn from best practice and achievements within the UK and overseas.  We will communicate publicly and effectively on progress, achievements, and on problems experienced and how we are dealing with them.  

Need a speedier service from Social Services.

Educating the Public about Dementia. Not enough understand the issues and are therefore poorly prepared to deal with friends/relatives who develop Dementia.  Also, locating help can be a minefield for carers who often battle on until something goes wrong.

We will try and catch people when they are in the early stages of the disease, and prevent its development.  

Greater awareness to the general public so families can spot signs and symptoms and can encourage referral into the system

Not that I can think of

Dementia training for staff working in care homes and hospitals.

Is anything being done about making services appropriate for people from different ethnic groups? Or whose needs may be challenging and who need specialist support to remain at home

Ensuring that all the people offering the support have sufficient knowledge about dementia, currently there are people offering support to people with dementia in a variety of settings who do not fully understand the condition and the range of ways that it impacts on a person and their families; 24 hour specialist crisis support for people with dementia and their family members - rather than being told to ring an ambulance or GP for a dementia specific crisis

It is really difficult not to choose them all - apologies if I have ticked too many

No but there is a lot to cover here!

Needs something about looking for and supporting creative and innovative solutions

GPs need to listen to exactly what family members are saying when a family member flags up a concern for a relative!!!
That all services work together.  That the social worker and hospital specialists are assigned as a team for either a postcode area or a neighbourhood area of Sheffield.  The lack of coordination and shared information can be very frustrating, especially when a person is newly diagnosed, probably after years of trying to get that diagnosis. It can feel so confusing and lonely for the family supporting their loved one when information is not clear or conflicting.

Care Homes do take account already of people’s needs who are living with dementia, to suggest otherwise is not an accurate portrayal of the work undertaken by care homes in this area. Maybe better to reword as to `improving` as done so for A&E and hospitals

Ongoing commitment to the decisions.

No

Training for families and social workers. the only people able to give any kind of support and advice are medical practitioners and this often becomes the biggest barrier

Ready information. Funding.

Additional support to care homes and other institutions to help in providing individualized care

Possibly, but discussions in meetings with brainstorming and individual interactions will bring out more

I noticed errors (highlighted in yellow) on pages 4, 5, 8, 11, 17. Reads very comprehensively and is well structured. 

I’m concerned that one of the commitments links solely to care homes and not social care generally as there are lots of very vulnerable people living outside of a care home with dementia.  I think this is too narrow a focus.
Are there any barriers to making these commitments happen, and how can they be overcome?

Budget reductions and targets to reduce spending, particularly on free nursing care - can be overcome by ensuring the best and most humane treatment is prioritised when budget setting 

Old stereotyping e.g. dotty old aunt or uncle. Don't lock it away

Everyone needs to have a better understanding of dementia and to feel more confident and able to include those living with dementia and to support their families. Dementia Friendly society is key.

GP awareness. Something other than the memory test to diagnose. Early age referrals for immediate family members of those diagnosed with dementia

Language particularly BME  provision for this

Financial barriers which can be overcome by appropriate prioritisation of budgets to ensure our older population receive the best care possible towards the end of their lives

Finances in local authorities. Without funding to support social care and the voluntary sector these commitments cannot be delivered.   A joint strategy - health and social care, rather than 'strategic commitments' from the CCG produced after the commissioning plan has been agreed by the LA (nov 2018). 

some specialist services have been decommissioned.

Not sure why hospital can access support from dementia team on discharge but this is not available from intermediate care bed. The rapid response home treatment team have the skills to help people settle back in at home. If this was available more family's might support an independent return home rather than care. 

My mother who is 94 years old this year has Alzheimer’s and is now in care home.  The support I had when she was at home was nil. The only way people can understand dementia/Alzheimer’s is having someone in the family suffering from it. My personal experience is no one helped me and mom and no one cared. Health professionals would visit us and talk directly to mum and when I told them not to they still did it.  It was a very stressful time for me and it still is. Money is needed and a lot of it to make life easier for people caring and the sufferer.  One last point the so called experts at adult social care sent district health careers into mom and they were useless some days she would go hungry because they didn’t understand Alzheimer’s how effects people. Also her chair and bed would be soaked in urine it is a good job she had me to go and sort this out for her on a daily basis. I had 4 years of this. I was 69 when she went into care home and I am now 72 my health deteriorated because of suffering from severe stress.  

Fear of unknown and prejudice risk averse 

understanding the person and getting to understand them more on a personal level
GPs, social services and hospitals should work together to achieve better outcomes , this doesn't happen at moment.

I think sufficient funding is an issue for day centres/ activities and access to community transport to travel safely.

Adequate funding staffing levels specialist education and training

Financial savings pressures on NHS and LA  because the NHS is all about meeting targets rather than providing the best care for the individual  Getting clinicians to listen  Getting computer systems that talk to each other

Funding, different departments social services/CCG/care homes/ housing associations/council all seem to pass the buck to each other, need one central support system

General awareness needs to continue to be raised, so that people have a better chance of understanding the current situation and the tangible benefits that the new strategy can bring. 

funding, clearly...

Money is the barrier 

The stigma of Dementia, seen as a silent disease.    Medical professionals assuming they can do nothing to help or that it is not appropriate.      Lack of equality of services compared with other diseases i.e. Macmillan Unit at NGH, where is the Admiral Unit

Within Sheffield teams seem separated by geographic which vary at different times of day.     Patient and GP in Oughtibridge but residing in and supported in Crookes (with family).    We were able to maintain a live at home support plan by sharing with another family in XXX XXXXX.  This was made more difficult because Sheffield would not talk to East Cheshire about the CHCP which seemed to require time, people and a new report every 3 month change over.    This inability to communicate within and without Sheffield accelerated the decision to settle our relative in a Dementia specialist care home.    This would have been in Sheffield by choice   but 22 visits later we found that the other County   offered a 'walkthrough' solution.    The despair of the other County involved was a disheartening experience for their workers.        

Funding

Waiting time at GP practices and being able to see the same GP each time.

It needs an Uber type strategy where more and better information enable better distributed decision making

Funding. Awareness. Fear. (Those vulnerable to dementia, e.g. with family history, may be reluctant to engage.)  Talking about it. Voluntary sector collaboration.

Yes not working with diverse communities. 

Barriers are money and education......

Resources, i.e. financial funding and people with the right experience, skills and personal qualities, including good high level private sector business experience.

Perhaps more staff in Social Services.

Care homes and staffing. Having genuine and caring support for dementia sufferers and in the right environment.  

Probably cost implications. Maybe the Outreach worker idea could be accommodated within existing staff from Mem. Service and Dementia Rapid Response with minimal extra training.

Language and cultural barriers make mainstream services inaccessible.

This needs to be resources properly - in terms of time, money, staff, voluntary groups, carers support etc etc. Dementia is something that will touch all of us at some point in our lives and so greater awareness and support will help.

Communication between all partners. Comms for the public

Finances and the required professionals

Dementia training for staff working in care homes and hospitals. If staff don't have sufficient knowledge, then people with dementia will not get the care they require that is appropriate to their needs and their type of dementia.

Money!! Lack of cultural awareness. Difficulty in engaging with some people who have dementia - but shindig and Sheffield university's engagement project can help

This competitive approach to tendering where different organisations do not work fully together as in effect they are competing for finances.  Not having staff with adequate understanding of dementia and how it affects the person and their family.

Resources, need for cross-sector collaboration with recognition of expertise within the voluntary sector. In particular the early intervention/prevention that the VCS is so good at!

I guess it is largely about the capacity of organisations to ensure they implement what is needed.  Communication is key - people will want to know what is happening and what delays are causing work to implement the commitments need to be tackled,

Money, commitment and staffing levels

A willingness for change and overcoming misconceptions that funding is needed. Often shared idea's and learning is adequate.

Organisations communicating and working together e.g. health (primary and secondary care, social care, charitable sectors - need to all sign up to dementia support as a priority    Funding is always an issue but not sure how that can be overcome, perhaps working more with charitable organisations?

currently there are reduced day centres to access, cuts in outreach support for younger patients with dementia , less access to CPNS acting as case managers, no appropriate supported living available for patients under 55 due to inappropriate lower age cut off limit. Insufficient social workers to support timely assessment. Need clearer communication and link workers between STH and CMHT services.  Need case managers for the Learning disability population and more funded consultants in learning disability. Need more access to information materials for BME population.    Look at RDASH as they have some effective models of YOD and LD support with nurse case managers and admiral nurses that we do not have in Sheffield

Commissioners shouldn't impose a model which doesn't work for everyone. Respond positively to existing networks and services. Flexibility is key. Tunnel vision of commissioners is a potential barrier

Services should work together, my experiences over the last 5 years are that services work to protect their limited resources and this does not always work in the favour of the person with dementia

GPs who are not prepared to listen to the concerns of family m embers and who are dismissive of these concerns when they are shared. In a nutshell "a good salesman has two ears and one mouth"

Yes, NHS specialists’ opinion that they are the lead organisation in a person's care, they are not and cannot be as so many different organisations are involved in a person’s care.  For example, there may be home care requested by the hospital, this care initial is provided the Council, but after a period of assessment is provided by a third party care provider.  Then the hospital and council step back, if the care given to the person in care is inadequate or unsatisfactory, negotiation can be very difficult to obtain a better care package. Again all organisations need to be aware of what is being provided to that person in care.  If standards are not acceptable all organisations need to be equipped to say 'no' we will not use that provider.  The council especially cannot accept a poor provider simply because they have pre-purchased the supply of provision.  There should be in place protocols/consequences for poor provision and those who are trying to inform them that the care given is poor, should be listened to and not made to feel like their opinion is not valued.

I think the barriers are created by staffing and the commitment from staff, the barriers can be overcome by recruiting the correct staff.

Waiting for an appointment at Memory clinic.    Promote the use of Alzheimers society to support family to relieve the feelings of isolation  Acknowledgement that it is an illness that with support  can continue to be a fulfilling life.  

Agency`s not working together.

social workers aren't trained adequately enough to deal with the variants of Dementia, it's not a blanket approach and since the merging of social workers, it's become harder to speak to social workers in the right field of expertise.

Working with families needs to be proactive and robust - requires open, honest and effective communication. This will support positive feedback about services - 'work with' the person/family (co-production) and not in isolation.

Sharing of good practice across different sectors, better communication between families, assessors, care homes, hospitals etc.
lack of understanding, dementia should not be taboo, children to be taught about it in schools and by parents and grandparents and not hidden from it.  linking schools, faith and community groups with care homes and agencies supporting with dementia.    Lack of funding.  Lack of clarity of what's out there, more development of locality social work and less reliance on directories.

Money! knowledge, expertise and understanding of the disease 

Mainly money and the requirement for all involved to work together.    Ignorance and failing to see what is required and looking at the big picture

Money.   Great ideas but not transferred to the work force

I am currently undertaking a project within our bedded units (private care homes with NHS IC beds) to ascertain how Dementia friendly they are and what (if any) improvements are needed. I am aiming to compile a report of the findings with cheap/quick/simple solutions for improvements. I  have reviewed the literature about Dementia friendly environments generally and especially Care Homes and have the findings of this. I will be using the Kings Fund- How Dementia Friendly is your Care Home assessment tool which is evidence based, straightforward and easy to use. I wondered if this would be helpful for you to have when preparing your guidance.
Appendix 4 – Media release
PRESS RELEASE

For immediate release

Your opportunity to help improve dementia support in Sheffield
Views of the people of Sheffield are needed to help improve the care and support for people of all ages living with - or caring for those living with - dementia. 
Public, voluntary, community and private sector organisations across the city have worked together to develop 13 commitments around dementia support. These commitments aim to make sure that people with dementia, their families and their carers, can live life to its full potential.
Caused when the brain is damaged by diseases (such as Alzheimer’s disease or a series of strokes), dementia can show in a variety of symptoms, such as memory loss and difficulties with thinking, problem-solving or language. There are approximately 7,000 people currently living with dementia in Sheffield, just over 1% of the whole of the city’s population.
The 13 commitments proposed by Sheffield organisations have been inspired by national guidance, as well as conversations had with people living with dementia, carers, health and social care professionals and volunteer groups. To ensure these commitments meet the needs of the city, everyone in Sheffield is now invited to share their thoughts.
The commitments include areas of work such as making the city ‘dementia friendly’, increasing support for carers and families, improving hospital experiences and supporting and encouraging new research. 
Dr Steve Thomas, Sheffield GP and Clinical Lead for NHS Sheffield CCG said: “These 13 commitments are currently our first draft - we want to know what you think about them and how you think we might achieve them as a city. 
“Sharing your experiences and ideas will help us make sure we’re committing to the right things: it’s important that we take everyone’s different experiences of dementia into account, so we get our commitments right first time.”
To find out more and share your views, please visit bit.ly/sheffdementia and fill out the short survey. Submissions are open until 18 January 2019.
ENDS

For further information please contact sheccg.comms@nhs.net or 0114 305 1212.
NOTES TO EDITORS: 

· NHS Sheffield CCG are responsible for buying and contracting (otherwise known as commissioning) many of Sheffield’s healthcare services.

· You can find out more on the commitments by reading this document.

Appendix 5 – Respondent demographics
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