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Resources to support delivery of the Greater Manchester dementia care pathway train the trainer workshopGreater Manchester Dementia Pathway
Train the trainer supplementary materials

September 2022




This resource is intended to support you to deliver a train the trainer workshop within your services on how to use the Greater Manchester dementia care pathway. We hope you find this information of value and let us know if you require any further support. 

Useful resources for sharing the pathway and delivering training

· Link to the pathway website can be found here: Greater Manchester's Dementia Care Pathway (gmdementiaresources.org.uk)
· A flyer that you can print off and share as part of your training can be found here https://dementia-united.org.uk/wp-content/uploads/sites/4/2022/05/Greater-Manchesters-Dementia-Care-Pathway-May-2022.pdf
· Further information on the Greater Manchester dementia care pathway can be accessed via the Dementia United website Greater Manchester’s Dementia Care Pathway - Dementia United (dementia-united.org.uk)
· 
Power point slides for the train the trainer workshop can be accessed here: 
· A recording of the workshop can be found on our YouTube channel here: https://youtu.be/e4Qp7isv-Js

Extra resources and notes for some workshop slides can be found below

Slide#2: 
Our networks and stakeholders
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Slide# 3: Impetus for the development of the Pathway – why was it developed?

The resources listed below, formed the basis for the development of the standards within the dementia care pathway:


· Greater Manchester dementia assurance report. Key lines of enquiry in all ten localities to scope out and undertake an analysis of the services and support available across Greater Manchester: 
· A fragmented pathway experiences of the South Asian Community and the dementia care pathway: A care giver’s journey: https://www.tide.uk.net/resources/bame-resources/a-fragmented-pathway-by-shahid-mohammed/ 
· The dementia care pathway, full implementation guidance: https://www.rcpsych.ac.uk/docs/default-source/improving-care/nccmh/dementia/nccmh-dementia-care-pathway-full-implementation-guidance.pdf?sfvrsn=cdef189d_8
· From diagnosis to end of life: the lived experience of dementia care and support: https://www.alzheimers.org.uk/about-us/policy-and-influencing/from-diagnosis-to-end-of-life
· Long term plan Greater Manchester dementia report: 



Slides #4/5: How did Greater Manchester agree the pathway standards? 

We developed the standards with a wide range of stakeholders, that included people with lived experience, service providers, commissioners, health and social care staff and voluntary sector organisations. We then worked on seeking feedback on these standards and priorities for Greater Manchester with feedback events and an online survey.

· The Feedback report can be accessed here: Dementia-Care-Pathway-feedback-ReportApril-2021.pdf (dementia-united.org.uk)

A total of seven feedback events were held, just under a third of the planned number. These were undertaken by: 

· Age UK in Trafford 
· Oldham BAME Dementia Advisor – two events 
· Making Space Oldham and Oldham’s Commissioner 
· Stockport Dementia Champions and Stockport’s Commissioner 
· EDUCATE in Stockport two events. 

We also provided the written version of the pathway as an online survey for people to feedback on. The pie chart indicates how many people fed-back on the pathway.
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In February and March 2022, we hosted three digital user testing workshops via Zoom and MS teams as well as meeting with key stakeholders. 67 people attended these sessions and fed-back on the digital version which informed the final webpage. 


The table below outlines some of the suggestions and actions we took after collating feedback from these user testing workshops.


	Recommendation


	Action

	It was suggested that the resource be translated and modified to allow ease of access for foreign language speakers and those with sensory disabilities. 
	Although we didn’t have capacity for large scale alterations such as this prior to launch, we recognise how important it is that this resource be accessible to all Greater Manchester residents. Therefore, we will reconsider this alteration as further resources become available.



	Where no local offer of support exists, please include links to regional and national resources.



	Our team have included a range of regional and national support offers.

	Could we provide advice on specific symptoms
	The website’s search function will find any recommendations which reference specific symptoms searched for if they are present. However, the resource is not designed as a medical resource so will be unable to cover all specific symptoms/medical information. 



	Be aware of digital exclusion and acknowledge/account for this where possible.
	Although the resource is digital, all recommendations and support offers are printable. We’ve worked with Radical to ensure that all recommendations can be downloaded as PDF’s and printed in black and white (to reduce ink waste). It is our intention that clinical professionals (GPs, dementia advisors, nurses, memory assessment service teams etc) can access this resource and provide patients with printed information relevant to their circumstances and interests.

We’re also supporting several professionals and services to implement this resource through locality connections.


	Can we include ‘share via social media – Facebook/twitter etc’ button on resources for ease of sharing?



	We’re discussing this as a possible update in a future iteration of the website

	Ensure resource is shared widely
	We’re currently developing a communications plan to ensure that this resource is shared widely. If you would like to share this with your colleagues and contacts the following resources are available:

An explanation of the resource and how it was developed can be found here: https://dementia-united.org.uk/greater-manchesters-dementia-care-pathway/

The pathway website can be accessed here: https://www.gmdementiaresources.org.uk/
A flyer advertising the resource can be accessed and downloaded here: https://dementia-united.org.uk/wp-content/uploads/sites/4/2022/05/Greater-Manchesters-Dementia-Care-Pathway-May-2022.pdf 

We’re also developing a ‘train the trainer’ resource for clinical and professional users to better understand the platform and to enable them to train other users. This will be available to watch from October


	Could we include diagnosis figures and other data i.e. post diagnostic support for each borough.
	We’ll be working closely with colleagues from each GM borough to explore this request and how to implement this. 



	Quick access to information regarding crisis services
	Following several suggestions that information regarding crisis support should be prominent and easily accessible on our webpage we have added a crisis support tab to the top of the page – this will be accessible from any page of the website: https://www.gmdementiaresources.org.uk/crisis

We’ll also be taking forward developing this page further, taking up offers from colleagues who attended the workshops.


	Can we feedback to locality commissioners and service providers what people in each borough are searching for?
	We’re in the process of updating the website to allow users to search for specific recommendations within each Greater Manchester borough. Part of this discussion will cover how to access search terms entered into these search bars.



	How will the resource be kept up to date
	We use feedback and contact us pop ups when people log in to the dementia care pathway. People can use these to feedback any updates or notify us of any omissions or errors. 
Our steering group will review the feedback and consider actions as needed; which includes updating the live resource as appropriate



	Several attendees requested further information regarding the development of the pathway.
	The dementia care pathway has been co-produced with wide engagement with 130 people affected by dementia in 2022. A report following this feedback, can be accessed via the link here Dementia-Care-Pathway-feedback-ReportApril-2021.pdf (dementia-united.org.uk) 





We’ll be working with partners across Greater Manchester including people with lived experience, to ensure that suggestions and feedback which were not addressed prior to launch in June 2022 will be considered for action in the future.

Slide #7: How were the different priority status levels agreed for the pathway?

Each standard on the pathway has been assigned a priority status, these are:
· Required to provide
· Should be provided
· Ambition to provide

Dementia United worked with a wide range of stakeholders to agree which guidelines would be used to set the priority status of our recommendations. These include:

· Required to provide: Memory Services National Accreditation Programme, legislation e.g. The Care Act, CQC requirements, NICE and SCIE 

· Should be provided: Non-mandated emerging evidence in NICE and other research, CQC standards

· Ambition: emerging evidence, best practice which may be regional, feedback from lived experience

Please feel free to feedback on the above and also when using the pathway as we appreciate that evidence and best practice will be constantly changing and we need to reflect this within the pathway.


Slides #9 to #12: How can the dementia care pathway support me and those I support?

You can find several examples of how the dementia care pathway can be used by practitioners and those with lived experience of dementia on the following slides:

· Commissioners: Slide #9
· Dementia Advisors: Slide #10
· General Practitioners: Slide #11
· Lived experience users: Slide #12

We suggest that if your target audience falls outside the user groups listed above you should add further examples of your own which are relevant to those attending your workshop. We hope you find the examples we have provided useful and can use these to create further examples of your own. 


Are there any frequently asked questions I can refer to?

You will find more information in our Frequently Asked Questions
Greater Manchester's Dementia Care Pathway (gmdementiaresources.org.uk)

Navigating the pathway

Main page 
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Tabs (at the top of the page)

· Return to search will always take you back to this page
· Crisis support: Details of local and national support services for anyone in crisis.
· About us: Information on Dementia United, who we are and what we do.
· FAQs: A list of frequently asked questions.
· Get in touch: An online form to contact the Dementia United team, you can use this to add your service to the pathway, comment on current content or ask us about our work
· Text size: The three Ws can be used to change the size of the text displaying on the website
· Twitter: The twitter logo takes you to Dementia United’s twitter account @dementiaunited

Searching: local vs regional/national

The website is set up to allow you to search our recommendations either locally, listing offers available in each Greater Manchester borough, or regionally, listing all recommendations without any local offers.

Local search
There are two ways to search our recommendations for local offers
1. Type your postcode into the ‘search by postcode’ box in the search bar
2. Click on the borough you want to search on our interactive map

Each borough’s page contains a short description of that localitie’s dementia strategy and offers, followed by selected contact details. Then, below these details, you can access our recommendations either by searching for a topic of interest or by clicking through the stages of the dementia well pathway (see images below).
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Recommendations contain the following information/options:

1. Priority: this is the recommendation’s priority rating, it will be either Required, Should or Ambition 
2. Download: clicking this will download all in formation linked to this recommendation to your computer/device as a PDF file.
3. Print: This will allow you to print the recommendation and all associated information.
4. Recommendation title
5. Recommendation narrative
6. Offerings in individual boroughs: service/support offers linked with the recommendation). Note that if a borough does not have any offers linked to a recommendation no local offerings will display.
7. Regional offerings: service/support offers available across Greater Manchester)
8. National offerings: services/support offers available nationally)
9. Evidence: selected evidence for recommendation
10. Best practice resources: selected best practice resources for recommendation

Image: example recommendation
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Regional/national search only: Using the main page

Using the search bar on the pathway’s main page will enable you to search all recommendations for topics of interest. However, searching in this way means that recommendations returned by the search will not contain local offers. 

If you scroll to the bottom of the main page, you can also search recommendations by stages of the dementia well pathway

Recommendations accessed from the main page (rather than specific borough pages) will contain the following information:

1. Priority: this is the recommendation’s priority rating, it will be either Required, Should or Ambition 
2. Download: clicking this will download all in formation linked to this recommendation to your computer/device as a PDF file.
3. Print: This will allow you to print the recommendation and all associated information.
4. Recommendation title
5. Recommendation narrative
6. Regional offerings: service/support offers available across Greater Manchester)
7. National offerings: services/support offers available nationally)
8. Evidence: selected evidence for recommendation
9. Best Practice resources


For reference see below for a list of all recommendations against the stage of the dementia well pathway they are associated with (note that the same recommendation may be linked with multiple stages of the dementia well pathway, so will be duplicated)

Preventing well

· People in mid-life are advised that the risk of developing dementia can be reduced by making lifestyle changes
· Arts and creative therapies are to be available to people experiencing cognitive decline.
· Dementia screening will be offered as part of your NHS health checks and dementia screening will be specifically documented in these checks.
· Mild cognitive impairment clinical syndrome may be applied to some patients presenting with decline in their cognition. Once identified they are offered support and resources to enable them to adjust to the difficulties as a result of cognitive decline, including accessing prevention strategies and access to research.

Diagnosing well
 
· At least two-thirds of people with dementia will receive a formal diagnosis.
· memory assessment services to respond within two weeks of receiving referral.
· Staff who work with older people will be trained to spot the signs of mild cognitive impairment and dementia and know how to refer for assessment and offer the support the person needs, whilst awaiting this assessment.
· Earlier diagnosis and interventions post diagnosis, will enable people to live more independently for longer.
· Clear information is made available to people with dementia, carers, and healthcare practitioners about the memory assessment service.
· The assessment of people at risk of dementia should be a supportive and informative experience.
· The memory assessment service follow up those who have not attended an appointment or who are difficult to engage.
· People with dementia are provided with a diagnosis for the specific dementia type.
· GP practices to establish and maintain a register of patients diagnosed with dementia.
· Any carer who appears to have a need for support should be offered a carer’s assessment by the local authority.
· Anticholinesterase medication for dementia is prescribed where appropriate.
· People with dementia should receive a diagnosis and begin treatment within 6 weeks of referral.
· Upon discharge from memory assessment services to primary care, a dementia advisors is planned in advance, with a specific joint working protocol/shared care pathway for medication.
· Arts and creative therapies are to be available to people experiencing cognitive decline.
· Mild cognitive impairment clinical syndrome may be applied to some patients presenting with decline in their cognition. Once identified they are offered support and resources to enable them to adjust to the difficulties as a result of cognitive decline, including accessing prevention strategies and access to research.



Supporting well

· People living with dementia have a care plan created or reviewed at least once every 12 months.
· The dementia care plan is available digitally to professionals involved in support.
· All staff will be given training about dementia relative to their level of interaction.
· Management and support strategies that may be used for complex advancing symptoms of dementia are considered and discussed as part of collaborative shared decision making with carers and family members
· People living with dementia and their carers have the opportunity to participate in research.
· People who drive are informed of the necessity to report the diagnosis to the DVLA and are provided with information on alternatives if they are advised to stop driving.
· People with dementia and their carers are helped to access financial advice and support to claim any financial help they are entitled to.
· A named service for dementia advice and navigation is provided
· People with dementia should be offered advice and support on improving their general health and maximising quality of life after diagnosis.
· People diagnosed with dementia are provided with information on delirium and their increased risk of developing the condition 
· The association between dementia and hearing loss is recognised and services are provided to diagnose and treat hearing loss in those with dementia.
· The association between dementia and the risk of developing a higher rate of tooth decay and gum disease is recognised and services provided.
· People with dementia and carers will be able to access appropriate multi-disciplinary support at times of crisis through a clear, single point of contact
· All staff working more closely with people with dementia and carers have an understanding of behaviour that challenges (BtC) and know where and how to offer support or refer on as needed.
· Arts and creative therapies are to be available to people experiencing cognitive decline.
· People with dementia and cognitive impairment are enabled to access to the arts and heritage at all stages of the dementia well pathway.
· Family members are provided with information on what to expect when a loved one is admitted to an inpatient mental health unit for behaviour that challenges in the context of dementia.
· People with dementia should have the same access to community health and care services as others with complex support needs.
· People with dementia and carers are enabled to access and connect to Social Prescribing offers and/or community based support.
· In Greater Manchester, the police's Herbert Protocol is completed in advance, which enables people to be safe and found, if they go missing.
· Greater Manchester's principles of dementia navigation underpins all services offering this role.

Living well

1. People with dementia who develop symptoms that cause them significant distress, or develop behaviour that challenges us (BtC), are offered an assessment at an early opportunity to establish generating and aggravating factors.
1. Suitable social and peer support groups are locally available for people living with dementia and carers.
1. Fostering a dementia friendly society is inclusive and accessible for all
1. Enabling the person with dementia and their family in managing their own health and care, adopting a number of strategies and accessing resources.
1. Appropriate assistive technology should be explored and offered for those whom it may benefit.
1. People with dementia and carers are enabled to access music in a number of settings, at all stages of the dementia well pathway.
1. Earlier diagnosis and interventions post diagnosis, will enable people to live more independently for longer.
1. People with dementia and carers are enabled to access and connect to social prescribing offers and/or community-based support.
1. Psychosocial therapies for improving and maintaining cognitive functioning should be offered to those living with mild-to-moderate dementia.
1. Arts and creative therapies are to be available to people experiencing cognitive decline.
1. People with dementia and cognitive impairment are enabled to access to the arts and heritage at all stages of the dementia well pathway.
1. People with dementia are enabled to take part in leisure activities based on individual interest and choice.
1. People living with dementia and their carers should be supported to discuss future planning.
1. People with dementia have the right to personal choice over where, and how, they live; which includes conversations with carers about their home and it meeting their needs when planning ahead.
1. Dementia is a sub-set of frailty targets for general hospitals and must be taken into account.
1. All care homes should adopt the Red Bag Scheme.
1. Using personal information to improve care when the person with dementia is not able to provide this
1. Management and support strategies that may be used for complex advancing symptoms of dementia are considered and discussed as part of collaborative shared decision making with carers and family members.
1. People with dementia admitted to hospital for acute care must always be assessed for the possibility of delirium.
1. Timely review and monitoring is needed of people with delirium to confirm that they are improving and responding to treatment, where cognitive impairment persists people are referred on for further assessment.
1. People with known dementia using acute and general hospital inpatient services have their diagnosis of dementia recorded and shared along with access to liaison services that specialise in the management of dementia and older people’s mental health, when this is clinically indicated.
1. Involving a family carer from the moment of admission to hospital until the moment of discharge has been proven to give better quality of care and improved outcomes.
1. In Greater Manchester the standard is for John’s Campaign: enabling carers to stay with and support patients in hospital.
1. If a person does not qualify for NHS Continuing Healthcare, the NHS may still have a responsibility to contribute to that individual’s health needs – either by directly commissioning services or by part-funding the package of support.
1. Living well with dementia in care homes
1. The percentage of people diagnosed with dementia prescribed anti-psychotic medication should be minimised.
1. People with dementia and carers will be able to access appropriate multi-disciplinary support at times of crisis through a clear, single point of contact
1. All staff working more closely with people with dementia and carers have an understanding of behaviour that challenges (BtC) and know where and how to offer support or refer on as needed.
1. Family members are provided with information on what to expect when a loved one is admitted to an inpatient mental health unit for behaviour that challenges in the context of dementia.
1. People with dementia should have the same access to community health and care services as others with complex support needs.
1. In Greater Manchester, the police's Herbert Protocol is completed in advance, which enables people to be safe and found, if they go missing.
1. All staff will be given training about dementia relative to their level of interaction.
1. Greater Manchester's principles of dementia navigation underpins all services offering this role.
1. Access to psychological therapy via IAPT for adults presenting with depression and/or anxiety.

Dying well

· Ensure safeguarding issues are identified and appropriately handled.
· Identify people living with dementia who are nearing the end of their lives.
· GPs should maintain a palliative care register for those in the last 12 months of life.
· People living with dementia should not be placed out of area for non-specialist mental health acute care.
· GP has regular (at least 3 monthly) multidisciplinary case review meetings where all patients on the palliative care register are discussed.
· Shared decision-making in personalised care and support planning.
· Personal health budgets are required to be offered - as part of NHS funded care, as well by social care funded support with individual budgets.
· Carers are supported and enabled to make decisions about their wish to continue to care.
· After a person has died, it is important that carers are supported to grieve.
· Bereaved carers are provided with social prescribing.



Many thanks for taking forward promotion and sharing of the resources in your service.


Contact us on: gmhscp.dementiaunited@nhs.net
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The Greater Manchester integrated care partnership is helping organisations work better together with people and communities. We want people across all our boroughs to stay well, whatever their age, and whatever issues or conditions they might be managing. We’re bringing together all the different organisations that support people’s health and social care, so that services can join up and act faster when people need support.
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Our aims and approach

Involvement (public, health/social care, voluntary)

Diversity, inclusion and inequalities

Connecting services

Brain health/Wellbeing

Research

Education and training

Communication

Data/ evaluation

Operations

Cross-cutting themes

Priority areas

We’re working towards improving the quality of life for people living with dementia or caring for someone who has dementia, supporting people to live as independently as possible and providing access to services when needed

Dementia United | GMHSC (dementia-united.org.uk)



We are Dementia United

A strength of this programme continues to be building networks and bringing  partners/stakeholders together to work in collaboration. Another, is ensuring the voice of lived experience is a thread weaving all this work together.
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History and development of the dementia care pathway

Greater Manchester Dementia United business case

Dementia United programme identified Key Focus Areas - Post Diagnostic support 

Post Diagnostic Support Task and Finish group, wider engagement/co-production to develop a draft version

Feedback workshops in localities and survey with people affected by dementia

Feedback on Pathway standards from 10 localities and wider GM programmes

Commissioned Radical to develop a digital version

2017

2018

2019

2020

2021

2022

Paper format

Digital format
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Developing the standards

Why did we do this?: Diagnosis and post diagnostic support varies across Greater Manchester and access to services is fragmented. Therefore, to address this issue we co-developed a set of standards which can be used to reduce variation in care and support across Greater Manchester.



Development:

Step 1: Dementia assurance report (contributors: locality leads, clinical teams, providers, lived experience) identified gaps and variations in care/support and made several recommendations.

Step 2: Over a 9 month period we used existing evidence and gap analysis via assurance report to brainstorm a list of standards. This work was co-produced with representation from localities, services and lived experience. This led to a list of over 100 standards

Step 3: These standards were then condensed to the 75 currently present in the pathway. This was achieved with input from over 130 people living with dementia, families and carers alongside health and social care staff, dementia locality leads and wider GM programs (e.g. Greater Sport)









4



Examples of how co-production has impacted the pathway

The following are some examples of changes to the pathway informed by our stakeholders: 



Time to Diagnosis – the draft Dementia Care Pathway was ambiguous over the referral timeline, with two different deadlines for contacting the person living with dementia after referral. The longer deadline has been removed and the shorter deadline is now the requirement. 

Carer – there was a strong emphasis on the needs of carers and the support they receive. The draft Dementia Care Pathway inadequately handled this aspect. A new structure for the whole pathway has been used which allows the needs of carers to be more easily seen and understood. 

Staff Knowledge – the draft Dementia Care Pathway had no specific statements on the need for staff training in dementia. This has been corrected with a specific requirement for all staff who work with people living with dementia, but a recommendation for the type and level of training received. 

Access to information regarding crisis services: Following several suggestions that information regarding crisis support should be prominent and easily accessible on our webpage we have added a crisis support tab to the top of the page 
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Goal of the pathway

Goal: To address support variation and fragmentation by bringing together a list of standards and recommended best practice. The pathway also provides information on how each locality is meeting these standards. It will help the health and social care system in Greater Manchester standardise the offer of care and support for people living with dementia and their carers, no matter where they live.



Quality standards are provided for all stages reflecting the NHS England Dementia Well pathway

Preventing well

Diagnosing well

Living well

Supporting 

Dying well 
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The standards

The Pathway contains 75 standards drawn from existing services, national guidelines and the things people living with dementia and their care partners believe have a positive impact on their health, wellbeing and ability to live well with dementia.



Each standard has been given a priority status, these are:



Required to provide: These standards are requirements according to United Kingdom guidelines and all localities are required to provision for these.

Should be provided: Although United Kingdom guidelines do not list these recommendations as being a requirement, sufficient evidence exists to suggest that these recommendations should be provisioned.

Ambition: Emerging evidence suggests that these recommendations will benefit those living with dementia, their care partners or those at risk of developing dementia.



We do not expect localities to provision for every standard. 

Though evidence, best practice and local, regional and national offers can be found for each standard which can be used to develop new services and improve existing provisions.
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Each standard includes

Information:

Including standard and person-centred narrative – from the perspective of someone affected by dementia or a carer.



Regional, Local and national resources:

A selection of pre-existing resources (local, regional and national) which can be accessed to support patients (signposting) or to gain an understanding of pre-existing schemes and initiatives when commissioning new services



Evidence: 

A list of evidence which supports selected standard



Best practice:

Examples of how the recommendation has previously been provisioned/actioned.





Examples of how the pathway can be used:
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Example 1

Commissioning:  

If you’re looking to commission a new service, you can find relevant evidence and examples in our pathway   



Examples:   

Service Mapping – All dementia services in your locality can be seen on the tool and gives commissioners a full picture of the provision in their locality . 

Strategy Development – The standards have been developed from engaging with people with lived experience from al 10 localities. This can be used as a reference for strategy development. 

Identifying Best Practice - The tool has the benefit of enabling the user to look at the local service offer in any of the Greater Manchester localities. The Commissioner can view the offer in other localities  and learn from them 

Supporting Local Services - Commissioners should be encouraging local dementia services to actively use the tool to identify services in the area that are relevant to the patient and give guidance on how to use it.

Cross Border Working - Now we are an ICB, work will be developed that may cross borders and the tool will help the user find available services in localities they may not be familiar with
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Example 2

Signposting:

If you’re supporting someone affected by dementia or a carer you can use the pathway to find what services and support are available in your local area  which your service users can then access.



Scenario: You’re a dementia advisor meeting with a person living with dementia. They say that they are interested in joining an arts group to stay social and meet new people



To find what local services are available you will;

Access the Pathway website: https://www.gmdementiaresources.org.uk/

Navigate to your locality

Search for a related term i.e. ‘arts’ and select the most appropriate standard

You can print this information for your patient, highlighting/circling services they may want to access







Let’s try this
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Example 3

Best Practice:

If you’re looking to improve your service or add a new service you can use information from the pathway to guide your work.



Scenario: You are a GP and you are auditing your health check protocol. You want to add dementia screening to this process.



To find resources and best practice:

Navigate to the pathway home page: https://www.gmdementiaresources.org.uk/

Type ‘health check’ into the search bar

Select the most appropriate standard

Here you will see resources, evidence and best practice to help you do this





Let’s try this
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Using our questionnaire

If you are living with dementia or caring for someone living with dementia and wish to view all recommendations relevant to you and your experience you can use our survey. This can be accessed via the link below

https://www.gmdementiaresources.org.uk/survey 
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How to contact us











https://www.gmdementiaresources.org.uk/get-in-touch 
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Now it’s your turn



Take 10 minutes to explore the website yourself and ask us any questions



Your tasks:



You are speaking with a service user who wants to join a leisure activity in Bolton, find what groups are available.

You’re speaking with a carer who wants to know their rights as a carer when visiting their loved one in hospital, can you download this information to hand to the carer?

You’re asked about how the pathway is updated and how often this happens, can you find this information?



https://www.gmdementiaresources.org.uk/





Pause the recording here. Allow your delegates to have 10 mins to use the Pathway and search. Re-start the recording once everyone is back from having a go.
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Our ask of you – please promote and use the Pathway in your work areas/teams

We have provided materials that you can be printing off and handing out  
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How to contact us in Dementia United



Thank you
If you are interested in finding out more get in touch


Email: gmhscp.dementiaunited@nhs.net
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SURVEY

# Question 1

Are you looking for recommendations as someone living with dementia or as someone caring for a person
living with dementia?
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SEARCH

You will find more information in our Frequently Asked Questions
Greater Manchester's Dementia Care Pathway (gmdementiaresources.org.uk)

1d quality standa

S T R T
Many thanks for taking forward promotion and sharing of the resources in your service.

Where you live:
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GET IN TOUCH

If you would like more information about any element of the pathway, or would like to get involved with Dementia United, then please get in touch with us using this
form. Please provide your name and address before sending your message. We will do our best to get back to you, as so0n as we can.

Your Name (required) Your Email (required)

Subject

Your Message

SEND
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Dementia Assurance Response Report

1. Introduction

The Greater Manchester Health and Social Care Partnership (GMHSCP) undertook the Q2 assurance
process between November and December 2018. All localities were asked to respond to Key Lines of
Enquiry (KLOE) on a number of areas including Dementia.

Dementia United (DU) had three questions included as KLOEs during the assurance process. The

questions asked were:

e Do you have a local dementia strategy and/or an improvement plan that you can
demonstrate that has been reviewed and falls in line with the Dementia United
standards? What plans are in place for 19/20?

e  Can you describe the post diagnostic model you now have in place?

e  What percentage of people diagnosed with Dementia are supported by a care navigator
or similar?

Localities were supported with the following documentation:

a. A self-assessment regarding their alignment to Greater Manchester (GM) Dementia
Standards

b. An example of a map of post-diagnostic support services within their locality.
c. Adata dashboard of dementia-related indicators.

Localities returned their completed assurance document and appendices to the GMHSCP. Senior
leaders from localities were subsequently invited to meet with executive members of the GMHSCP
as part of the assurance process to request further information or clarification if needed.

2. Responses

Following is a summary of the responses received from the localities grouped by question. A
complete record of the responses regarding dementia can be found at the end of this document,
along with the replies to any follow-up questions asked during the meeting itself.

e Do you have a local dementia strategy and/or an improvement plan that you can
demonstrate that has been reviewed and falls in line with the Dementia United
standards? What plans are in place for 19/20?

Bury, Manchester, Stockport, and Trafford stated that they have a strategy or improvement plan

which is aligned to the Dementia United standards. Wigan’s dementia strategy is part of the “Age
Well” section of their mental health strategy but aligns with the standards. Heywood, Middleton,
and Rochdale (HMR) have a strategy, with an improvement plan in development, and despite not
mentioning the standards the self-assessment shows significant alignment.
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Oldham stated that they have a strategy with themes aligned to DU standards, but also that those
standards have been localised after consultation with stakeholders. It is not clear what this
localisation entails.

Tameside and Glossop are currently reviewing their strategy but did not state that it aligns to the
Dementia United standards. Bolton did not explicitly state that they have a strategy or any kind of
specific dementia plan beyond a “multi-agency action plan”.

Bury, Manchester, Tameside and Glossop all provided a list of priorities for 19/20. Salford, Stockport,
and Trafford stated that action plans are currently in development. Bolton, HMR, Oldham, and
Wigan provided no such information.

e  Can you describe the post diagnostic model you now have in place?

Responses to this question were variable in length and detail, as well as content. It is difficult to
summarise and directly compare. Below is a single paragraph summary of each which includes the
main points. However, it is recommended that localities submissions are read alongside this report
for further detail.

=  Bolton described their model as a “6-week structured programme which adheres to
MSNAP [Memory Services National Accreditation Programme] standards.”

=  Bury offers all people diagnosed with dementia a personalised care plan, with yearly
reviews, undertaken by their GP. It also refers everybody to a Dementia Advisory Service
commissioned with the Alzheimer’s Society. There is also a range of non-commissioned
services provided by voluntary, community, and social enterprise (VCSE) third parties.

= HMR has a post-diagnostic team which screens people diagnosed with dementia for the
most appropriate intervention, ranging from clinical to social. People diagnosed with
dementia are also seen by Dementia Advisors from the Alzheimer’s Society.

=  Manchester has dementia champions in GP surgeries who are the first point of contact
and who ensure that people diagnosed with dementia have a care plan and that it is
updated. There is also access to dementia support advisors through the Later Life Teams
in Greater Manchester Mental Health and quarterly advice sessions on important issues.

= Oldham Memory Assessment Service assigns a Memory Liaison Practitioner who
develops and reviews the care plan. People diagnosed with dementia are offered post-
diagnostic support through groups or 1:1 sessions. There is also signposting to other
groups, including those run by Making Space who are commissioned by Oldham Cares.
Carers receive specific referrals to Age UK for assessment and support.

= Salford provides immediate post-diagnostic navigation through the memory clinic with
all people receiving a care plan. People diagnosed with dementia are referred to the Age
UK Dementia Support Service for navigation and Humphrey Booth Resource Centre for
advice and peer support, both of which are commissioned.

=  Stockport provides a Dementia Specialist Link Nurse for information and support about
management and planning. Invitations to support sessions and groups, or referred to
Alzheimer’s Society for 1:1 advice if appropriate. There is also signposting to external
groups. Carers receive signposting and training.
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= Tameside and Glossop are establishing an “Integrated Dementia Pathway across all
settings”, which includes dementia practitioners in Integrated Neighbourhood Teams,
Dementia Support Workers from the Alzheimer’s Society, and Cognitive Stimulation
Groups.

= Trafford provided their information in the form of a flowchart. It appears that the
Memory Assessment Service discharges people after diagnosis if no medication is
required and that primary care provides a care plan with yearly reviews and
assessments. People are referred to Age UK, which is commissioned to provide Dementia
Advisors. There is signposting for other groups and for carers.

=  Wigan offers dementia-specific support groups and a Dementia Adviser Service which
undertakes home visits and offers support. There is also signposting to family support
activities which are part of the Dementia Friendly Community programme, and referral
to other services which are not dementia-specific, such as social services.

e  What percentage of people diagnosed with Dementia are supported by a care navigator
or similar?

Most localities (8/10) could not give a definite figure of what percentage of those people diagnosed
with dementia receive such support. Bolton, Bury, HMR, Manchester, Salford, Stockport, Tameside
and Glossop, and Wigan could give no figure. Trafford stated that 83% of referrals access the advice
service provided by Age UK, which fulfils the role of a care navigator. Oldham stated that 96% of
those people diagnosed with dementia are in the Memory Assessment Service which offers support,
though they warn that capacity is limited and it is unknown what level of support they receive.

However, most localities stated that they do refer all people living with dementia to some kind of
service or team which provides advice and support, either as part of their memory assessment
service or externally commissioned. There is a lack of figures on take-up of these services despite
universal referral. Stockport said that around 40% will access some information and advice, but the
caseload for the support service provided by Alzheimer’s Society is much smaller. Salford states that
400 people, around a third of PLWD in the community, access commissioned support from Age UK.

Both Manchester and Wigan stated that they do not provide “Dementia Care Navigators” but that
they do offer access to “Dementia Support Advisors” or referrals to the “Dementia Advisor Service”.

Appendices
HMR and Salford returned a self-assessment against the GM Dementia Untied Standards.

The data dashboard was provided by Dementia United for all localities.
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3. Analysis

Strategy and Standards

Many localities (7/10) have some form of strategy or plan which aligns with the Dementia United
standards, whether explicitly or not. The status of the strategies for Oldham and Tameside and
Glossop is unknown. It will be necessary to review their strategies to ensure that they align with the
standards.

More information is needed from Bolton regarding their strategy, both its existence and its content.
It may be that the summary nature of their response, or the description of the plan, has obscured
the situation.

Regarding actions, only three localities gave lists of proposed activities which prevents discussion
here.

Post-Diagnostic Model

Most responses to the questions describe the post-diagnostic offer but not explicitly the model used.
Bolton and Salford referenced the MSNAP standards and Oldham the Enhanced Memory Service
Model. It is unclear if all localities have planned their offer with an explicit model in mind.

The models which can be divined from the information given differ on two main points: 1) the
location of the care plan creation and review, and 2) the delivery of support and advice.

Of the eight localities which provided enough information: in three it is the responsibility of the GP
to create and review the care plan, four provide care plans through the memory clinic, and one
through a “Dementia Specialist Link Nurse” whose position in the system is unstated.

For support and advice, the same elements of the post-diagnostic offer in some localities are
provided through memory clinics, in others through commissioned external providers, and others
through signposting to support groups.

Many localities commission VCSE groups, particularly Age UK and Alzheimer’s Society, to provide
support and advice. The user of the same VCSE represents an opportunity to standardise the post-
diagnostic offer by ensuring that commissioning standards are the same. This also opens up the
possibility of joint commissioning across localities and even to remove boundaries when accessing
support and advice.

Some localities have clinical teams to provide post-diagnostic assessment and care as part of their
service, but most localities have not stated exactly how clinical support from Occupational
Therapists, Speech and Language Therapists, and others is engaged.

Tameside and Glossop, and maybe Trafford, do not provide enough information to understand the
post-diagnostic model. It would have been useful to understand who developed and reviewed care
plans and how the services available provided the different aspects of post-diagnostic support.

There is a clear primary care/specialist model split seen in different localities, such as with the
position of the care coordinator with responsibility for the care plan. It should be noted that the
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Dementia 2020 Challenge envisions GPs having, “overall responsibility and oversight for [the person
living with dementia’s] care.” However, the 2018 document After diagnosis of dementia: what to
expect from health and care services explicitly states that those drawing up a care plan, “could be a
memory assessment service, your local council or your GP,” and that it should be monitored and
reviewed by the care coordinator whose position is unstated.

There is also a primary care/specialist service split with regard to support and advice. Both use
externally commissioned services and signposting to provide some support, though the specialist
services also run support and advice services themselves.

The different between these two models has the potential to be significant. A 2015 paper Models of
Dementia Assessment and Diagnosis: Indicative Cost Review, which looked at diagnosis rather than
post-diagnostic support, identified three different models with a similar distinction between primary
care and specialist service. Although the report focused on the indicative costs of each model, they
also found particular benefits and issues for each.

The different post-diagnostic support models could differ in various ways, including but not limited
to:

e  Level of integration between the different services and ease of access.

e  Coordination with other health needs.

. Different areas of knowledge, experience, and focus.

e Access to resources.

e  Engagement and trust from people living with dementia and their carers.

The variability between models could lead to significant variation in patient experience and outcome
across Greater Manchester.

Care Navigators

Only one locality could provide an exact figure of what percentage of people diagnosed with
dementia are supported by a care navigator. Even where it is obvious that care navigators exist and
referrals are made no figures were presented. It is unclear whether the information exists.

A greater issue is the two localities which stated that they do not provide a care navigator role or
similar, but went on to name another role they do provide. The exact difference between these roles
and care navigator, or between any of the roles identified by other localities as fulfilling the same
function, is not made explicit.

The role of care navigator is not defined in the question. The 2018 document After diagnosis of
dementia: what to expect from health and care services defines the role of a “care coordinator” as
somebody who should:

e  make sure your health is monitored

e look at your care plan with you at least once a year to make sure you are getting support
e  make sure you know about the help you can get

e work with your family or friends to make sure you are getting the help you need

They suggest that this is also called a “care navigator”.
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The MSNAP standards also refer to a “coordinator of care”, thought without defining their exact
role. Yet they also refer separately to “dementia navigators” as a distinct role.

4. Recommendations

Several requests for more information and clarification were made during the assurance visits. These
were:

e Bolton —to provide more information about the post-diagnostic offer, specifically beyond
the first two weeks post-diagnosis.

e Bury—to provide the percentage of people who had a Care Navigator or similar role.

e Stockport —to provide more information about the work of the ‘Educate’ group and also a
percentage figure or those with a Care Navigator or similar role.

e Tameside & Glossop —to complete the self-assessment of their dementia strategy against
the standards.

Dementia United, after considering the information provided during the assurance process, would
like to make the following, additional recommendations:

Localities

1. Bolton to provide further information about their dementia strategy as it is unclear whether
the stated plan covers this requirement.

2. All localities to send Dementia United a copy of their dementia strategies or plans.

3. Oldham and Tameside and Glossop to clarify if they meet the GM Dementia Standards, and
to review if uncertain.

4. All localities to clarify whether data on the percentage of people with dementia who have a
care navigator exists.

Dementia United

5. Carry out a brief review of the Wigan and HMR strategies to assure that they meet GM
Dementia Standards as indications are that they do despite not being explicitly stated.

6. Work with localities to develop 19/20 priorities where they are missing. An analysis of those
priorities should show commonalities between localities themselves and between localities
and the work of Dementia United. The opportunities for support, efficiencies, and
standardisation can be realised through partnership working on these priorities.

7. Discuss with localities and VCSE the requirements for standardising commissioned support
services across Greater Manchester, along with the possibilities for joint commissioning.

8. While it may not be appropriate for Dementia United to recommend a particular post-
diagnostic model, it is worthwhile facilitating shared learning between localities on the
benefits and issues of different models, and the scope of the post-diagnostic offer.

9. To explore the possibility of developing a way of capturing the information of the percentage
of people with a diagnosis of dementia with a care navigator if no such data currently exists.

10. Seek clarification on the definition of the role of a care navigator, or other similar roles such
as care coordinator. Existing documentation and standards can be brought together to
inform this but it may be possible to map out an idealised post-diagnostic offer in Greater
Manchester from which the role and relationship of a care navigator would emerge.

GM Assurance Team
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11. Reflect on the phrasing and structuring of the questions which were asked during the
assurance process. The second question received very variable responses. The third
questions seemed almost impossible for localities to answer, something which could have
been discovered before the assurance process began.

5. Next Steps

Following from the recommendations in this report Dementia United will convene localities to

discuss further post-diagnostic support for those living with dementia. Together we will seek to
understand the scope of the post-diagnostic offer around Greater Manchester, and discuss the
definition of the care navigator role within that offer.
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Appendix 1: Original KLOE Submissions

Bolton

Do you have a local dementia strategy
and/or an improvement plan that you
can demonstrate that has been
reviewed and falls in line with the
Dementia United standards? What
plans are in place for 19/20?

The Bolton MH team sit on the Dementia Partnership Board, which has a multi-agency action plan that the
team work towards. The team’s Advanced Nurse Practitioner also holds membership at the Dementia
United Implementation Operations Group, of which relevant actions are fed back into the service.

Can you describe the post diagnostic
model you now have in place?

The post diagnostic model is a structured 6-week programme that adheres to M-SNAP standards.

What percentage of people diagnosed
with Dementia are supported by a care
navigator or similar?

It is difficult to provide a figure re % of people supported by a care co-ordinator/STAR Worker, as not all
patients diagnosed with dementia are open to GMMH, however the CCG is exploring options to more
accurately assess this figure.

Clarification requested during the visit:

None

Bury

Do you have a local dementia strategy
and/or an improvement plan that you
can demonstrate that has been
reviewed and falls in line with the
Dementia United standards? What
plans are in place for 19/20?

The Bury Dementia services have been reviewed in line with Dementia United standards and this is

informing the dementia improvement plan.

e  The Bury local dementia improvement plan is under development and is being co-produced with
people living with dementia, local community groups and health and social care professionals.

e  The CCG has recently appointed a new Clinical Director, Dr Daniel Cooke, whose remit will include
mental health & dementia. The CCG has also appointed a new Senior Manager to oversee the
dementia, mental health and learning disability portfolio.

e There is a Dementia United Bury Partnership which includes all stakeholders.

e  The plans for 2019-20 include the following:
0 Implementation of the GM mild cognitive impairment pathway;
0 Implementation of the GM delirium pathway;

8
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Reduction in anti-psychotic prescribing, acknowledging that we are among the highest prescribers
within GM.

Analyst / review VSFA alliance and identify any gaps;

Implement End of Life care guidelines for people with dementia;

GPs to identify and deliver social prescribing for carers;

Review of post-diagnostic support offer, focussing particularly on:

=  Community support groups; and

= |Integrated care teams targeting the most frail patients.

The CCG has also identified loneliness as a key area for development through the dementia care
strategy.

Dementia training, Step Inside Dementia, is scheduled for May 2019 for HCA and care home staff in
Bury and will be delivered by the Alzheimer’s Society.

O O OO

Can you describe the post diagnostic
model you now have in place?

Bury continues to perform consistently well in terms of diagnosis rates for patients with dementia.
Added to this, all patients with a diagnosis are provided with a personalised care plan by their GP. In
terms of care plan reviews, the latest data available shows Bury as the best performing CCG in GM with
91% of patients having had a face to face care plan review in the previous 12 months.

All patients who consent are referred to the Dementia Advisory Service (DAS) which is commissioned
by the CCG from the Alzheimer’s Society.

The post diagnostic offer in Bury also includes:

Dementia friendly communities;

Dementia Friends;

Dementia Action Alliance;

Dementia friendly environmental improvements;

Information and advice offer;

Dementia buddy scheme;

Peer support groups;

Death Cafes

Safe and Well visits from GM Fire & Rescue;

Advocacy service for people who need support to navigate the social care system; and
Partnership with SOLLA advisers for future care needs, financial advice and information.

To support the above, there is a requirement through the Quality in Primary Care Contract for GPs to
provide ongoing support to patients once diagnosed.

O O0OO0OO0OO0OO0OO0OO0OO0OODOo
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What percentage of people diagnosed
with Dementia are supported by a care
navigator or similar?

As referenced above, the requirement exists within the Quality in Primary Care Contract for GPs for all
newly diagnosed patients to be referred to the DAS and performance against this is monitored on a
quarterly basis.

e  Each GP practice in Bury has a named dementia Clinical Lead.

e A phased approach is being taken to the implementation of the Care Navigator programme and
Dementia support is one of the services that a future phase will apply to and is an integral part of the
local improvement plan.

Clarification requested during the visit:

Jon Rouse commented that the response regarding the percentage of people of people diagnosed with
dementia who have access to a named individual to guide them from the point of diagnosis onwards was
unclear. Jon Rouse clarified that a number is required rather than a narrative .Jeff Schryer confirmed that it
was approximately 80% as patients are referred in to the Dementia Advisory Service who give a named
individual, this is a robust and well embedded service in Bury.

Jeff Schryer agreed to provide the actual figure / percentage post meeting.

Heywood, Middleton, and Rochdale

Do you have a local dementia strategy
and/or an improvement plan that you
can demonstrate that has been
reviewed and falls in line with the
Dementia United standards? What
plans are in place for 19/20?

We currently have a Dementia strategy in place for the borough (Health & Social Care) that we are
continuing to develop and update on a regular basis with Local Authority, Public Health and provider
colleagues.

We are currently in the process of developing our improvement plan and have been working closely with our
GM Dementia colleagues to ensure our plan is in line with the Dementia United GM themes.

Our Terms of Reference document has been developed and we are in the process of setting up our first
Dementia Alliance/ Steering Group within HMR, due to take place in December 2018, this will be made up of
a range of stakeholders from all public sectors.

Can you describe the post diagnostic
model you now have in place?

Our post diagnostic model is as follows: All service users are seen immediately following diagnosis by one of
our Dementia Advisors from the Alzheimer’s Society with whom we have a partnership working agreement
with and who have an office base within the building. All service users are screened for the most appropriate
intervention from our post diagnostic team. This team consists of an Occupational Therapist and 3

10
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healthcare support workers. The services we offer are social inclusion activities within the borough,
Occupational Therapy assessments with associated liaison with Adult Social Care to provide any adaptations
required, 2 walking groups in Heywood and Hollingworth Lake, a formal 8 week post diagnostic support
group and a user led support group.

The team also includes a clinical psychologist who is able to offer post diagnostic therapy to both service
users and carers. All service users can continue to access nursing and medical support as required for review
and medication prescribing and titration. The 2 nursing staff on the team are both qualified non -medical
prescribers.

New Services within the borough are:
The Willows Dementia Hub is our new specialist centre providing high-quality support and care for people
living with dementia in Heywood, Middleton and Rochdale, and their families.

The Willows brings together health and social care to provide pioneering integrated care and support in
Rochdale. The centre has been designed using Stirling University’s ‘Standards for Dementia Design’, to
provide both residential and day care in a high-quality, welcoming and dementia-friendly environment. Our
project team worked closely with the charity Alzheimer’s UK, who provided helpful advice.

The range of facilities at The Willows include; 18 high-quality residential rooms; respite accommaodation;
family rooms for relatives; and a range of complementary community services. High quality day services are
also provided during the week for those who are not residents at the centre.

The Oasis Unit

The unit is a 5 bed bespoke medical unit that cares for patients with a medical condition who are also living
with dementia, the unit has been designed with the patient in mind and this is reflected in the environment.
Patients benefit from receiving treatments for many medical conditions whilst also being assessed by trained
mental health nurses who are based in the unit. We also provide other treatments such as reminiscence
therapy whilst the patient is with us.

What percentage of people diagnosed
with Dementia are supported by a care
navigator or similar?

Information is being sought and will be provided at the Assurance meeting.

11
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‘Clarification requested during the visit:

|None

Manchester

. Do you have a local dementia strategy
and/or an improvement plan that you
can demonstrate that has been
reviewed and falls in line with the
Dementia United standards? What
plans are in place for 19/20?

Manchester has a work programme that has been developed against Dementia United’s standards and is
monitored by the city’s Dementia Steering Group. Its membership includes representatives from MHCC,
Manchester City Council, Greater Manchester Mental Health NHS Foundation Trust (GMMH), the acute
hospitals, third sector, Age Friendly Manchester and the Engagement Team.

The focus for 19/20 is to:

e |dentify those GP practices who have fallen below the dementia diagnosis rate target and work
with them to identify why their performance has slipped and what can be put in place to support
them to improve

e Evaluate the success of the Dementia Primary Care Standard. The focus of the standard is as

follows:

0 Ensure that patients who have a diagnosis of dementia and their carer access an annual physical
health check and that the care plan is updated annually with evidence that the views of the
patient and carer have been considered

0 Patients at risk of dementia are offered an assessment if they report issues with their memory

0 As part of the health check for 45-60 year olds advice will be given as to how to reduce the risk of
dementia

0 All practices to identify a champion for dementia who will lead on practice developments one of
which is the development of a dementia friendly practice.

e In partnership with GMMH evaluate the pilot of commissioning a provider to deliver memory

screening appointments in order to improve access to patients

e Ensure that the demographics of the city are reflected in the dementia diagnosis rates and work

with local stakeholders and Dementia United to ensure that under-represented communities can

access the full range of dementia services

e Ensure that dementia forms a key element of the broader MHCC work on the development of

extra home care support and ensuring that Manchester’s residential and nursing home provision is fit

for purpose

12
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e Begin to scope out with local neighbourhood teams the dementia offer and a plan to roll out
Dementia Friends training to all members of the teams

e Work towards the agreement of a pooled budget and single contracts for dementia across health
and social care.

e  Can you describe the post diagnostic
model you now have in place?

During November 18 dementia awareness training was delivered to all GP practices via the neighbourhood
meetings. Its purpose was not only to raise awareness of dementia and the primary care standard but also to
enable primary care to consider what is offered to patients and their families post diagnosis. The dementia
champion will act as the first point of contact for the patient and their carer and will ensure that their
dementia care plan is updated annually and that the family is aware of the local community resources that
are available and how to access them. As the LCO develops it will be important to ensure that post
diagnostic support is available equitably across the city and this work has formed part of our work
programme for 19/20.

Post diagnosis all patients and families have access to the dementia support advisers who are part of the
Later Life Teams located in GMMH and they will receive 2 visits. Information is made available to the patient
and their carer and advice on a range of issues is provided. GMMH also run a series of quarterly advice
sessions for all patients and their carers post diagnosis on legal issues e.g. Power of Attorney and offer the
support of a solicitor.

The Dementia Steering Group recognises that post diagnosis support needs further focus to ensure an
equitable and comprehensive offer across the city and will work with the LCO to deliver this.

e  What percentage of people diagnosed
with Dementia are supported by a care
navigator or similar?

Manchester does not provide this role but offers the access to the Dementia Support Advisors post diagnosis
with a view that the dementia champion within the GP practice will provide this role.

Clarification requested during the visit:

None

Oldham

e Do you have a local dementia strategy
and/or an improvement plan that you
can demonstrate that has been

Oldham Cares and partners are currently in the process of reviewing and updating Oldham’s Dementia
Strategy with a view that the strategy will be completed by 31st March 2019. The aim of the strategy is to
review current provision and identify where the gaps are, which will then inform Oldham Cares

13
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reviewed and falls in line with the
Dementia United standards? What
plans are in place for 19/20?

Commissioning Intentions and actions going forward.

The themes of the strategy are aligned to the Dementia United standards, but have also been localised and
developed following consultation with people living with dementia, their carers, professionals, third sector
and Oldham Cares. A Dementia Strategy Action Group has been established with membership from all of the
above, to develop the strategy. The strategy group have met with Dementia United to update on the plan for
the Oldham strategy and DU have membership on the group.

Oldham’s Dementia Strategy has focused on the following areas, which are accompanied with a short update
on progress:
e National Activity — No change in national data since the last strategy. Link to Dementia United’s
strategy.
e Oldham Picture — Gathered data from Business Intelligence teams. Held a number of engagement
events to collect soft intelligence by asking the questions: ‘What is Working Well?’, “‘What Needs to
Change’ and ‘What is Missing’. Will need to triangulate the data that has been collected.
e Diagnosing Well — In the process of mapped current diagnosis pathway. Considering re-specifying
the Memory Assessment Service’s specification.
e End of Life — Held three EOL workshops with people living with dementia, their carers and
professionals. Outputs from the workshop are currently being reviewed. Oldham will be presenting
the EOL workshops as an example of good practice at the Dementia United’s End of Life Task and
Finish Group on 11/12/18.
e Non-elective Admissions — Gathered data about non-elective admissions where Dementia is the
primary or secondary cause of the admission etc. Ongoing piece of work as the data quality is
questionable.
e Young Onset — Met with Stockport’s Young Onset team to discuss their model. Attending
Dementia United’s Young Onset and Rarer forms of Dementia task and finish group. A carer of a
person with Young Onset Dementia has requested to become a member of the Dementia Strategy
Actions Group.
e BAME — Organising a BAME focus group. Making Space is linking in different BAME groups across
Oldham. Dementia Strategy Action Group members attending Dementia United’s Underserved
Populations Task and Finish Group.
e Underserved Populations — Making Space are linking in with Underserved Population groups e.g.
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Age UK Oldham’s LGBT group, Learning Disability groups etc. Dementia Strategy Action Group
members attending Dementia United’s Underserved Populations Task and Finish Group.

e Training Needs Analysis — Completed. Need to develop an action plan for the strategy.

e Community Provision — Mapping exercise of community provision ongoing, document currently 20
pages long. Need to consider how the provision is communicated to the people of Oldham.

e Care Homes — Arranging a workshop to explore multiple issues that have been identified.

e Respite — Reviewing respite for people living with dementia and their cares in a home setting or in
a Care Home.

Can you describe the post diagnostic
model you now have in place?

In Oldham we have an Enhanced Memory Service Model, which includes Oldham’s Memory Assessment
Service (MAS), Age UK Oldham, Making Space and they Alzheimer’s Society. When dementia is suspected a
referral is made by the GP to Oldham’s Memory Assessment Service (MAS). The referral is processed by the
MAS, which includes contacting the person to ensure they are willing to have the assessment and discus the
scan request i.e. MRl or CT. If consent is given an assessment is arranged for a home visit to take place
within 3 weeks of receipt of the referral, and the patient is assigned a Memory Liaison Practitioner (MLP).
Following assessment dependent on the findings an outpatient appointment with the MAS will be made.
The outpatient appointment will either be in a Primary Care setting or at the MAS Outpatient Department,
within 12 weeks of referral.

Following a diagnosis the designated MLP will visit the person at home to develop a care plan, discuss the
post diagnostic support available and an information pack will be left. The person and carer are informed by
the MLP that there will be a review in 12 months. The person and their carer are advised to contact the
service at any point should they have any concerns prior to their annual review. For both the carer and the
person with dementia the MLP will discuss a referral to Age UK Oldham, who will undertake a carer’s
assessment and identify support for the carer and person with dementia.

Following a diagnosis the MLP will invite the person to attend an 8 week post diagnostic group facilitated by
qualified psychologists with input from the speech and language therapist, and others from the Enhanced
Memory Assessment Service. If a group is not for them 1-1 support can be offered. There are two qualified
Clinical Psychologists in the service who provide 1-1 support for the person with dementia and/or their
carer. Couple and family support is also offered if needed.

Once people have attended the post diagnostic group (and indeed even if they have not) they are told about
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Springboard, the peer support charity run by and for people with dementia and their carers in Oldham. This
offers ongoing weekly peer support, talks and activities. Three psychologists attend this every month where
carers and people with dementia can talk about issues that concern them most. If people are struggling - this
is often picked up here and help put in place when and where able to. People are also signposted to the
most appropriate help and they can call their memory liaison nurse at any time. There are many therapeutic
groups such as memory management — run by the occupational therapist and nurse. The speech and
language therapist also offers assessment, support and help to start life story books. People are encouraged
through the MAS journey with support from the post diagnostic group, speech and language therapist, Age
UK Oldham and Making Space to do a life story book or equivalent.

Age UK Oldham is commissioned by Oldham Cares to provide two services, Dementia Information & Support
Services and Dementia Specialist Carers Assessment Service. Both services support people and their carers
with the journey of dementia /memory problems and also act as a gateway to other services locally. Age UK
Oldham will offer one-to-one practical and emotional support for people living with dementia and their
carers. Providing support and guidance with local care and support services, finding help at home, access to
respite and sitting services, introductions to peer support and enablement activity groups and ensuring that
people are claiming all their benefit entitlements specific to their illness and help people to plan for the
future. The Age UK Oldham service will help people who have not received a formal diagnosis of dementia.

Making Space Oldham is commissioned by Oldham Cares to provide activities for people living with
dementia and their carers. The activities help to reduce loneliness and isolation for both people living with
dementia their carers. They also help embrace the skills people still have and help enable them to take part
in activities they have often liked doing in the past. There are various activities that go on across the groups
from a drop in chat with tea and cake, arts crafts, quizzes, music, dance to name just a few. Making Space
will support people who may be worried about their memory before, during and after their assessment.
Making Space will signpost people into other services when we find people need more support in other
areas such as carers assessments or respite/care.

Making Space also co-ordinates Oldham’s Dementia Action Alliance, this is made up of 117 organisations
across Oldham. Making Space supports the organisations to become dementia friendly by putting together
an action plan and then implementing the action plan. This may begin with delivering a dementia awareness
session to all front line staff. The aim of the Dementia Action Alliance is to make Oldham a dementia friendly
town.
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As part of the Dementia Strategy Making Space has been completing a mapping exercise of Oldham’s
Community Provision for people living with Dementia and their carers. This has highlighted that there is a lot
of great work happening in Oldham outside of what Oldham Cares has commissioned. As part of the strategy
Oldham Cares will look at how we can ensure the work that is happening is communicated to people living
with dementia and their cares.

The Dementia Action Alliance and Oldham Cares hosted their annual Dementia Conference on Thursday 1st
November 2018. The conference was called ‘Let’s Talk Dementia’ and was a celebration of all the great
things that are happening in Oldham for people living with dementia and their carers. The event was well
attended by 150 people, with the majority of the attendees being people living with dementia and their
carers. On the day there were 10 stalls: Dementia Strategy, Dementia Buddies, Age UK, Making
Space/ODAA, SAWN, Memory Assessment Service (PCFT), Dementia Champions, Springboard, Dementia
United and Alzheimer’s Society. The following items were on the agenda: Dementia United — opening
comments, Life Story, Raggamuffin, Singing for the Brain, Let’s be Heard and Coliseum Theatre. Feedback
from the event has been very positive. Kim Wrigley from Dementia United attended and sent the feedback
below:

‘Good afternoon Lauren and Amanda, thank you for a wonderfully inspiring afternoon last Thursday, and
congratulations to the team on the delivery of this. For me what stood out was the emphasis on person
centred approaches and social interaction, with communities being seen as assets and solutions that can
support people to maintain a sense of belonging and of value. | had some good conversations during the
afternoon, and one thing that struck me was how you communicate all the great things that are happening
in Oldham. One conversation | had indicated that a GP wasn’t aware of all that was available. It’s not an
easy one to solve, though | have no doubt that you will be thinking about this. Also | know that you are keen
to engage more pro-actively with BAME communities, | have a contact in Rochdale if you would like me to
put you in touch. Finally for this email Dave Leaf, who is the Vicar of St Georges Church in Chadderton, is
keen to make links with you, as he does offer support via a dementia café currently. His email address is
daveleaf@mac.com Can | ask you to make contact please.

Zoe will continue to be your DU contact for, and if you have a summary report to share in time we would love
to see this.
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Keep up the good work

I am very reassured as an Oldham resident
Best wishes
Kim’

What percentage of people diagnosed
with Dementia are supported by a care
navigator or similar?

2017/18 QoF figures reported that the number of people diagnosed with Dementia in Oldham was 1907.
The Memory Assessment Service reported on 04/12/18 that they support 1826 people in their service, i.e.
are assigned a Memory Liaison Practitioner (effectively a key worker). This means that approximately 96% of
people with a diagnosis of dementia are supported by the Memory Assessment Service.

It should be acknowledged that the service is experiencing issues with capacity and demand and are
struggling to deliver face to face reviews on an annual basis for such a high number of people who are
diagnosed with dementia. The CCG and Trust are in the process of reviewing options for the service to
manage demand going forward which may mean prioritising those people who are most in need of regular
reviews/do not have sufficient support network in place with families/carers etc.

Clarification requested during the visit:

None

Salford

Do you have a local dementia strategy
and/or an improvement plan that you
can demonstrate that has been
reviewed and falls in line with the
Dementia United standards? What
plans are in place for 19/20?

SRFT has an existing acute hospital focussed dementia strategy and an associated action plan. This responds
to DU priorities for hospital care and also the findings from the SRFT national dementia audit of acute
hospitals. Salford has recently developed an Integrated Care Dementia Strategy. This strategy has been co-
produced with commissioners, providers and people living with dementia. The strategy follows the
principles of the living well with dementia pathway and the dementia united priorities. Following recent
approval of the strategy a period of action planning will commence to set priorities for 2019/20 and beyond.

Can you describe the post diagnostic
model you now have in place?

The commissioned memory clinic provides dementia navigation at the point of diagnosis for all people who
received a diagnosis and their carers who are. Everyone who received a diagnosis has a health and social
care plan and everyone receives information about the Age UK Dementia Support Service.

What percentage of people diagnosed
with Dementia are supported by a care
navigator or similar?

The Age UK Dementia Support service provides a dementia navigation service to anyone living in the
community. The service currently supports 400 people living with dementia which equates to about 1/3 of
people living independently in the community.
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Humphrey Booth Resource Centre is commissioned to provide advice, information and peer support for
people living with dementia in Salford. The service is commissioned to support 5000 contacts per year. Q1
2018/19 = 2078 individual contacts.

Clarification requested during the visit:

None

Stockport

. Do you have a local dementia strategy
and/or an improvement plan that you
can demonstrate that has been
reviewed and falls in line with the
Dementia United standards? What
plans are in place for 19/20?

Dementia Strategy in place which includes the Dementia United (DU) objectives and progress is monitored
by dementia champions group. Stockport has representatives on all DU working groups.

We are currently updating our annual action plan

e  Canyou describe the post diagnostic
model you now have in place?

All patients will be seen by a Dementia Specialist Link Nurse as part of diagnosis and post-diagnosis phase.
All patients receive an information pack with information about diagnosis, local support and information and
support for carers and tailored advice of the specialist nurse to best to manage their condition and plan
ahead. All patients and carers will be invited to attend an information support session or peer support group
depending on their type of dementia (currently 6 different groups including rarer types and young onset
dementia). People in Mild Cognitive Impairment (MCl)cohort receive an invitation for a ‘brain health’
session. Patients can be referred to Alzheimer’s Society (vascular dementia support worker / Alzheimer
support worker) for 1-1 advice . Carers are referred to Dementia Carers Advice Service run by Signpost for
Carers. Patients and carers receive map of all local drop in and peer support options. All carers will be
offered training by Stockport Dementia Care Training (1 course at start of journey, 1 course when dementia
advances). Overview of support is available on Stockport Dementia Roadmap.

e  What percentage of people diagnosed
with Dementia are supported by a care
navigator or similar?

About 40% of people diagnosed will access information and advice is some form or shape. The support
worker team of the Alzheimer’s Society has a small case load providing similar support as a care navigator.
People attending a peer support group will each week have access to either a Dementia Link Nurse, a staff
member of the Alzheimer’s Society, Signpost for Carers or the Targeted Prevention Alliance for information,
advice and signposting. The memory service provides a monthly drop in clinic & helpline for patients and
carers to discuss any issues / ask for advice. In complex and challenging cases people can be offered 1-1
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support from a support worker of the memory service. A specific dementia end of life specialist nurse
supports patient and carer in last months of life. An area of concern is people living on their own. We are
currently exploring the offer needed for this cohort.

Clarification requested during the visit:

None

Tameside & Glossop

. Do you have a local dementia strategy
and/or an improvement plan that you

can demonstrate that has been
reviewed and falls in line with the
Dementia United standards? What
plans are in place for 19/20?

We are currently refreshing our Dementia Strategy. Our focus in 2019/20 includes:
e Embedding our new Integrated Dementia Pathway
e Agreeing our position re Mild Cognitive Impairment
e Going further with our Dementia Friendly Communities
e As well as dementia specific groups, broaden access to range of community support through
Community Wellbeing website
e Progressing care home quality support, which has high expectations re dementia care
e Review anti-psychotic prescribing
e |ICFT to assume responsibility for dementia provision by March 2020

e  Can you describe the post diagnostic
model you now have in place?

Post-diagnosis we are establishing an Integrated Dementia Pathway across all settings. This has been
supported by an additional investment of £275K to improve post-diagnostic dementia support. This
additional capacity includes a Dementia Pathway lead, with responsibility for shaping an integrated pathway
across the hospital and community, additional dementia practitioners to work within the Integrated
Neighbourhood Teams providing and Dementia Support Workers from the Alzheimer’s Society. Cognitive
Stimulation Groups are available.

e  What percentage of people diagnosed
with Dementia are supported by a care

navigator or similar?

The % of people supported is increasing as since April 2018 all people diagnosed with dementia have been
referred to the Dementia Support Worker responsible for their neighbourhood. The DSW remains their key
point of contact throughout the pathway.

Clarification requested during the visit:

None

Trafford
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Do you have a local dementia strategy
and/or an improvement plan that you
can demonstrate that has been
reviewed and falls in line with the
Dementia United standards? What
plans are in place for 19/20?

Trafford’s Dementia Strategy was signed off by Trafford’s Health & Wellbeing Board in July 2018. Trafford’s
Dementia Strategy has been drawn up in line with the Dementia United standards. Work is underway on the
action plan with a draft already in place, including identified leads, and this is in the process of final revision
with consultation finishing on 15.12.2018 ahead of full implementation by 01.04.2019.

Can you describe the post diagnostic
model you now have in place?
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What percentage of people diagnosed
with Dementia are supported by a care
navigator or similar?

All patients (100%) referred to Trafford’s memory service are referred to our dementia advice service
(commissioned from Age UK Trafford) and all patients with subsequent diagnose of dementia are supported

by the advisers until their end of life or they enter residential care. Trafford’s Dementia Advisers also act as
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care navigators and will advise on benefits, aids and adaptations, housing options, telecare, social groups
and activities, residential care, at home care, advance decisions, power of attorney, capacity etc. — either
through the dementia advisor service directly or through other Age UK Trafford services working alongside
the Dementia Advisers.

During quarter June-Sept 2018 143 new people were referred to Trafford’s Dementia Advisor service, 118
(83%) of these accessed the service during that quarter and a further 697 people who were already known
to the service also accessed it for support in the quarter.

Clarification requested during the visit:

None

Wigan

e Do you have a local dementia strategy
and/or an improvement plan that you
can demonstrate that has been
reviewed and falls in line with the
Dementia United standards? What
plans are in place for 19/20?

The substantial amount of work we have on dementia, including Dementia united standards is incorporated
within our wider Mental Health Strategy, and is overseen by our dementia board.

The refreshed Mental Health strategy identified an ‘Age Well’ work stream that includes the plans for
improvements in the care and support of people with dementia and their families. The Dementia United
standards are included in those aspirations.
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Can you describe the post diagnostic
model you now have in place?

INHS

North West

Boroughs Healthcare
NHS Foundation Trust

Post Diagnostic Support Pathway

| Case allocated to Memory Team Practitioner |

¥

| Initial appointment arranged within 28 working days |

I

| Clarification on choice to disclose diagnosis at first contact |

L

| Diagnosis madein MDT |

I

| Appointment made to deliver diagnosis |

¥

| Face to face appointmentto deliver diagnosis |

Diagnosis and prognosis explained, including signs, symptoms and prevention of
Delirium
WMedications discussed

- Review of current medication

- Options for dementia medications

Postdiagnosticsupport groups offered
- Education Groups
- Reading Groups
- Cognitive Stimulation Therapy Groups
- Mild Cognitive Impairment Groups

‘Written information given and discussed
- Diagnosis
- Medication
- Research option

Referral to additional support services discussed and offered

- Counselling - Social Services
- Carer Support/ Needs -oT
- Fire Service -DvLA

- Dementia Advisors

)

Post diagnosticsupport groups accepted and attended

Subjectareas covered in Post Diagnostic Education Groups
- What is Dementia, Symptoms of Dementia, Prognosis
- Medication, Driving, Lasting Power of Attorney, Carer information,
Advanced Care Planning
- Emotional responses to a diagnosis
- Memory aids {including Telecare), stages of memory, brain training
- Memory technigques and strategies to help memary
- Health promotion, diet and exercise, alcohol awareness, smoking cessation
,sudden onset of confusion agitation (Delirium and prevention)

Following that process families are connected to a range of support activities across the borough that have
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been developed through our Dementia Friendly Community programme.

e  What percentage of people diagnosed |At the present time there are no designated ‘Dementia care Navigators’ however there all new diagnoses
with Dementia are supported by a care |are referred to our Dementia Adviser Service who in Q2 contacted 136 unique beneficiaries and visited 86 of
navigator or similar? those were visited at Home and a number of families received multiple contacts resulting in further

supportive activity. Plans are in place to develop a business case for care navigators as part of our plans to

integrate into the ‘Place’ but this is likely to an impact in the next financial year

Clarification requested during the visit: None
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Background to this Report

The NHS published its Long Term Plan Published on 7 January 2019. The Plan, which was developed in
partnership with frontline health and care staff, patients and their families, focuses on some key changes,
as summarised below. The full report can be found on the NHS website.

Doing things differently — giving people more control over their own health and the care they receive.
Encouraging health teams to work better together and to work more closely with other community assets
at a neighbourhood level.

Preventing illness and tackling health inequalities — investing more money in preventing, premature birth,
obesity, smoking, problem drinking and gambling and taking action on poor air quality.

Backing the NHS workforce — increase staffing and training places, make the NHS a better place to work.

Making better use of digital technology — providing more convenient access to services and information
for patients and staff, a new NHS App as a digital ‘front door’ and an option of ‘digital first’ GP access.

Getting the most out of taxpayers’ investment in the NHS — identify ways to reduce duplication and make
better use of the NHS’ combined buying power to get commonly and cut administration costs.

Specific action on supporting people living with a range of specific conditions (autism, learning difficulties,
mental health illnesses, dementia, heart and lung disease and cancer).

About this Project

This project was commissioned from Healthwatch England by NHS England. Healthwatch England
marshalled the national network of Healthwatch Organisations to a) engage with their populations, b)
collect evidence, c) produce reports on a Regional (in our case Greater Manchester) level.

The result of the engagement will be shared with Healthwatch England to produce a national evidence
base that will inform the development and implementation of the specific activities discussed within the
long term plan.

Results will be published on a regional level and shared with those responsible for transforming health and
care services (in our case the Greater Manchester Health and Social Care Partnership)

The Greater Manchester Health and Social Care Partnership is already working on its Prospectus for the
next 5 years. The Prospectus will set out how Greater Manchester will respond to the ambitions in the new
NHS Long Term Plan published in January 2019 and update how the Health & Social Care Partnership will
contribute to the wider vision for Greater Manchester.

This work will be shared with the Partnership and used in tandem with the Prospectus to inform and guide
developments across the city.

Objectives

To gather, analyse and present a comprehensive set of responses from the people of Greater Manchester
on some of the key the topics raised in the NHS Long Term plan. In particular we wanted to find out;

Healthwatch In Greater Manchester Patient Engagement on NHS Long term plan - Specialist conditions
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e What people think would help them to live healthier lives? (prevention)

e What would make it easier for people to take control of their own health and wellbeing?
(personalisation)

e What would make support for people with long-term conditions better? (care closer to home)

e What people think about increasing the use of technology in health and care services?
(Digitalisation and Tech)

e What people who have autism, learning disabilities, mental health conditions, heart or lung disease
and cancer think would make their health services better?

Structure of the Reports

We have produced a series of reports to show the findings of this engagement exercise as follows:

1) Long Term Plan General Findings — this report covers the responses to the general survey, it
represents by far the biggest sample and gives a broad overview, in terms of geography and
demographics, of what the People of Greater Manchester think about the general themes in the
Long Term Plan (2091 respondents).

2) Six Reports on Specific Conditions - these reports have much smaller numbers of respondents
(between 29 and 77). The reports combine data from the individual specific conditions surveys and
focus groups but provide a more in depth understanding of actual patient journeys and more
specific ideas for improvement and support within the relevant services. These reports are:

e ‘The Patient’s Journey in Dementia Services’ (this report)
e ‘The Patient’s Journey in Autism Services’

e ‘The Patient’s Journey in Learning Disabilities Services’

e ‘The Patient’s journey in Cancer Services’

e ‘The Patient’s Journey in Cardiac and Respiratory Services’
e ‘The Patient’s Journey In Mental Health’

Methodology

Engagement for this project took place across Greater Manchester between March 4th - April 26 20109.
Healthwatch in Greater Manchester (HW in GM) worked together closely on this project with all 10 Local
Healthwatch (LHW) in the city region using the same locally adapted questionnaires. Individual LHW took
mixed methods approaches appropriate to their local area with the survey publicised online, via social
media, distributed on paper and taken to local groups and events.

Data sets highlighted in blue are used in this report.

Total Number of

Useable Surveys:
(For details see 333 142 159 306 227 281 128 313 129 73 2091

General Survey)
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Long Term

Health

Conditions Mental 5 5

healthwatch

45

Long Term

Conditions Autism

11

29

Long Term

Disabilities

Conditions Learning 7 6

14 0 6 2

39

Long Term

Conditions Dementia

32

Long Term

Conditions Cancer

13

Long Term

Respiratory

Conditions Cardio & 2 2

77

A set of companion focus groups (19) were also held, each LHW were free to choose either one of the

specific conditions or the general questions and target participants through their networks. Feedback from
these focus groups was collected on a standard feedback sheet to ensure comparable data.

Details of the focus groups were as follows:

Area Topic ‘ Participants | Location Date
Trafford Autism 8 Fuse Centre, Partington 2019-04-28
Saddleworth community room at
Oldham Cancer 6 reclamation cafe 2019-03-29
Macmillan Centre, Trafford General
Trafford Cancer 7 Hospital 2019-03-22
2019-04-26
Cardio and
Tameside Respiratory 10 Volunteer Centre, Penny Meadow
2019-04-17
Cardio and
Tameside Respiratory 5 Volunteer Centre, Penny Meadow
Cardio and
Bolton Respiratory 35 Friends Meeting House 2019-03-20
Two sessions - Stockport Labour Club
Stockport Dementia 19 and St Michaels and All Angels Church 2019-04-09
Alzheimers Society wellbeing cafe,
Rochdale Dementia 15 Butterworth Hall 2019-04-02
Oldham Learning Disabilities 7 The Hub, Nelson Community Room, 2019-04-24
Salford Learning Disabilities 14 Walkden Gateway 2019-04-16
The Elms Community Centre,
Bury Learning Disabilities 10 Whitefield, 2019-04-03
Rochdale Learning Disabilities 19 PossAbilities, Cherwell Centre, 2019-04-05
Bolton Learning Disabilities 6 St George's Church 2019-04-03
Manchester | General (mixed) 4 HW Manchester Offices 2019-03-15
Manchester | General (LD) 6 HW Manchester Offices 2019-03-13
Stockport General (mixed) 14 HW Stockport Office 2019-03-13
General (Visually
Salford Impaired) 8 Eccles 2019-04-16

Healthwatch In Greater Manchester Patient Engagement on NHS Long term plan - Specialist conditions
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Bury General (mixed) 20 The Fed, Heathlands Village, Prestwich 2019-04-04
General (Sensory

Bury impaired) 10 Bury Society for the Blind, 2019-04-17

Total 223 | |

Who we spoke to

Sample Size

33 people responded to the long term conditions dementia survey. A further 34 people participated in one
of three focus groups held in Rochdale (1) and Stockport (2). A small number of people with dementia
participated in their own right but the majority of respondents were family members of someone with
dementia.

General Demographics

RESPONDENTS BY AREA N=66 RESPONDENTS BY AGE N=41
Trafford Wiga”;;d Leigh Bllf,/zy Manchester m35-44 W4554 W55-64 W65+
6% : 2%

Tameside
3% Oldham

9%

Stockport
30% Rochdale

33%

Salford
14%

People responded from 9 of the 10 areas of greater Manchester. Only Bolton was not represented.
Stockport (30%) and Rochdale (33%) where the focus groups were held were the best represented,
followed by Salford (14%).

With regards to age demographics all participants were over 35. The biggest group by some measure was
those aged 65 plus which represented (63%). In terms of gender 66% of respondents were female and 34%
male.

In terms of other demographic features the group was relatively homogenous, 100% white British and 87%
heterosexual (with the remaining 13% preferring not to say).

What we asked

We asked people to comment on waiting times, overall experience and suggested improvements at two
separate points in their patient journey:
Healthwatch In Greater Manchester Patient Engagement on NHS Long term plan - Specialist conditions
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e From first presentation to diagnosis
e From diagnosis to commencement of support.

We also asked people to tell us about the support they currently receive, support they would like to
receive or would be interested to try (these questions were particularly interested in exploring people’s
thoughts on non-traditional support such as social prescribing and tech options).

Finally we asked those who had multiple conditions to what extent they felt that those other conditions
were taken into account in their treatment or support.

The same questions were asked in the survey and at the focus groups however the focus group
participants were not asked to give a rating against any of the questions so the quantitative results given
here are from the survey participants only (33 participants).

What people told us

Experiences of diagnosis
Getting a diagnosis
In relation to their experience of getting a diagnosis the picture was quite mixed:

e The biggest group (46%) described their overall experience as either positive or very positive,
e 33 % described their experience as mixed or neutral
e 21 % described their experience as negative or very negative

We compared waiting times with overall experience scores and found a relatively strong correlation
between waiting times and negative experience in this group.

Waiting time first presentation to diagnosis vs overall experience n=32

Longer than 12 months T2 . 3
Between 6 and 12 months RN T ——
Between 3 and 6 months | e—
Between 1 and 3 months
Less than a month IEEEEEE T

B Very positive M Positive ™ Neutral B Mixed ™ Negative Very Negative

Those who had waited a long time for a diagnosis were most vocal in this part of the survey. There were
concerns raised about the overall length of time taken to achieve a diagnosis.
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“Time from referral to diagnosis requires reduction.”

“Just speed the whole process up. It took three GP visits, his three letters to consultants and a telephone
call before anything started to happen. Just the diagnosis part took almost two years.”

“The whole process was so stressful for XXX with all the waiting and questions. | feel this should of been
done so much quicker.”

“We went from doctors to specialist took over two years we finally went private paid £230 pounds he told
us in 30 mins.”

A number of people commented on their experiences in getting their GP to take the matter seriously.
Participants in one of the focus groups spoke particularly about it being crucial that GPs (as the first point
of contact on the pathway) are aware of dementia and know what to look for.

“l was suspicious for a year but the GP said ‘Everyone gets forgetful at his age.”’

“We had been to the GP and had raised our concerns for 2 years (was told that now we’re both retired
and see each other so much we see more of the negatives).”

“There were a number of examples of the GPs’ reluctance to refer to the Meadows for a dementia
assessment and the families having to be resilient and persistent in order to get a referral.”

“l approached our family doctor and told her about my concerns about my sister and would she ask her
to come in for an appointment. Our family doctor said my sister would have to ask for the appointment.
How does someone with dementia know how to ask for help.”

“If the GP is not focused it's game over - go home!”

Coming to terms with the diagnosis

A lot of people felt that they needed more support and information at the time of diagnosis to help them
come to terms with it and prepare for the future. A number of people felt they had been given a diagnosis
and then left to ‘fend for themselves’ in terms of understanding what that meant in reality.

“Prepare service users better by actually talking to us about the treatment cycle and how we will be
affected by the illness.”

“l got an initial diagnosis of MCI and then left to help myself till final diagnosis.”
“For someone to follow up the diagnosis.”
“l didn’t get the opportunity to ask questions.”
“More support, advice on stages what to expect and what services were available.”
“More support and information .Went to memory clinic but not helped there.”

“Felt had little or no subport at 1st visit to GP. Not told what future would be like.”
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Family members in particular felt that they had needed to be more involved at the point of diagnosis and
needed more information at this time to help them to process what they diagnosis meant for them and
their loved ones.

“Discussing with family at much earlier stage in diagnosis.”

“A few participants felt that there should be more information given to carers after the diagnosis as they
were the people that would be caring for the person with dementia.”

“l needed a proper conversation about diagnosis & the future and what it will mean to the person with
dementia and their families now and going forward.”

There were some useful comments about the type of information preferred with people generally
preferring information about living with the dementia rather than a more clinical approach which left some
people feeling helpless and depressed. Resources created by the Alzheimer’s society and Age UK were
cited as positive examples of how to approach the need for more information at the point of diagnosis.

“It was thought the information given by the NHS was too pragmatic, gave information about the
degeneration of the condition and that over time the person will be able to do less and less. This
information was seen as very negative. However, the information given by Age UK Stockport and the
Alzheimer’s Society centred on living positively and how to manage the condition.”

“l needed to know how | would live well with diagnosis, this has now changed and more support is given
(not just be given a stack of papers about powers of attorney, will making etc.”

“l was given a book and DVD about dementia. It was awful and too descriptive, it showed me | wouldn’t
be able to do anything over time and that my family would have to do everything for me. | felt very
depressed after reading the book.”

Post diagnosis support
A postcode lottery?

In relation to their experience of post diagnosis support again the picture was mixed:

e The biggest group (44%) described their experience as negative or very negative
e 38% described their overall experience as either positive or very positive
e 18 % described their experience as mixed or neutral
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OVERALL EXPERIENCES OF SERVICES N=32

M Very positive M Positive M Neutral ' Negative  Very negative M Mixed (please explain)

People reported a wide range of experiences suggesting that services across Greater Manchester are
modelled and delivered quite differently.

People described experiences ranging from no support, through to a disjointed approach involving multiple
professionals (people often feel and describe this type of approach as ‘no support’ as well) through to well-
coordinated support were a diagnostic centre also provides periodic follow-up, telephone support services,
drop-ins, group activity and/or day care.

“Because it is vascular dementia
we have been left to deal with it
onh our own.”

“More support from the
hospital and social services. We
had to battle and constantly
argue with them but still feel
we didn’t get support. Hope
things are changing.”

“[patient] was given a diagnosis
of dementia and given
medication for it, however 5
years on no one has even been
in touch with any appointments
or follow ups to this.”

“| feel we have been on a
journey of tick boxes.
Professionals come tick boxes
and go, an example of this is a
dietitian came because of
concerns about weight, she
said my sister was at low risk
of malnutrition and

discharged back to doctor.
Anyone that understands
Dementia would know she is
at high risk of malnutrition
and needs on going support.
The dietitian ticked all the
boxes, job done!”

“When [patient] was
discharged from hospital |
felt alone trying to cope
with it. Now we go to the
Meadows once a month
and it is a lifeline but it took
me to crisis point before
that happened. Now we

can ring up and talk about
what’s happening and get
some advice.”

“(access to) an on call
service and drop in at
gateway on Woodlands.”

Ongoing information and advice

People wanted access to information, particularly about living well with dementia and advice and support
when things changed. People talked about needing to get informed about groups and services available to
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them, about benefits, home care, supported living and care homes as well as about the dementia
diagnosis.

“(I need) more reassurance of the help available.”

“(I need) a lot more help and information.”
“l would like to know about the different groups and be kept up to date.”

“The District Nurse came to see us. She told us about council tax rebate, signpost for carers and
arranged for a fire service ‘Wellbeing Check’.”

“Carers need more info when caring at home if | hadn't had prior knowledge of the health care system
then my aunt would have been left to her own devices.”

“Better help finding a GOOD Care home when you have no experience.”

Community Groups

A large number of the respondents attended at community groups which they reported to both enjoy and
find helpful. A number of participants reported that groups that focus on music are particularly beneficial
and enjoyable to the person with dementia. Carers and family members also reported feeling the benefits
of attending groups for peer support, friendship and to trade information and tips. It should be noted that
several people felt they had needed a period of time to come to terms with the diagnosis before they
began to access support groups.

“(1 go to) Alzheimer society and Volunteers drivers and the carers hub and the memory cafes.”

“Here we sit and talk and have a laugh, reminisce and we share tips like having a signing in book for my
grandchildren so that | can see that they’ve been - | come to the groups to let off steam.”

“I've made friendships and we help one another.”

“Everybody agreed with the importance of the community support groups for the carers and the people with
dementia - The importance of music and singing was mentioned over and over - Carers spoke about the
different singing groups that their loved ones were a part of and how much they enjoyed being part of a music
group.”

“We go to Singing for Brain and the Meadows choir. We love music — it’s so good for his brain. Social groups
important and great for well-being.”

Professional input

People expressed the view that more staff with specialist knowledge in dementia and integrated skills were
needed. Some people felt that they need more support form professional staff (NHS and social services) in
the community.
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“l want more support from the district
nurses on a regular basis.”

“More professional staff to share the
caseload.”

“We did have a specialist nurse visit
twice in 5 years, was supposed to be a
minimum of one visit a year.”

“There are not enough advocates for
people who are diagnosed with dementia.”

“Care staff to be educated to look after the
social side as well as the medical side.”

“After [patient] was discharged from
(hospital) the community nurse should
have visited us three times | think that

we needed more visits.”

“There are not enough dementia nurses for
the amount of people with dementia.”

Services offered vs services desired

In terms of support offered versus support desired the survey results underlined the mixed picture with
just under a 5t (18%) saying they received no support, just under a third (27%) receiving support form a
specialist medical team and just under half receiving support from the GP (42%) and from community
groups (45%).

The chart below also shows that people wanted more support both from specialist medical teams (again
around half of respondents) and from GPs and Community groups (around a third).

What support offered and desired N=33

other
Online peer support group
Remote support using technology (eg tele monitoring of my...
Support from a community group or peer support group
Support from my GP practice (GP or other practice based...
Support in the community from a specialist community health...

On-going specialist treatment with consultant

No support

o

5 10 15 20 25 30

H Have had ® Would like to have

The chart above also shows high levels of unmet demand for technology to help in the home (such as tele
care devices, tele monitoring devices and so on). Less than a tenth (9%) of the respondents had been
offered these whilst almost half (42%) said they would like to have access to these things.

The Digital Offer

In spite of the point made above this group did not really engage with the technology questions. As
compared to other groups, only a small proportion of people (less than 15%) had used some of the digital
Healthwatch In Greater Manchester Patient Engagement on NHS Long term plan - Specialist conditions
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options. Though a small group of survey respondents expressed an interest in trying some of the
technology available (between 12 -21%, depending on the technology) respondents were generally
reluctant to elaborate. The focus groups felt that digital services were not good for people with dementia.
Carers and family members were also reluctant to talk in any detail about digital options. This may be in
part accounted for by the older age demographic group of the respondents as compared to other groups.

Digital Offer N=33

Other

Online information about general health and wellbeing issues
Online information about my condition

Technology devices to help me manage better at home
General health and wellbeing smart phone app

Smart phone app about my specific condition

Remote health monitoring device

Online peer support group

Video consultations with healthcare professionals

o

5 10

=
(%]
N
o
N
[¢,]

30

B Have used ® Would like to use = Don't know

Good Service Models

It is definitely worth noting that people from a number of areas (Stockport, Salford and Wigan) reported
being very happy with the service they are receiving. In all three of these places services appear to be
running on an integrated service model that involves diagnosis, post diagnosis follow up and support
(including a telephone phone support line) all running from a particular site. Both the Salford (Woodlands)
and Stockport (The Meadows) services also offer peer support groups and the Salford model also appears
to provide post-diagnostic workshops/courses all of which people found valuable and reassuring.

It seems clear from this work that these models of service are successful and well liked by patients and
carers and it would therefore seem logical for other areas to consider adopting a similar approach.
“We had great support. We had phone numbers to call for a chat on support, everyone was great.”

“LLAMS always at the end of the phone, out everyday at dementia groups where there is more than one
professional or someone to point us in the right direction if we need help or info.”

“My experience was fantastic, everything was really great. | was very pleased with the staff at all levels at
Salford Royal.”
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“I’'ve had) cognitive support course (8 weeks), post diagnostic support group (6 weeks and ongoing),
support woodlands, cafe — book club.”

“l have regular 6 monthly appointments at Woodlands. | had 6 weeks post diagnostic support. | was able
to join many of the groups such as Open Doors dementia cafe book club.”

“Most people discussed the need for ongoing support from the Meadows (Stockport) and help with day

to day tasks. Their knowledge and expertise was valued and beneficial. Several people spoke about the

follow up appointments and the relief knowing that they were being listened to about their treatment
and subsequent needs.”

Conclusions

The service picture across Greater Manchester appears to be inconsistent. Some people reported waiting a
long time for a diagnosis, felt they had not been adequately supported with information and advice post
diagnosis and felt they were either fighting for support or not getting any.

That being said there are several places (Stockport, Salford and Wigan) where an integrated service model
that incorporates, diagnostic assessment, follow up work through courses, groups and appointments,
telephone support and longer term access to support groups is in place and is working well for people.
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Priority@: Required Ambition 3 Download

People with dementia should be offered advice and support on improving their general health and maximising quality of
life after diagnosis.

e

For extra information, evidence and best practice please scroll down to the bottom of the page.

Dementia is a progressive illness which can affect every aspect of a person's life. But you can maintain a healthy and positive life
with dementia.

You should be supported in understanding how to live healthily with dementia, maintaining a good quality of life, continuing with
your social lfe, relationships with friends and family, and any hobbies and interests which you have. These aspects of your life
should not be seen as irrelevant or less important by those who care and support you with your dementia

Locality offerings

Bury Directory
Welcome to the Bury Directory

Connecting people, communities, and local services throughout Bury.

We care about Bury and our communities and want to empower you and your family to live a happier and healthier life.
We aim to bring together everything you need to live a happier and healthier life in Bury, all in one place

You can find services

Weblink: https:/itheburydirectory.co.uk/

Bury offer recommendation #9
GP's discuss appropriate treatment regimes with patient and carer and offer follow up appointments.
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