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Dementia Strategy development

Engagement report
Introduction
The review and development of dementia care for the city has been identified as a priority area by the Mental Health, Learning Disability and Dementia Delivery Board. 
The review of current dementia services and care in Sheffield is to understand if we are meeting the needs and expectations of people with dementia and their families and carers, and look at how support for people living with dementia and their families / carers could be improved. This covers from when people are diagnosed to the end of their life.
The Dementia Strategy Implementation Group (DSIG) has delegated authority from the Mental Health, Learning Disability and Dementia Delivery Board to review and recommend remodelling of dementia care provision to ensure:
· People and their families are supported to live to their full potential with dementia.
· The right level of care and support is provided in the right place by the people with the right skills. 

· That improved quality and efficiency is achieved so supporting the Sheffield Quality, Innovation, Productivity and Prevention (QIPP) Programme.

There are four focus areas for the Strategy:
· Prevention

· Diagnosis and Living well with dementia 
· Assessment and transitions
· Enhanced Care
To get this right for people in Sheffield, it is essential we hear from service users and their families, and we want to involve them in planning how services could best be provided. All the feedback will be reviewed by the programme steering group and used to develop options for the new strategy and future dementia care in Sheffield.
Key findings
Through existing and sought out service user feedback, people living with Dementia in Sheffield have told us the things that are important to them.
· Being involved in decisions about their care, allowing them to identify services that are most appropriate for them that are flexible and responsive to their needs. This is particularly an issue around discharge when people feel most vulnerable.
· Doing normal things and to continue to pursue existing hobbies and interests –Playing a part in society and socialising with peers.
· Being supported to remain living independently at home. Communities that are dementia aware and friendly play a vital role in this.
· Calm and welcoming environments that are familiar to them, with kind, friendly and reassuring staff to help put them at ease. Knowing when they are meeting people, and who they are, beforehand reduces anxiety and distress. Reliability is essential to building trust and confidence of individuals.
· The amount of information available can be confusing and people don't know what to trust. People want good, trusted information at diagnosis that is explained well to them with empathy, not just given lots of leaflets.
· Being understood within the context of their families, friends and communities in order for all the necessary people to receive the appropriate support. Recognition of the support that family carers give and the benefits they bring to their loved ones’ care. Respite for family carers allows them to carry on caring for people at home.
· Addressing the feeling of stigma around dementia and ensuring they are not treated differently as a result of living with the condition.
· Addressing wider aspects of their lives other than just their condition including financial management and support, housing, social activities, mental wellbeing. These issues can cause great stress to individuals and carers. People want a coordinated approach to care that considers all these factors.
Review of existing information
Dementia services across the City, from both statutory and voluntary and community organisations, frequently ask individuals for their experiences of using their services. To make sure that we are not asking people to repeat their experiences, and to allow us to focus our limited resources in the most efficient way possible, it is important that we use the feedback that patients and carers have already shared about their experiences of dementia services in Sheffield.
HealthWatch Sheffield - Sheffield Dementia Voices
HealthWatch Sheffield agreed to undertake a review of existing feedback regarding dementia services provided by partners across the City. 
The review found that the positive effects of accessing dementia services were:
· Receiving a timely diagnosis and information that allowed individuals, and their loved ones, to understand their condition.

· Accessing social activities reduces isolation of people with dementia.

· They support people to stay at home so they can be in a familiar environment with, or near to, their close friends and relatives.

· Respite for family carers allows them to carry on caring for people at home.
It also identified that the elements that make a service good for people with dementia were:
· Staff that are friendly, reassuring, understanding and kind put people with dementia at ease and allow them to benefit from the service they are accessing.

· Flexible and responsive to their needs and give individuals time to compose and explain their thoughts.

· A calm and welcoming environment.

· Include people in decisions about their care.

· Use a range of methods to get feedback from service users and their carers to improve services.
The report highlighted some areas that had not been covered in previous engagement activities with a recommendation that these be investigated further to fully inform the development of the Dementia Strategy. These gaps included:
· Aspects of the carer experience.

· Experiences of Black, Minority and Ethnic (BME) patients, families and carers.

· Effect of co-morbidities and sensory impairment

· Young onset dementia

· A whole person / system view
NHS Sheffield Teaching Hospital Trust - Carers and Young Carers Survey
Following the report produced by HealthWatch Sheffield, further evidence became available that provided an insight into the experience of dementia services in Sheffield. NHS Sheffield Teaching Hospital Trust's Carers and Young Carers survey was completed by 78 carers, with an additional 35 completed by carers who support someone living with dementia. This allowed us to compare the general experience of carers with that of carers who support someone living with dementia. 
The survey showed that carers supporting someone living with dementia gave the same or a more positive score on 18 aspects of their experience, and a less positive score on four questions.
The aspects that received a lower score for carers who support someone living with dementia included:
· Inclusion in discharge planning

· Stimulating environment for the person they support

· Encouragement to share information about the person they support

· Being recognised as a carer
Whilst this survey suggests that carers who support someone living with dementia may receive a better experience than other carers in most other aspects, it is worth noting that there were very low scores given from all carers about the information available to them about support services, carers assessments and specific conditions.
Alzheimer's Society – Making Evaluation Count
Alzheimer's Society provided the individual feedback from their service evaluations which contained rich information about what people value in those services. It highlighted that the following things were important to individuals living with dementia and their carers.

· Knowing when people are coming and who they are – having appointments in their diary with reminder calls on the day and photos to know who to expect. Staff that are reliable and on time.
· Knowing them as individuals – taking the time to listen to them and understand who they are, their likes, dislikes and needs.

· Support them to do normal things and the things they like - Being part of society and socialising. Peer support, sharing experiences and memories.

· Explaining information - Amount of information available can be confusing and people don't know what to trust. Sorting out wider issues not related to their health. Relieve the stress and worry for individuals and carers.
Engagement activity
It was decided that the most effective way to reach individuals from those communities identified as a gap in the previous phase of engagement would be to commission those services who had direct contact and experience of working with affected individuals.
Participants were asked the following questions.

· What help, support or services do you currently receive to help you live with dementia?

· What works particularly well with the support or services you receive?

· What works less well with the support or services you receive?

· In an ideal world what would you like now that you are not getting in order to live well with dementia?

· Is there anything else you want to say about what you think help and support to live well with dementia in Sheffield should look like?
Alzheimer's Society – Sheffield Dementia Involvement Group (SHINDIG)
Alzheimer's Society was commissioned to undertake engagement activity that targeted individuals living with Young Onset Dementia, individuals living with dementia, and their carers. They facilitated a SHINDIG meeting which was attended by 21 people living with dementia, 18 family carers / supporters, and supported by 18 staff and student facilitators. They also sought a broader view of people with dementia using the following services.

· Dementia Rapid Response and Home Treatment Service (2 responses)

· Alzheimer’s Society Young Onset Dementia Day Centre – referred to as Our Place (7 responses)

· An individual with Young Onset Dementia through social media (1 response)

Forty-nine people in total were engaged through this activity.
All the feedback received from participants was analysed by grouping similar sentiments into recurring themes and then summarised as below.
· Support and access to information to live with dementia after diagnosis

· People need diagnosis to be clearly communicated in a sensitive way and be able to access timely support following diagnosis in order to come to terms with the feelings evoked.

· Services need to communicate clearly and accurately. Errors in letters and communication can lead to misunderstandings and lack of confidence in services.

· People with dementia would like a key worker or mentor upon diagnosis to guide them through coming to terms with and then living well with dementia and to signpost them to services.

· Information regarding support, services and care after diagnosis need to be more clearly and fairly communicated by services. Currently people find out about activities and services in an ad hoc manner often from other people with dementia and their family carers / supporters.

· Driving and transportation

· Services need to be sensitive and consistent in how people are informed they can no longer drive. The psychological consequences of having to give up driving need to be better understood and supported.

· Challenges in providing adequate transport and the support to use that transport may mean that even if services and opportunities to remain active and supported exist some people with dementia may not be able to access them.

· Support for people to remain living supported at home

· Organisations need to work more closely across boundaries to ensure that people have access to the right support and information.

· Complex situations require close collaboration and complex solutions to prevent people with dementia moving into care prematurely.

· Support to remain living independently require the City and local communities being more dementia friendly and aware.

· Maintaining interests and activities

· People want to be able to continue to pursue existing hobbies and interests or be helped to adapt to new ones. Some of these may be dementia specific and some may be in non-dementia specific settings but these may require dementia awareness raising.

· Activities and social events need to be viewed as essential therapeutic services.

· Support from family, peers and friends

· Peer support is hugely valued and can help people appreciate they are not alone and to come to terms with their diagnosis.

· People with dementia need to be understood within the context of their families, friends and communities in order for all the necessary people to receive the appropriate support.

· Stigma and dementia awareness

· A dementia strategy and associated pathway needs to take a whole society and community approach in order to ensure that Sheffield as a City can support people to live their lives well with dementia.
Age UK
Age UK were commissioned to undertake engagement activity that targeted individuals living with dementia who were socially isolated. They identified individuals from their customer database living with dementia, asking staff who work with them to highlight those that were socially isolated. These individuals were then asked if they would like to participate before having a face-to-face meeting.
Feedback was received from 24 individuals in total, including 10 comments from customers of Age UK services and 14 comments from carers and family members.
· Support is needed for aspects that affect the wider determinants of health including financial management and support, housing, social activities. These issues can cause great stress to individuals and carers.
“The wellbeing people there took me and the wife to one side and said “do you know you’re entitled to this that and the other?” Now she is getting carers allowance and we’re better off for it.” 

“My attendance allowance took a long time to complete, and I wasn’t even told I could get it, the same goes for my council tax and there are 6 and a half thousand people in Sheffield, how many of them are the same? It’s like nobody is singing off the same hymn sheet and we suffer as a consequence” 

· Stigma – People feel there is a stigma around dementia and that they are treated differently as a result of living with the condition. The way that staff treat them can affect their self-esteem, being made to feel like a burden on their families and society.
“It’s like dementia is a dirty word. I hate comparing illnesses but take cancer and places like Weston Park and St Luke’s, they’re shouting from the roof about it, they put a positive spin on things, but then you get dementia and you feel like you should wear a bell around your neck. It’s all about stigma and that’s present in the hospitals and so on.”
“He felt like people were treating him as if he is stupid and he will say things like ‘I did have a brain’. He feels how dismissive people are of him and it breaks my heart to hear him say this. He is still an individual and still deserves to be treated like one.”
· The time in between receiving support can often feel too long, and people have been discharged before they feel ready – they feel like they have been left on their own. People want more proactive support so they don't have to wait until there is a crisis before they receive support again.
“Dementia isn’t going anywhere, it’s not getting better, so why don’t the memory service want to keep in touch with us and just check in with how we’re doing? My Dad is amongst the generation that he would never ever ring up a helpline to ask for help, so we are just left to figure it out for ourselves.”
“The support was non-existent especially when I think about the support we had as a couple when he was affected by his cancer and compared it to that.”
“My wife was discharged from the service and now her care is being provided by the GP. This makes me feel like I’m totally on my own with this, I’m not sure where to go if I need help or if things change and I need to talk to someone. The doctors are ok, but you don’t usually see the same doctor twice and having to explain things all the time is really draining.”

“They told me that they were only supporting new cases’ and that was it …. their support just ended.”
· Family support –– Recognise the impact that caring has on family members and offer support to help them continue caring. Family members that care for their loved ones bring huge benefits to the individuals' care. There is concern that there is a gap for those who may not have this family support.
“I will know when the time comes that I cannot manage anymore and trust my daughter’s instinct and together we will be ok” 

“I rang the out of hours helpline when my husband had become aggressive one night for advice what to do. They told me there was nothing they could do and that I should call for an ambulance. Can you believe that? What are you supposed to do and how are you supposed to handle behaviours like that? You’re just abandoned”
“The impact of living with someone with memory loss is accumulative, I’m not sleeping and I’m getting more and more tired myself. There is no one to latch onto for support and there is no recognition of how hard things are for people living with memory loss and how it affects families.”
“There is a gap in service for people with no family in Sheffield, between diagnosis and becoming obviously unable to be independent. There is a need for a service that checks on people’s skills to manage money, medication, cooking safely, personal care etc. as their dementia progresses if no one else is seeing them regularly.”
· People want good, trusted information at diagnosis that is explained well to them with empathy, not just given lots of leaflets.
“He just gave us a pink folder with leaflets in and said read these. We weren’t in the right frame of mind to read anything. I remember saying to the nurse ‘I’ve had better treatment at the vets’. And that was it, how we found out that he had Alzheimer’s. We weren’t offered any support or given any time to process what we had been told. I remember we went outside and broke our hearts in the car.”
“I wasn’t given any information on other groups or support I could get which would have been helpful.” 
“I was looking for respite and had a load of leaflets thrust in my face to look through and sort out. How am I supposed to know what to do next? Where is nice? Where isn’t nice? Why will nobody give you any answers like that? It’s so lonely.” 
“I'm happy with the way the Memory Service has looked after Mary and have explained things clearly throughout.“
· Mental Health support, for the condition itself, but also for the impact that living with dementia can have on individuals.
“Managing mental illness is worse than physical illness as there is less help to access.”
“It was a bad time for us as he was expressing thoughts of suicide. He went into see someone and I spoke to a nurse separately. I told her that I was really worried for him as he didn’t want to go on living and I was struggling with this and just wanted some support from her. She said to me ‘don’t worry about that dear by the time he gets to that point he will not know how to do it’. And that was her support with this.”
· People want to be involved in decisions about their care, not just follow a set path of treatment. They want the choice to pursue alternatives to, or refuse, medication as treatment whilst still retaining support from the service. 
“They were all saying, ‘no you can’t do this anymore’, ‘you can’t walk here’, ‘you can’t go there’, and I said, why don’t you just walk with me? You just feel left and with nothing, so leave them to it, I’ll do what I think is better by me, and I want to keep doing those things.”
“The memory service said if we’re not going to have him medicated there wasn’t much point in having memory service appointments” 
· People who live with other conditions alongside dementia can struggle to get a diagnosis and find services that cater for their needs.
“It was very hard for him to get a diagnosis of dementia due to his MS. The consultant kept blaming the MS but I was certain that it was something else.”
“They weren’t equipped to deal with the MS related dementia and focused on Alzheimer’s and vascular dementia which is not what he has. They tried to look for alternative support for us but they found that either he was too old for the group or too young. There needs to be something for 40-65 years olds. There needs to be more social groups and support needed otherwise he sits and vegetates and then loses his motivation.”
Recommendations

· Reflect the findings from this report in the draft Dementia Strategy.

· Plan wider engagement activities on the draft Dementia Strategy as a partnership.
· Still a recognised gap around understanding the experience of BAME community living with dementia. 

· Recognise this within the draft strategy as an aim to improve engagement with this community. 

· Engagement of draft strategy should focus efforts on this community.

Next steps 
· Paper presented to SPEEEC (25th September 2018)

· Presented to Dementia Strategy Implementation Group (Sept 26th 2018)
· Used to develop the Dementia Strategy – outline strategy due out autumn 2018
· Recommendations for action above to be incorporated into appropriate Dementia Strategy Implementation Action Plans (Sep 18)
· Develop cross organisational engagement plan to enable those living with dementia, caring for someone with dementia and the wider public to provide their views on the outline Dementia Strategy (Autumn 2018) 
Prepared by Richard Kennedy, Engagement Manager, NHS Sheffield Clinical Commissioning Group

In partnership with:
Age UK Sheffield 
Alzheimer’s Society Sheffield

HealthWatch Sheffield

NHS Sheffield Clinical Commissioning Group

Sheffield City Council

Sheffield Health & Social Care NHS Foundation Trust
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