[bookmark: _Toc428283527]APPENDIX 3 – What people have told us about dementia services and support in Warwickshire
Warwickshire’s Living Well with Dementia Strategy refresh 2016-19 is underpinned by consultation and engagement with key stakeholders, including people with dementia and their carers during 2014-2015. This engagement consisted of online surveys, hard copy questionnaires distributed to a range of audiences and workshops held in the community. In total we engaged with 312 people during this consultation exercise.
We asked people what they thought had gone well since the last strategy was launched and what hadn’t gone so well. We also asked people about what is important to them and for examples of good practice.
By talking to people about what is important to them, within the consultation, we were able to explore what living well with dementia means. Results of the consultation have been categorised into the following 7 ‘I’ statements for people with dementia and their carers in Warwickshire;

1. I know where to get information and advice 
· I'm pleased to see the development of the Dementia Portal website - a 'one stop shop' for information is ideal.(healthcare professional)
· I would like a central place for information & advice; hand-outs of info is too much & intense  (person with dementia)
· (there should be) more information on the disease & how this progresses & what to expect  (person with dementia)
· GP surgeries – could be signposting to local community hubs for info. (BME community member)
· The Asian community does not understand the condition & feel worried on how they care for family / people – there needs to be more education and early intervention & engagement with families to inform and give information on the condition. (BME community member)
· [bookmark: _GoBack]There is still not enough info/resources available in other languages; there could be info on the screen in GP surgeries / hospitals in Punjabi / Gujarati / Hindi etc (BME community member)

2. I receive a diagnosis in a timely manner and am provided with support tailored to my individual needs following this
· Received a dementia diagnosis but no tangible 'what to do' guidance.(carer)
· Post diagnosis support – straight after being told about diagnosis it would be needed to get advice and left with hope, then receive a follow up call/meeting a few days later (person with dementia)
· There should be a ‘buddy’ system for other people with dementia to talk to (person with dementia)
· It would be a good idea if GPs had some kind of a resource pack with a range of information that people with dementia / carers could refer to when they need it. (dementia café, carer)  
· It is hard to accept the situation; the worst part is knowing that the mind is affected. The broken leg will heal but mind won’t (person with dementia)

3. I live in a community where I feel confident to access community resources and services free from stigma or discrimination
· The whole process, stop people feeling that they are a nuisance when trying to access help for their family members. (carer)
· It can be difficult in supermarkets – I don’t want to be accused of shoplifting! (person with dementia)
· Many of our friends simply do not understand this invisible problem, nor the extent that it impacts our lives. (carer)
· People still don’t treat dementia seriously; make jokes about it, especially men. (member of a peer support group) 
· Whole family should be kept informed, there should be a whole family approach to care, GPs should work with the whole family (BME community member)


4. My individual needs and how I want to live my life are respected
· People with dementia and carers to be able to continue their social life and hobbies, do painting, continue bowling and singing in a choir. (dementia café, carer) 
· I have my pets and feel comfortable at home (person with dementia)
· Each person is different – respect and value individuality (person with dementia)
· We keep in touch outside this group, it helps a lot. We have each other’s phone numbers, sometimes via Facebook.(member of a local peer support group)
· I would like more face to face contact for advice  (person with dementia)
· Day care is nice, to meet people, play games (person with dementia)
· I don’t like being left for long periods on my own (person with dementia)

5. I receive care and support from staff who are skilled and knowledgeable in supporting people with dementia
· It is also worrying how little information some GPs have on local services and support. (carer) 
· Mental health doctors tend to have a far too serious assessment attitude to patients at the outset of their diagnosis period. Very off putting for the patients – It’s like being interviewed by the police investigating a criminal offence.(carer)
· I know within the acute setting that staff are trained and encouraged to look after and recognise people with dementia, sensitively and with respect (carer)
· GP receptionists tend to have little knowledge of local services, or of the condition itself. They are often not helpful or understanding if someone is displaying challenging or unusual symptoms.(service provider)

6. I am confident that I can get help when and if things suddenly change
· An annual review of my husband’s condition is not frequent enough. (dementia café member)  
· Need a list that people can contact in any case e.g. late at night or weekend. It needs to be services where people can ring at any time for support. (carer)
· There needs to be more support for isolated people and people that are unable to care for themselves to a certain extent but don't qualify for care services (e.g. forgetting to eat)(healthcare professional)
· The time taken by WCC to access and agree care plans. Our experience suggests this taking several months. Financial assessment was particularly slow and held up the whole process.(carer)
· Empathise with family carers- it is heart breaking letting go, mental strain and exhaustion can lead to breaking down of carers. This is why respite is important.(carer)
7. As a carer, I am supported to balance my caring responsibilities with having a life of my own
· Look ahead to what will happen as the disease progresses and put in place early visits to assess the person's living environment and ability of family carers to offer support.  Don't wait for emergencies (carer)
· My carer didn't get support until she broke down in tears with the stress.(person with dementia)
· Information for family and informal carers so we understand the behaviour. Psychological support for people newly diagnosed as it’s a blow to the persons sense of self and well-being.(carer)
· [bookmark: _Toc428283528]Physical support needed for carers, a break, either via a sitting service or respite. Day care is useful, but it is night care that is needed most. (dementia café, carer)  
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