Using three organisations, produce a portfolio documenting the sources of advice and support available to the families of older people suffering from Dementia.
This review will explore the sources of advice and support that is available to the families of older people suffering from dementia, and how it works towards helping them dealing with it. The National Social Care Institute for Excellence defines dementia as “a progressive and largely irreversible clinical syndrome that is characterised by a widespread impairment of mental function. Although many people with dementia retain positive personality traits and personal attributes, as their condition progresses they can experience some or all of the following: memory loss, language impairment, disorientation, changes in personality, difficulties with activities of daily living, self‑neglect, psychiatric symptoms”. (NICE). There are an estimated 800,000 people living with dementia in the UK (NICE). Dementia touches the lives of millions on people, over 24 million people know a family member or friend with the condition. It is now known as the biggest killer of women, and the third biggest killer in men in the UK. (Alzheimer’s Research UK). 
Caring for a family member with dementia can be difficult and very challenging, as carers must adjust and manage changes in their loved ones’ behaviour, personality and their overall day-to-day life. According to studies conducted by Alzheimer’s Research UK, carers that cared for a loved one with dementia found that when the dementia progressed, they noticed that the loved one became increasingly aggressive and they sometimes found difficult to deal with. “As other studies have suggested, coping with aggressive and violent behavioural was difficult... and often leads to stress for carers.” (Alzheimer’s Research UK). Family members who are carers full-time can often feel socially isolated, Carers UK suggests that 57% of carers lose touch with their family members and friends due to their caring responsibilities, leading to increased isolation and emotional distress. The Carers UK survey also suggests that other family members who are not involved in the care did not understand the physical and emotional strain that caring places on them, which then led to further isolation, and often they would not communicate with their siblings/other family members. Although it is challenging, it can also be rewarding for carers caring for their loved ones’. It can be a worthwhile experience, which can strengthen family bonds through the relationship they share whilst being cared for. However, throughout being a carer for family members with dementia, it can change family relationships that were previously bonded. The loved one with dementia can experience changes within their personality and behaviour, which the carer may not be used to, and can cause different treatment. For example, in a more childlike way, as the care increases and the family carer must do more for the loved one with the condition. Also, it is documented that looking after a family member with dementia impacts psychological and physical health negatively. (Alzheimer’s Research UK). 

Organisation 1: Admiral Nurse. (Alzheimer’s Society, 2017)

How an Admiral Nurse can help
What is an Admiral Nurse?
[image: Dementia nurse: Admiral Nurse]
Admiral Nurses provide the specialist dementia support that families need.
When things get challenging or difficult, our nurses work alongside people with dementia, and their families: giving them one-to-one support, expert guidance and practical solutions. The unique dementia expertise and experience an Admiral Nurse brings is a lifeline–it helps families to live more positively with dementia in the present, and to face the challenges of tomorrow with more confidence and less fear.
Most Admiral Nurses work in the community for the NHS, and others work in care homes, hospitals and hospices.
Admiral Nurses work with people and families affected by all types of dementia, including Alzheimer’s disease, vascular dementia, frontotemporal dementia and dementia with Lewy bodies.
How can an Admiral Nurse help me?
· If communication gets hard, we’re on hand with skills and techniques to help you stay connected to the person you love.
· If someone with dementia is showing signs of fear or distress, we’ll work with you to find the best ways of preventing or managing this.
· If your family is struggling to cope, we’ll be there to help you get your loved one the best possible additional care and support.
· If you have questions you can’t get answered we’ll take the time to really understand the problem, and give you the expert support you need to tackle it.
How can I speak to an Admiral Nurse?
Call our Admiral Nurse Dementia Helpline on 0800 888 6678 from 9am to 9pm Monday to Friday, and from 9am to 5pm during the weekend. Or send an email to helpline@dementiauk.org.
Why Admiral?
The family of Joseph Levy CBE BEM – who founded Dementia UK – named the nurses. Joseph had vascular dementia and was known affectionately as ‘Admiral Joe’ because of his love of sailing.
Matthew’s story
We follow Admiral Nurse, Matthew, as he visits two families living with dementia in Wakefield.
Dementia affects whole families, and this video looks at how an Admiral Nurse can support the spouse of someone living with dementia. The physical, psychological, practical and economic impact of caring for a family member with dementia is well documented, but there still isn’t enough support for carers across the UK. Admiral Nurses like Matthew can be a rock for a family affected by dementia.
A short video: https://www.dementiauk.org/matthew/
Admiral Nurses are nurses who specialise in dementia, giving expert practical, clinical and emotional support to families living with a family member affected by dementia. Admiral Nurses aim to make a difference in people’s lives, by providing support to them days after diagnosis, giving them reassurance that they can live well will dementia. They offer an understanding of what dementia is, and give practical support and advice. They provide help throughout the process of dementia, coming to the end of their lives, and they provide support to people after the death of their loves ones, enabling them to build a new life and to support families left behind to cope with grief and bereavement. This helps families to live a more positive life with dementia, and gives them support and encouragement to face any challenges they could potentially face with more confidence, and less fear. Admiral Nurses work with people and families affected by all types of dementia, they work in the community for the NHS, and can also work within care homes, hospitals and hospices. They aim to help build resilience in families, by helping maintain bonds and relationships, support families through difficult changes and provide the best advice. 
Source 1: Admiral Nurse: Lifeline. (Dementia UK, 2017)
Stuart couldn’t have looked after his wife, Maggie, without their Admiral Nurse, Helen. 
When my wife, Maggie, was 48 she started repeating herself and forgetting where she was going. It wasn’t easy to convince medical professionals that the problems were more than ‘just getting older’. But the memory problems worsened and her speech started to go too. She wasn’t eating properly and lost weight. In 2011, Maggie was finally diagnosed with vascular dementia. Looking after Maggie was increasingly difficult. Sometimes she would say, “I’m going home now”, meaning her childhood home where she’d grown up, even though her mum had died a couple of years ago. She could be very forceful about going there. Logical arguments didn’t work. At times it felt exasperating. Maggie had problems with balance so falling was a constant danger too. She’d already broken her wrist and I slept with a special alarm by the bed which woke me if Maggie tried to get up in the night. Sometimes there would be a crash as Maggie got out of bed and fell. Maggie’s dementia affected our whole family – our son, his wife, our grandchildren. We all felt we were losing the Maggie we loved. My best support But then someone gave me a leaflet about Admiral Nurses and I got in touch with them the same day. My Admiral Nurse, Helen, became my best support. She helped me understand dementia and gave me practical advice and emotional support too. I’d ask her: “What should I do? What might happen in future”, and she’d be there with answers. Frustration, fear, guilt, sadness – you experience them all when you look after someone with dementia. But Helen helped me work through my feelings. I could call her whenever I needed to. I’m sure I couldn’t have coped without her. Nothing can prepare you for how dementia turns your life upside down. The guidance and support that my Admiral Nurse gave our family was a real lifeline. Sadly, Maggie died in 2015 but I’m still in touch with Helen today. I know she’s there for me, if I need her.
This case study shows the difficulties Stuart went through when his wife Maggie was diagnosed with dementia. Stuart believes that his Admiral Nurse became his best support during his wife Maggie was alive, and when she passed away, the support continued. Their Admiral Nurse, Helen, provided Stuart with a clear understanding of what dementia was, and provided him with practical advice and support, to help him through his feelings and coping with the dementia. Stuart says he “could call her whenever I needed to. I’m sure I couldn’t have coped without her.”, and says that Helen was always there with answers to his questions. When Maggie passed away, Stuart was still able to contact Helen when needing support, and says “she’s there for me, if I need her.”. This study shows that Admiral Nurses can become a significant part of families lives when coping with a family member with dementia. 
Source 2: Admiral Nurse: Dementia Helpline. (Dementia UK, 2017).
The Study 
This study is an analysis and evaluation of the Admiral Nurse Dementia Helpline, based on a sample of recorded calls. It provides an overview of the service; and a more in-depth analysis some key features of the calls. It highlights what is done particularly well (and offers some pointers towards what could possibly be improved). To facilitate co-production of research questions, the study was developed in consultation with a stakeholder steering group including key staff at Dementia UK and service user representation. It was approved by the Loughborough University Ethical Advisory Committee. Six call-takers on the Admiral Nurse Dementia Helpline (ANDH) recorded a sample of their calls during the period March-November 2014, with informed consent from callers. All calls were fully transcribed and anonymised prior to analysis. Key variables were then coded for analysis. The analysis used a mix of content and thematic analysis (Braun and Clarke, 2006) and conversation analysis (Sidnell and Stivers, 2013). An interim report was produced and discussed with the steering group in February 2015 – these discussions ensured that the final decisions about what to analyse were co-produced between researcher and stakeholders. 
Method 
Evolution of the study 
The study was originally envisaged as encompassing an analysis of 30-50 hours of recorded calls from 3-4 calltakers. This was based on the assumption that typical call length is around 30 mins, and that each call taker would record 20-30 calls (i.e. providing a data set of around 100 calls for analysis). Due to the enthusiasm of the Admiral Nurses staffing the helpline, the study more than doubled in scope, eventually encompassing over 300 calls from 6 call takers. Many calls are much longer than 30 mins (with some as long as 90 mins).
Praise and thanks 
One index of the effectiveness of the helpline is the praise, appreciation and thanks spontaneously offered by callers. The vast majority of calls included thanks from the caller, and often also praise for, and appreciation of, the helpline service. Three callers also offered a donation to Dementia UK. Callers typically offered more – sometimes much more – than a basic “thank you” for the call-taker’s help. For example, they said: “I’m so grateful”; “I really appreciate that”; “I think you’re brilliant”; “thanks ever so much”; “Thank you for all your valued support”; “Thanks very much indeed for all your help”; “Thank you so much for that”. Sometimes the praise and thanks offered was even more extensive and/or effusive.
This study was conducted to show the services which take place of call-handling practices in the Admiral Nurse Dementia Helpline. The aim of the study was to show what the problems the caller had, and how the Admiral Nurses dealt with them. The results show that the most calls received by the helpline are first calls from someone who is caring for a person with dementia, mostly the caller is a daughter who is caring for their mother, in their own home. Further findings show the helpline provides a mix of advice and support, including practical, emotional and informational support. Furthermore, the analysis of call-taker practice shows that the helpline service is excellent, most callers praised and thanks which proves to the excellence of the helpline. Findings show that due to the call-takers at the helpline having substantial knowledge and experience, they can address a range of issues. They can deploy their skills and experience to provide emotional help and support to callers in need of it. Throughout the calls, they could express their sympathy or regret, suggest daily management strategies, normalising the caller’s situation to show they are not alone in their situation, offering assessments on the caller’s situation and showing understanding throughout. (Dementia UK). This study shows that the Admiral Nurse Helpline has a massive impact on people who are coping with family members with dementia, and they are able to get fast help, support and advice from this support system. 
Organisation 2: Respite Care (Alzheimer’s Organisation UK, 2017)
Respite Care in Wales
Respite care is any care arrangement designed to give rest or relief to unpaid carers. It aims to support carers to have a break from their caring responsibilities.
What is respite care?
Everyone needs a break from time to time. Carers are no different, and it is important that they are able to have a rest, whether it is a short break to run errands or meet friends, or longer time spent away. Breaks are good for a carer’s physical and mental wellbeing and can enhance their relationship with the person they care for. The person with dementia may also benefit from the break. It could provide social interactions and opportunities to pursue hobbies and interests, remain involved and active, and form new relationships.
There are many different types of respite care. It may be possible to have a combination of different types. It can be helpful to speak to a professional (such as a social worker) about the options available. Different types of respite care may be available in different parts of the country. They include:
· day centres
· care and support at home
· a short stay in a care home
· Shared Lives (a scheme where a person needing support regularly visits an approved carer – see ‘Other useful organisations’)
· holidays or short breaks
· carers’ emergency respite care schemes
· direct payments to fund creative solutions.
Respite care can be a big change for family members who have been caring for a loved one for a while, as they will become used to caring for them day-to-day and helping them with their everyday needs. Respite gives the family carers chance to rest for a period of time, this can be given through the day, provided at a day centre. Respite care can take place in form of a short break, this means carers can have a break from their caring role for a few days and focus on their lives. Another option is for the individual to stay in a care home and receive respite care. This would include accommodation, they provide personal care and registered nurses on site 24-hours a day. It can be provided inside their own homes, where they are familiar with their own surroundings. Respite care gives carers a break to take care of their own health and wellbeing.
Source 1: Respite Care at Christmas: (Drew, H., 2016) 
Why should I consider respite care over Christmas?
Harriet Dew, Online Community Assistant for our Talking Point support community, continues our series of posts that focus on how to care for loved ones with dementia over the festive period. In this post, Harriet looks at using respite care over Christmas to look after both carers and people with dementia. Our fantastic Talking Point members also share some tips and guidance.
Caring for a person with dementia is extremely demanding. The aim of respite care is to provide some relief for unpaid carers, and support them in having a break from their caring responsibilities, to look after their own health and wellbeing.  
[image: respite care over christmas]
As a carer, having somewhere you can share your experiences with people who appreciate what you are going through is often helpful. It is also useful to hear about their stories and advice.
On Talking Point, our online support community, there are forums for people dealing with every stage of dementia. There is also a members’ only area for people to discuss particularly sensitive or difficult topics.
We invited our Talking Point members to share their experiences of respite care over Christmas. Here’s what some of them said:
 ‘I found respite care to be exactly what I needed. I felt guilty about leaving my husband at first, but I returned feeling much more energised and much less drained. Having looked after myself, this meant I could look after my husband better too.’
[bookmark: _GoBack]The aim of this study is to show why family carers should consider respite care over the Christmas period. It focuses on how they can care for themselves, and their loved ones with dementia, and how to deal with it. It gives them time to focus on themselves, their health, physical and emotional well-being. The study shows that respite care can positively help family carers at the Christmas period. One individual shares their own experience of being a family carer for their loved ones. The carer expresses how they believed at first it would be hard to leave their loved one in respite care, and felt guilty for doing so. Furthermore, it gave them time to gain some energy and became less drained. This shows that respite care can positively help family carers by having a break from providing full-time care. The carer also found that after having a break from the caring, when they returned to it, they could give better care to their loved one as they weren’t so drained/stressed. 
Source 2: Centre-based day respite. (O’Reilly, M., Fielding, E., & Beattie, E., 2017)
Clive and Nora’s Story:
Before the dementia, Nora mostly did all the shopping. She could shop for me and the four kids – and the dog – and still come home with change. Anyway, when she started getting forgetful, we’d both do it together. I enjoyed it actually – a bit of an outing, really. We’d always have a cuppa and a cake together before we came home. But lately it’s just too hard – one day I lost her – not for long mind you, but long enough for us both to be upset. So now she goes to the Day Centre twice a week, so I can get the groceries and run errands. I had to because it wasn’t feasible for me to leave the house without someone there. It gives me a break, clears my head. I can go to my brother’s house and pay my bills. It takes the pressure off. Best thing we ever did really! She’s stimulated socially and she has to think and she’s with other people. Its lively for her. 
It has given me peace of mind to know that she’s in a safe environment while I’m out and that she is being properly cares for. I am much better now that I have regular care and respite organised. I’ve been lucky to have great service providers to help me through the maze. Now they’re helping me to look at suitable facilities in case I need to place her permanently. But at the moment we are doing quite well. I then take her home to show her what I bought at the shops. 
Clive and Nora’s personal experience shows how respite care works for the both of them. The story shows how Clive can get basic things done whilst Nora is enjoying herself at respite care. Although they both get upset when leaving each other, it gives Clive peace of mind knowing Nora is receiving the best possible care when being in respite. When Nora is at respite care twice a week, Clive is able to have a break, clear his head and visit his brother’s house. This avoids becoming stressed or isolated. Clive can do these things easier knowing Nora is in a safe environment. The respite care is also helping Clive look for suitable facilities and supporting him throughout Nora’s dementia progress. Respite care works positively for Clive as it provides him with a break, but then gets to take Nora home to still provide care for her. 
Organisation 3: Support groups for Dementia Caregivers: Alzheimer’s Organisation. (Alzheimer’s Society, 2017).
Peer Support – share experiences in a safe and supportive environment
‘The support group has been a lifeline for me, allowing me to learn how to cope from others.’ 
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Caring for someone with dementia can be extremely difficult.
So having emotional support and practical advice from someone who understands what you’re going through might be life changing.
Our Peer Support groups offer a reassuring, confidential and safe place to talk to others about how dementia affects your life.
Come along to:
· make new friends, share experiences and be honest, without fear or embarrassment
· get tips from group members on how to support someone with dementia, as well as how to keep looking after yourself
· have your questions answered by highly skilled, compassionate and experienced staff who run the sessions.
100% of people who go along to a Peer Support group feel able to share their experiences there
Support groups can take place in a centre or online. Support groups aim to bring people together who share the same experiences, and are able to talk, listen and get tips from others around them. It can give people a sense of relief to know they are not going through a certain experience alone, and they are able to talk to people in a similar situation to themselves. It shows dementia caregivers that they are not on their own, and are able listen to other people’s stories. It gives them a chance to have any questions answered by other people going through the same thing or the professionals who run the sessions, and can learn how to look after themselves as well as being a caregiver. 
Source 1: Support groups for dementia caregivers – a questionnaire survey: (Grabel, E., Trilling, A., Donath, C., & Luttenberger, K., 2010)
Support groups for dementia caregivers - Predictors for utilisation and expected quality from a family caregiver's point of view: A questionnaire survey.
Background
Support groups have proved to be effective in reducing the burden on family caregivers of dementia patients. Nevertheless, little is known about the factors that influence utilisation or quality expectations of family caregivers. 
Method
The cross-sectional study was carried out as an anonymous written survey of family caregivers of dementia patients in Germany. Qualitative and quantitative data from 404 caregivers were analysed using content analysis and binary logistic regression analysis.
Results
At 70.1%, the existence of support groups is well known to family caregivers. Less than half (41.6%) of the respondents use them. In the assessment of how much this offer is needed, almost a third of the responding family caregivers need support groups very urgently (11.3%) or urgently (19.1%) while about two-fifths think they don't need them at all (24.1%) or hardly ever (17.1%) The remaining 28.4% were indifferent ("might need them to some extent").
Essentially, family caregivers have divided opinions about the accessibility of support groups. While about half the respondents (49.2%) stated that there was an accessible support group in their locality, 45.0% knew nothing about the distance to or the accessibility of their nearest support group. All in all, 5.8% of the respondents stated that support groups are not easily accessible to them.

The aim of this study was to show if support groups are effective to the family caregivers of dementia patients. It is said to have been proved that it reduces the burden on family caregivers. 404 caregivers were given a written survey and analysed using content analysis and binary logistic regression analysis. The results show that family caregivers are well aware of the existence of support groups. However, only half of the respondents use them, and half do not. Furthermore, whilst some caregivers responded that support groups weren’t needed at all, almost a third of the caregivers responded that they need support groups very urgently, or urgently. The remaining of the caregivers responded that they may need support groups to some extent. Essentially, only half of the respondents stated that there was access to support groups, and the other half knew nothing about the distance or accessibility. Overall, the study shows that those who are aware of the support groups use them, whether they use them often or only when needed, they are an advantage. To conclude, if more people were able to access support groups or knew more about them, more people would use them as they are a free, easy service with many benefits.

Source 2: Use of an Online Community to Provide Support to Caregivers of People With Dementia. (Pagán-Ortiz, M.E., Cortés, D.E., Rudloff, N., Weitzman, P., & Levkoff, S, 2014)
Abstract
One challenge faced by many family members caring for persons with dementia is lack of information about how to take care of others and themselves. This is especially important for persons from ethnic minority groups, since linguistically and culturally appropriate information is often not available. In response to these needs, we developed a website for Spanish-speaking caregivers. Cuidatecuidador.com provides bilingual information on dementia and caregiver issues. Content was developed and then evaluated by caregivers residing in three countries.
Procedures
A purposive sample of seventy-two Spanish-speaking caregivers were recruited to assess the website’s effectiveness at increasing caregivers’ self-efficacy and perceived social support, as well as in decreasing caregiver burden and distress. 
Participants were assigned to either an intervention or a control group. The intervention group went through four sessions of approximately one to one and a half hours each. The first intervention group session (pre-test session) was devoted to providing an overview of the study, familiarizing the caregiver with Cuidate Cuidador, and administering the pretest. The next two intervention group sessions were devoted to ensuring participants’ ability to use Cuidate Cuidador’s key features.
Findings
The vast majority of the participants visited the website at least three times, whereas others reported visiting the site at least ten times or every other day. The average visit time lasted between thirty minutes and an hour. Many participants posted comments on the site and sent questions to the experts, and some who didn’t indicate that they could not find the particular feature or did not know how to do it.
The use of social media technology provides support to caregivers in a variety of ways: improving knowledge and skills, reducing isolation, linking caregivers with each other, and with other resources needed for caregiving. However, in order to maintain the functionality of the website, a team of support staff is necessary. Dementia experts need to be available to answer caregivers’ questions within a one to two-day time frame.

The objective of this study was to set up a website for Spanish-speaking caregivers of dementia patients. The aim was to provide them with a help and support system, as often the appropriate information which they need is not available to them. The website created was bilingual and provided them with information on dementia, caregiver issues and help on self-care. 72 Spanish-speaking caregivers were assigned to search through the Website, after having interventions on how to use it and its key features. The findings show that providing this social media support to caregivers improves their knowledge, skills and reduces isolation. It also gives caregivers a chance to talk to other people in similar situations. Furthermore, the study shows that to maintain function of the website, there would need to be support staff and dementia experts to answer caregiver’s questions through their online forum and support groups. To conclude, by giving Spanish-speaking caregivers’ a bilingual website has provided them with effective support and information that is vital in caregiving. They have been given the chance to talk to other people in similar situations online, and have been able to talk to dementia professionals and staff members to gain a better understanding of dementia. 

Conclusion
The aim of this review was to document the sources of advice and support available to the families of older people suffering from Dementia. The review has documented 3 types of organisations, and included sources of advice. According to the Alzheimer’s Research UK, there are 700,000 friends and family caring for a person with dementia. The condition has a huge impact of people’s lives and the caregivers are those who often sacrifice their own well-being to ensure their loved ones receive the best care they are able to provide. Family carers need a lot of help and support, as caring for a loved one can affect their lives massively. (Alzheimer’s Research UK)
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