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Dementia is a clinical syndrome associated with cognitive impairment and brain dysfunction. This includes problems such as, memory loss, difficulty communicating/finding words, mental sharpness, language, judgement, understanding, thinking speed, mood and difficulties carrying out daily activities. 

Dementia is an umbrella term for different subtypes. The five most common types are, Alzheimer’s disease, Vascular dementia, Dementia with Lewy bodies, frontotemporal dementia and mixed dementia. Dementia damages the nerve cells in the brain, which prevents neurones (messages to and from the brain) communicating effectively. This causes a barrier to normal bodily function. This can create a decline from higher cognitive function, making daily activities harder to accomplish. Each individual suffering from dementia will experience it in their own way. 

Dementia is usually diagnosed in people aged 65 or over, however it can happen earlier, this is known as young onset dementia. Dementia UK state, “there are over 850,000 people living with dementia in the UK and this is set to rise to over one million by 2025”.  Dementia statistics state, “1 in 14 people over 65 have dementia in the UK.”. Alzheimer’s research found that there are “700,000 friends and family members caring for someone from the condition”, and “over 24 million people know a friend or family member suffering from dementia”. 
How does dementia impact the family? 
Depending on the family set up and priorities, it is typically the partner or son/daughter, who takes on the main caring role. It is inevitable that there will be an emotional impact seeing someone close to them experience drastic changes with the onset of dementia. 

It is hard to measure the emotional pain felt by family members when caring for someone suffering from dementia. This could result from having to bathe their mother with poor bladder control, or a grandchild assisting their grandma who is behaving in a threatening manner because they no longer recognise the person who is helping them. 
It may take time to adjust to the change and family members may feel that they are sacrificing things they once enjoyed. The family/partner may feel they are lacking a social life due to events and activities having to be planned or alternative care arranged for the individual suffering from dementia. Not having the freedom to just pop to the shop or see a friend for coffee, could in time could take a toll on the family/partners mental health. Dementia can also cause financial pressures due to family members often having to stop working in order to become a full-time carer. 

A case study found by Alzheimer’s Research states that an individual named Pedro cared for his mum, Mary who is 75. Mary’s General Practitioner (GP) diagnosed her with Alzheimer ’s disease when she was 66. She attends a day centre once a week and is looked after by a professional carer when Pedro is in work. 

Over time, Mary has become violent, especially when Pedro tries to provide intimate personal care. She has been banned from the day centre temporarily due to her violent behaviour. Pedro believes this is due to a lack of stimulation and has resulted in a faster paced decline in her condition. She was a strong lady, who now needs assistance to eat, walk and use the toilet. Pedro feels it’s his responsibility to care for his mum and wants to avoid her going into a care home. However, he finds the psychological impact of caring very difficult, and gets upset when Mary gets aggressive verbally and physically. He finds personal care for his mum a traumatic experience as she gets distressed and tries to take it out on him. Pedro is afraid of losing the emotional connection with his mum. He has been offered a promotion at work, however feels he is not able to take it due to his responsibility to his mum.  He misses out on his hobbies and feels he owes all his time to his mum as he worries about her. Pedro feels providing care for his mum has positive and negative impacts on them both, in a way it has brought them closer together, however he feels each day he feels further away from his mum as he resembles his mum less. 

This case study shows the strain and stressors of caring for a person with dementia. Pedro is sacrificing life events in order to prioritise his mother’s care, which leaves him feeling low and exhausted. It demonstrates how getting help e.g. day centres can be tricky due to the person with dementia becoming stressed and agitated potentially making them aggressive physically and mentally. This could create a barrier when other people are looking after her. It could also impact Pedro’s mentality as he may feel guilty for leaving his mother behind knowing she could lash out at any given moment to someone who isn’t him, which may then prevent him taking her to the day centre once a week.

Three organisations which offer support and advice to family members/people who care for someone with Dementia: 

Dementiauk.Org: https://www.dementiauk.org/get-support/admiral-nursing/
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This is an organisation all about Dementia. This organisation provides Admiral Nurses which work in the community with the NHS. Admiral nurses provide a free dementia helpline for families who care for someone with dementia, which is open 9am-9pm Monday to Friday and 9am-5pm weekends, and an email service at Helpline@Dementiauk.org
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A study into the effectiveness of an internet support forum for family carers of people with dementia aimed to find effective ways of supporting carers for people with dementia. Compared to traditional methods of support, internet forums are easily accessible and provide a number of potential advantages, as the carer can access support from their homes. There has not been much research into how effective online support is and how helpful it is towards carers of people with dementia. 

The study used mixed methods of evaluation and was a UK based online forum for carers of people with dementia. The quantitative element involved a 12-week follow-up on the carers emotion towards depression, anxiety and quality of relationship with the patient they cared for. Participants were interviewed on a semi structured basis. It was predicted that after 12 weeks of using the forum, carers anxiety and depression would decrease, as a result of how much the carer used the forum for support. Changes in quality of relationship with the person with dementia were also examined. 

The research was conducted through an online questionnaire accessed via a link on the forums home page, which stated that the forum was a place to ask for advice and share information. There were 8 follow up telephone interviews. 128 participants completed the first survey in the study between July 2012 and January 2013. 12 weeks after the first survey, participants were emailed a link to complete 3 standardized measures and questions about their use of the forum. Participants who scored high on the severe range were advised to contact their GP and 49 participants were sent the email. 

The questionnaire had a scoring system to measure levels of depression, anxiety and the quality of the relationship with the person being cared for. According to Schulz, O’Brien, Bookwala, Fleissner, (1995) they found the higher the score the more likely participants were having a harder time with depression, anxiety or struggling with their relationship with the person being cared for. Participants were interviewed to share their experiences when using the forum.  They were asked if they preferred to write posts or read other peoples and if it made a difference to their lives as a carer. 

Of those who completed the survey at 12 weeks, 26% felt they had a poor relationship with the person with dementia, 31% fell into the range for severe anxiety and depression. The results show that there wasn’t a significant change in how participants felt after using the forum. Some participants felt the forum was beneficial as it reminded them they were not alone and were able to relate to other people’s stories and advice. The forum supported participants to “share and let off steam” with others in similar situations. Some participants felt that they had freedom to say what they were truly feeling due to being anonymous. A few participants felt that reading posts helped them to prepare and educate themselves for problems in the future. There was some improvement in the quality of relationship with the person with dementia, however there was little change in depression and anxiety over the 12 weeks. Despite the hypothesis not being supported, this could be due to other factors outside of the caring role. The forum suggested it helped to improve the carers relationship with the person with dementia as they were able to learn more about how to interact and become a better carer. 
The limitations of the study are that participants could report they visited the forum a number of times, but may have only spent 1 minute on the forum as discovered by Powell, Chiu, Eysenbach (2008).  Participants who did not use the forum enough were excluded. There was a small sample size therefore the results did not fully test and answer the hypothesis. There were other variables which could have been included such as outside factors linking to feelings of anxiety and depression.  

Age UK: https://www.ageuk.org.uk/information-advice/care/helping-a-loved-one/caring-dementia/ 
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Age UK are an organisation which offer support for the families/carers who support someone with dementia. They work with the families to ensure they do not feel alone and feel they are able to offload some of their stress and thoughts. Age UK offer a range of different methods of support from Memory cafes, Day Centres, and Carer’s groups. 
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A study which supports interventions for dementia carers suggests that counselling, educational programs, problem solving training and teaching carers behaviour management techniques have a positive effect on carers. 

A study looked at peer support for carers of dementia. Burgio, Corcoran, Linchstein (2001) found that intensive, and individually pinpointed support is more effective than group support. However, Etters, Goodall, Harrison BE, (2008) found evidence that supported group interventions, which helped to improve carers quality of life by decreasing the carers burden. The study showed that support is more effective when the family carer feels they are related to, e.g. through another carer. This supports the social comparison theory, which states that people find comfort when relating with other people who have faced a similar situation. This allows the person to compare and contrast their situation and adopt new coping strategies. 

Due to the rise of people suffering with dementia it’s important that carers receive support and appropriate interventions. The study looks at a qualitative approach, alongside semi-structured interviews. Participants were chosen from a peer support service in the UK. Carers received one to one support from trained volunteers who were former carers of people with dementia. The carers and volunteers met each week for an hour over 6 weeks: 9 carers, and 4 volunteers took part. 

The main benefits of the study were to show carers they were not alone and that they are able to express their experiences, and emotions. The findings of the study by Charlesworth, Shepstone, Wilson (2008), were that, peer support benefits carers as it relieves them of the stress and burden, because they no longer feel they are experiencing it on their own. The study showed similar emotional journeys in each individual, such as positive emotions, guilt and anger. The study helped carers to realise they were normal, and that often the volunteers had been through the same experiences, as discovered by Wheeler, Gorey, Greenblatt (1998). The volunteers were helpful as they have inside knowledge about dementia and a first-hand experience with caring. They have an understanding persona and know the strain it can have on the carers, so by being able to talk and offload can relieve some of the feelings of isolation. Carers also felt able to share particular experiences they felt they could not share with other people, this was associated in stress being unloaded. This made them feel they didn’t have to bottle up their emotions and that they were appreciated by the volunteers. Carers stated that it was easier to talk to the volunteers than their friends as they do not understand the severity of the situation. 

The limitations of this study were that there weren’t many negative aspects of the support, however occasionally carers would question if it had a big impact on them. Some carers felt that, despite offloading their experiences, there was little that could alter the reality of being a carer. 


Alzheimer’s Society 
[image: ]https://www.alzheimers.org.uk/info/20046/help_with_dementia_care/1052/respite_care_in_wales

[image: ]Alzheimer’s society offer a range of respite care interventions for those who care for someone with dementia. 
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A study which supports this, looks at the use of respite by carers of people with dementia. It is used to let family members rest and have time out to do things they enjoy. The aim of the paper is to look at the use of respite care for people with dementia. Most people with dementia live at home and are cared for by family. This saves the government money, however there is a greater burden of stress, physical and psychological health problems for family carers as found by Wright (1999), Shanks-McElroy & Stro-bino (2001). 

According to Noyes (1996) and Chappel (2001), Respite can be an intervention to relieve family carers of this stress and burden. Research showed that 61.3% viewed respite as taking a break without putting the person with dementia out of care. There were 38.6% of people who felt they needed respite to recuperate mentally, physically and to socialise with other people. Respite can be undertaken informally by other family members, friends or it may be the use of an external service. 

The method of the review was to look at the satisfaction respite provides for both the caregiver and the person with dementia. The review was limited to what it could test due to the nature of dementia. Literature reviews were gathered from 1990-2012. These papers showed that carers who did not receive respite care, had lower levels of life satisfaction and higher levels of stress and overload as discovered by Kosloski (2001).  Strang and Haughey’s (1998) found in a number of interviews participants felt guilty to abandon the person with dementia. They also reported they did not feel they fulfilled their marital/family duty. This was attributed to the changes in the person with dementia, e.g. becoming stressed, angry and resenting their carer. Qualitative studies showed that spouses feel that they owe the person with dementia all their time and efforts and become reluctant to use these types of services as researched by Henry & Capitman (1995), Zarit (1999), Robbinson (2005). Often families felt that there was a stigma associated with dementia and they felt that this contributed to them not getting extra support, e.g. respite. Studies demonstrated that there is a link between higher life satisfaction with carers of people with dementia when respite is involved as discovered by Adler (1992), Larkin & Hopcroft (1993). 

Overall the study found that it isn’t straight forward to determine how carers benefit from respite. Mavall & Malmberg (2007) found that this is because of the variations in relationships, living arrangements, age, education, sources of support, role expectations and health reasons when seeking respite. Respite services often lack funding and have varied hours that they can offer assistance to people with dementia. A strength of the review is that studies have proved that respite decreases stress in carers and helps them to have more time to themselves. The review lacked inclusion of a variety of articles, which focused on the different types of dementia and how the variations could have more strain on the carers. On the other hand, despite respite being a positive experience for the carer, they may also experience feelings of guilt, failure and feel negativity towards needing extra support as discovered by Alder 1992, Larkin & Hopcroft (1993). Respite can sometimes be long awaited as family carers do not want to feel like they cannot manage alone. 

Overall, the organisations show different interventions and ways to overcome daily stressors and emotions, which come with caring for someone with dementia. Various methods and websites are easily accessible and reachable for carers who do not have much time for themselves. There is a lot of support out there for families who care for someone with dementia, however there could be more awareness of the interventions as some studies have shown not all interventions are used and sometimes carers are not sure where they can go for extra support. 
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Most Admiral Nurses work in the community for the NHS, and others workin care
hormes, 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.
[T] www.port.ac.uk/media/cor

[T www.nwic.edu/wp-conter
I https:/jwwwlibrary.kent.ed...
(§) The Effects of Parental Me...

§ Peychopathology and pare... + If communication gets hard, we’re on hand with skills and techniques to help you stay
@ What ls Depression? connected to the person you love.

How can an Admiral Nurse help me?
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Our Admiral Nurse Dementia
Helpline

‘The Admiral Nurse Dementia Helpline is for anyone with

aquestion or concern about dementia. From looking out

forthe first symptoms of Alzheimer’s, to understanding

the challenges of living with someone with vascular

dementia, our specialist Admiral Nurses have the

knowledge and experience to understand the situation

and suggest answers that might be hard to find

elsewhere.

+ Call: 0800 888 6678 (weekdays 9am-gpm, weekends
gam-5pm)

« Email: helpline@dementiauk.org

« Orusethisonline form

Mail - 1702..
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Thereare

232

Admiral Nurses,
supporting

40,000

people across the UK.

Find a local Admiral Nurse team

Admiral Nurses work in the community with the NHS, in
care homes, in hospices and in hospitals.

We are growing the number of Admiral Nurse services
across the UKall the time. You can seeif there’s a service
near you by checking out our interactive map.
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Get support.
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