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Abstract 

The aim of this research was to understand the effect of activities (Music, Touch/reminiscence, mild exercise) on aspects of quality of life within a care home. In particular, the researcher wanted to find out whether activities made a difference to the quality of life of individuals with a diagnosis of early, mild and end stage Dementia. The quality of life was measured by diet intake, amount of sleep and agitation. Results indicated that activities improved the quality of life with individuals with a diagnosis of early and mild stage of dementia, but not as significant for end stage dementia. Results indicated that there was a significant increased dietary intake in early, mild and end stages dementia, there was also a significant difference is sleep. Agitation levels showed a significant difference in only the mild stages of dementia.




















Introduction
Dementia has been classed as one of the fastest-growing concerns worldwide. The number of individuals diagnosed with dementia is rising at an alarming rate with over 35.6 million worldwide being diagnosed in 2010, and figures expected to almost double every two decades (WHO,2012). German neurologist Alois Alzheimer’s first made a discovery of dementia in 1906 when he diagnosed the disease from a post-mortem image of an individual with Alzheimer’s and named it after himself, (Blennow et al., 2009). Since this discovery, significant research has been carried out to understand the progression of dementia and to help create public awareness of this is a mounting concern worldwide. The cost to the NHS is over 26-billion-pounds per year in the UK, for supporting those with dementia, (NHS, 2018). Growing numbers of those diagnosed with dementia is expected to surge these expenditure figures in the near future.
‘Dementia’ itself is a term used to label a disease that affects the brain, and the way in which the brain functions. Dementia is not a diagnosis in itself, but a term used to describe a ill health that damages the brain caused by a particular disease or disorder, (NHS, 2020). The brain is the most multifaceted organ in the human body, it is the control centre for everything an individual does. The brain controls movement, speech, memory and behaviour (Phelps, 2004). When an individual has a diagnosis of dementia, these brain functions become affected and areas of the brain start to die, and as the dementia progresses then these functions become less active, (WHO, 2012). 
 The brain keeps the body functioning and controls how individuals experiences the world through their senses. The mind is made up of billions of nerve cells, each cell has long nerve endings, which in turn connect the cells to each other and passes messages through chemicals and minute electrical currents (Wolfe, 2006). If a illness or damage to the brain breaks the joining between cells, they die and the functioning they once preformed will stop. It is this process, in its simplistic form that occurs when an individual suffers with dementia, the connections between cells break and the functioning simply stops or reduces causing difficulties and limitations for individuals (Barnes et al., 2006). 
[bookmark: _Hlk31892604]Dementia is usually subject to a progressive decline, meaning that over time an individual’s signs will slowly increase as the brain becomes more damaged and cells die, therefore dealing with everyday life becomes harder for the individual, as simple tasks are harder to achieve (Resnick & Galik, 2006).  The speed in which the symptoms progress will vary, with variables dependent on the individual’s situations, e.g. their physical and social environment, their overall health and well-being, the nature of the disease or condition that is causing the dementia and medication. Dementia usually progresses through three stages, mild, moderate and end stage (Resnick & Galik, 2006). The most common symptoms of dementia are; memory loss, communication difficulties, changes in moods and behaviours. The word “dementia” is linked to the word “demented” and as such, has negative connotations, with many people associating those affected as behaving madly, destructively or dangerously.
Agitation/sleep
Many with a dementia diagnosis may find memory loss a strong symptom, making it difficult to remember simple things, like familiar faces, routines such as cooking meals, shopping trips and usual daily tasks. Communication can also be impacted, individuals may struggle to find the right words when conversing, mixing up words or even missing parts out of a sentence, these barriers can become worse with age related communication issues such as sight and hearing loss (Buetter & Fitzsimmons, 2006; Smith & Buckwalter, 2005). The changes in mood are often difficult to manage, as individuals with dementia often have unexpected changes in actions and temperament, with agitation being listed as a prominent symptom of individuals with dementia. In 1999, Kolanowski & Garr found in their study 44% of residents in a care home displayed some level of agitation, which often resulted in medication being given as a means of restraint. Anti-psychotic drugs are used in a way to keep people calm and quiet. Talerico, (2002) stated that staff in care homes are under a lot of pressure due to the demanding pressures that come when dealing with individuals with dementia, as there are often psychological and behavioural challenges. Residents are often treated with medication to try and reduce the psychological and behavioural challenges they display. Many of these medications are sedatives, neuroleptics or antidepressants, there have been many concerns raised due to the inappropriate use of these medications being prescribed. Zarate et al., (1997) also backed up some of these claims as it was suggested that agitation and restlessness are the two main psychological distressing symptoms of dementia. Zarate et al., (1997) stated that the medication used to try and control these behaviours are often neuroleptic drugs, however concerns have been raised as not all individuals react the same often resulting in side-effects. Many residents within a care home displayed anger, sadness, frustration, and often became frightened and confused. 
Agitation is result of the individual unable to express themselves or understand their surroundings, this frequently occurs with an individual with a diagnosis of dementia. Cohen-Mansfield & Billing (1989) defined agitation as “inappropriate verbal, vocal, or motor activity that is not clarified by needs or misunderstanding”. Senanarong & Cummings, et al., (2004) suggested that as an individual’s dementia progresses, their functions become more pronounced due to the brain becoming less active, which resulted in individuals becoming more agitated as they are less likely to be able to make sense or recognise their environment, this also impacts on the individuals sleeping pattern, within turns can result in a number of barriers e.g alertness, dietary intakes, (Mahoney et al., 2000).  
In 2005, Overshott and Burns proposed that over 80% of individuals who are identified with dementia are more likely to experience a alteration in character and actions, which combined with disrupted sleeping patterns, cumulatively lead to further distress of the individual, (Bradley et al, 2005). As a consequence, there are further encounters to care givers, which in turn often results in relatives looking for help from other specialists e.g. care homes, Banerjee et al (2003). Many individuals with dementia are treated with medicine to manage behaviour difficulties, mood changes, sleeping patterns, or to stimulate the individual, (Ballard et al, 2009). 
Almost exclusively, medical models work on the basis that dementia is irredeemable. There is an extended history of medicine use for individuals with dementia, many being treated with anti-depressants, sedatives and anti-psychotic drugs, such as Aricept, in an effort to control the symptoms of dementia, (Banerjee, 2009). The medical model looks at how individual indications can be managed and improved through medication; however, government initiatives have aimed to try and reduce the use of anti-psychotic drugs due to the side effects individuals’ experience. Each individual will have their own experiences of dementia, it is not the same for everyone and each will display their own difficulties and limitations. Many of these discrepancies will depend on the progress of the disease, their living arrangements their physical condition and the interaction of others and therefore treatment should be administered more personally.
Dietary 
Other concerns that have been raised amongst care givers and health professional regarding individuals with dementia are the eating ability and dietary intake, (Mahoney et al.,2000). Numerous studies identify that individuals with dementia that display some level of agitation will result in low dietary intake and consequently resultant weight loss and malnourishment,  (Boyleat at al., 2003; Greenwood, Tam, Young, Binns, & Van Reekum, 2005; Lam, Tam, Chiu, & Lui, 2007; Politis et al., 2004; Stout, Wyman, et al., 2003; Yu, Kolanowski, Strumpf, & Eslinger, 2006; Tonerelli, 2005; White et al., 2004). Studies show that there has been an alarming raise in concerns regarding malnourishment amongst older adults within care homes, as many as 85% of institutionalised elder adults have been reported to be malnourished, (Burger, Kayser-Jones, and Bell, 2000). Weight loss amongst the elderly has many negative effects, resulting in infections, early mortality and poor quality of life.
Berkhout, Cools, and Van Houwelingen (1998), observed the eating abilities and dietary intake of five older individuals with dementia within a care home. Results showed that individuals had little ability to be able to use the cutlery or used the wrong cutlery, whereas two of the individuals totally relied on the care assistants to feed them. The study showed those who relied on others displayed more weight loss. To back up these findings a study of 108 different nursing homes were monitored over a 24-week period. The results supported their hypothesis when they suggested that individuals were required someone to assist them would have a bigger weight loss than those who could assist themselves, (Schmid, Weib, and Heseker, 2003). The study also noted that individual with a decrease in appetite and dietary intake was a result of being lonely, underactive and loss of interest. According to Schmid et al, (2003) when an individual with dementia experiences weight loss, many negative effects contribute to the deterioration of the individual, a decrease in mobility, muscle mass and quality of life. 
Music activities
Music, as also shown in many studies for other ailments, has a profound encouraging effect on dementia patients. Research carried out by Hays & Minichiello in 2005, found that musical activities such as singing and listening to music helps an individual’s emotional well-being, which in turn promotes independence and communication, which in turn reduced isolation, and slowed down cognitive decline, Caddy & Duffin (2005), also found that music improved cognitive functioning and also reduced anxiety with people with dementia, Sarkamo, T., & Soto, D. (2012) conducted a study that examines the cognitive, emotional and social benefits of musical interventions with those with dementia. The aim of the study was to see whether musical activities can help to maintain cognitive functioning, reduce challenging behaviours and improve mental health. A secondary aim was to regulate the effectiveness of a fresh music involvement, based on educating the caregivers of individuals with dementia to use a different approach either by singing with individuals or listening to music regularly as a part of normal care. There was a total number of eighty-nine care givers that took part in the study, 30 individuals were randomly picked and put into a listening coaching group, 29 participants into care-controlled group and the other 30 into a singing coaching group for a total of 10 weeks.  A neuropsychological assessment, which involved a number of different mental examinations, as well as mood and quality of life scales were carried out on all the individuals with dementia. Throughout the research the care-givers psychological well-being was assessed repeatedly with questionnaires. 
The results showed a significant change within both the care-giver and individual with dementia. Results with usual care, singing and the interaction from others showed that there was an improvement in their moods, their orientation, and everyday function. The results also indicated that individuals with dementia showed improvement in their short-term memory when receiving the singing intervention. However, results also showed that individuals who listened to the music showed a better quality of life overall. Therefore, from this study it can be inferred that both care givers and individuals with dementia have had positive results when musical interventions are put in place. Regular musical activities can have lasting effects with mental, emotional, and social benefits in with individuals with mild to moderate dementia and could consequently be applied in dementia care and convalescence centres.
[bookmark: _Hlk30871018][bookmark: _Hlk30871542]Another study that looked at music intervention and individuals with dementia was a case-control study. A study was conducted to see whether music therapy reduces agitation with individuals with dementia. A total of 38 participants took part within the study, all of which were over the age of 71. Participants were from two nursing homes and a psychogeriatric ward. A close family member acting on their behalf give consent for the individuals to take part in the research, due to them being unable to consent themselves.  Participants had a diagnosis of moderate or severe Alzheimer’s disease. Participants were randomly put into two groups, a music therapy group and a controlled group. An interview with nursing staff was conducted and a rating scale was used, the Behaviour Pathology in Alzheimer’s Disease Rating Scale, (BEHAVE-AD; Reisberg et al., 1987) to evaluate the individuals psychological and behavioural issues. A total of 19 participants took part in the treatment group, all of which received 18 sessions of music therapy treatment which lasted 30 minutes, 3 times a week for 6 weeks in total. The other 18 participants had no significant changes in their care routine. After 6 weeks of the study all the individuals were evaluated for the second time using the behaviour Pathology in Alzheimer’s Disease Rating Scale, (BEHAVE-AD; Reisberg et al., 1987), then after 10 weeks for the third time when the therapy group had not received any music therapy for 4 weeks. Throughout the study the same trained music therapist led the music therapy. The therapist interacted with a maximum of 4 participants at each session, the therapist used music that they would have been familiar with and small musical instruments. Results showed that there was no change in behaviour within the first 6 weeks of intervention, however when the behaviour Pathology in Alzheimer’s Disease Rating Scale, (BEHAVE-AD; Reisberg et al., 1987) was done again 4 weeks later an overall change in the therapy group and changed. There was a significant change in their behaviour and agitation (p < 0.01). However, there was no significant change within the controlled group (p=0.5). This also backed up similar claims made by Caddy & Duffin, (2005) when they also found a significant change in individuals when they were introduced to different music activities.
A further study looked at the influence of music therapy was carried out on individuals with end stage dementia. A total of 10 participants took part in a music therapy group within a nursing home to see whether the therapy would reduce agitation and to simulate individuals, all those who took part were over the age of 65, consent was given by close family members due to them being unable to consent themselves, (Olderog-Miller and Smith,1989). The sessions consisted of 30 minutes intervention twice a week for 5 weeks. The sessions included sing-a-longs and discussion sessions. Observation were conducted by trained care staff throughout each session, a behavioural checklist was completed after each session. The results showed a significant change within the individual’s behaviour, the biggest improvement was the interaction and individuals being alert. Therefore, from this study it can be suggested that even individuals with end stages of dementia can benefit from interaction through music and other activities.
Reminiscence 
A study that looked at the effects of singing as a reminiscence therapy, looked at the effects it has on individuals with end stage dementia. It investigated the effects, to see whether singing increases alertness, (Clair, 1990). A total of 26 participants with end stage dementia took part in the study. Consent was gained from a legal guardian as the individuals were unable to give consent themselves. The researcher who was trained in music therapy met with the participants at the same time and place for a total of 40 minutes for 4 days. The researcher carried out 3 different tasks each lasting a total of 2 minutes, these sessions were randomised, the researcher read the newspaper, would sing familiar songs relating to the individuals age and the other session was the researcher sitting with the individual in silence. All interaction with participants was videotaped during each session, (Clair, 1993). An interval recording data collection method was used to see whether participants showed any type alertness during the interventions, the researcher looked for signs like body movements, facial movements and any vocalization interaction. The study showed a more positive response from interaction with music. Throughout the research participants showed an increase in alertness as time progressed throughout the 4 days. Therefore, it can be proposed that although research suggests that individuals with end stage dementia display little interaction, there is scope for much needed interaction with individuals with end stage dementia via musical means, as this can benefit the quality of life of the individual as there is still need for comfort and the ability to show affection and alertness. A systematic review looked at the impact reminiscence has on individuals with dementia, (Subramaniam P, Woods B,2012). A total of 225 individuals, with a dementia diagnosis. There were a number of different ways in which reminiscence was introduced. Story books from individuals, which triggered personal information from their pasts, whether this being pictures, letter etc. There was also one-to-one interaction, which explored the individuals past experience and their life story. A mini-mental test was carried out before and after the studies. The studies were carried out over a six-week period all of which participated in either the story book or one-to-one. Results indicated that those who took part, showed an improvement in communication, positive moods and an improvement in cognition. Therefore, it can be suggested that reminiscence can contribute to the well-being and equality of life with those who are diagnosed with dementia.



Exercise
There have been a number of studies suggesting that regular physical activities enhance health and increases functioning in old age such as fluid/food, sleep and reduces agitation. It has been found that regular activities reduce the risk of developing hypertension, heart disease and certain cancers, (Teri et al., 2003). Research has also found that activities reduce anxiety, improves mood and the ability to carry on with everyday tasks, (U.S. Surgeon General, 1996). Brassington & Hicks, (1995), suggested that the physiological benefits of regular exercise have both long- and short-term benefits. It has been found that by participating in regular exercise, sleeping patterns are improved on a short-term basis, however the long-term benefits increase moods and muscular strength, (Spirduso, 1995). In addition, Landers & Petruzzello, (1994), also found that the short-term psychological benefits have had positive effects on individual’s confidence and have enabled individuals to feel more relaxed by reducing agitation relieving stress and anxiety, Petetruzzelo et al., (1991) further found in that individuals often felt more relaxed when participating in a variety of different activities. This resulted in an improvement in individual’s moods. Berger & Hecht, (1990) found that long term benefits of exercise will improve an individual’s quality of life by enhancing their self- esteem and increasing their self- efficacy. Moreover, Chodzko-Zajko & Moore, (1994) found that individuals who have a healthy lifestyle and who had regular exercise throughout their life reduced the risks of developing problems with their cognitive functioning, however individuals who have not lived an active lifestyle are at heighted risk of developing a cognitive decline, functioning at a quicker pace. Therefore, from these findings it can be inferred that individuals with dementia could benefit from a variety of different activities, as this could increase their mood, and in turn will enhance their self-esteem resulting in better quality of life.

The World Health Organization, (who,1997) have settled that there is more than enough indication to suggest that certain physical exercise increases cognitive functioning which also has benefited the quality of life in elder people, it has also been found that even if an individual was frail and unfit they can still benefit from lighter physical activity. However, Reekum et al. (2005) suggested that such activities would have to be constant and regular to enable individuals to benefit. Montongomery and Dennis, (2002) state that even touch activities for those who may be bedridden or end-stage dementia, (such as massages and gentle stroking on a person’s arm and face) encourage acknowledgement from individuals, offering up reactions such as eye flickering, better dietary and fluid intake, contentment, and relaxed state. 

Rolland, et, al, (2007), carried out an investigation that looked at the effects of mild exercise with those who had a diagnosis of dementia. It was hypothesised that mild exercise would slow down the progression of cognitive decline, which in turn will improve individual’s moods. Gentle exercises were introduced to help increase strength and balance. Standing and sitting exercises, stretching while sitting in a arm chair were introduced as a means of exercise, (Logsdon, et, al, 2005). Participants were evaluated before any intervention took place. Participants participated in a twelve-week exercise programme, all of which carried out the mild exercises. A follow up was conducted to review the effects of the exercises at 6, 12, 18 and 24 weeks. Results indicated that those who took part in the daily exercises, showed an increased their alertness, improved their moods and little decline in cognition. From this study it can be suggested that exercise can promote a better quality of life by increasing alertness and slow down the progress of cognitive deterioration. 

Rationale
[bookmark: _Hlk37872115]Exploring the effect of activities on aspects of quality of life within a care home is important for the implications to the healthcare sector. Dementia causes individuals to withdraw from activities and pleasurable contact with others so it’s vital to try and preserve those relationships and welfares to help individuals living with dementia enjoy a better quality of life. There are a number of benefits to keeping energetic, such as upholding everyday skills, self-esteem, confidence, autonomy, enjoyment, pleasure and social contact, (Bowes, Dawson, Jepson, & McCabe, 2013). Understanding the effect of different activities on individuals with Dementia at different stages will enable a wider understanding and help in the development of future initiatives for those with Dementia. It has been predicted that activities will improve the quality of life with individuals with a diagnosis of early, mild or end stage of dementia by an increase of diet intake, an improvement in sleeping patterns and individuals being less agitated. The findings of this study could encourage future policy makers to ensure that activities in care homes become mandatory. Future research could then analyse these activities to explore their effectiveness, and in turn, resulting in improved quality of life for individuals with dementia.  

 
 Aim
[bookmark: _Hlk37871368][bookmark: _Hlk37871452]Therefore, based on the above research, the aim of this research was to understand the effect of activities (Music, Touch/reminiscence, mild exercise) on aspects of quality of life within a care home. In particular, the researcher wanted to find out whether activities made a difference to the quality of life of individuals with early, mild and end stage Dementia. The quality of life was measured by diet intake, amount of sleep and agitation.

Method
In the care home that will be used for this study, activities are introduced in the afternoons after 2pm. It has been noticed that for some individuals, following activities, communication is better, diet and fluid intake is increased which results in less agitation. Daily activities are a normal intervention within the care home. The care home has an activities coordinator that creates different activities throughout the week, these include music therapy, touch/hand massage and soft ball games. Therefore, the researcher only evaluated the effect of the activities that were already set up. In particular, the researcher only monitored whether these activities improve diet intake and sleep during the night and whether they reduce agitation.   

Design
[bookmark: _Hlk32159587]The research carried out was a field experiment, within a care home setting. Diet charts, sleep patterns and agitation (checking the medication received by the individual) that were taken in the morning was compared with those taken after the activities (evening) for a period of 14 days. During the 14-day period each individual took part in all three of the activities at least twice (allowing for those who feel unwell and not feeling up to taking part in the activities). A number of Mcnemar tests were calculated on the three separate DVs (diet, sleep and agitation) for each participant group: early mild and end stage dementia. sleep from participants from early, mild and end stage dementia, agitation from participants from early, mild and end stage dementia, and diet from participants from early, mild and end stage dementia. The Mcnemar test was used because the data in this study was nominal and required a pre-test, post-test analysis (paired samples).


[bookmark: _Hlk32158629]IV-1 Activity type which included three different activities. All individuals take part in these three activities as part of their care at the Home.  (1) Music - The decade you were born music, e.g. 1940s DVD will be used for the sing along activity. (2) Exercise - Soft sponge balls will be used to do chair exercises (3) Touch/reminiscence - Hand creams will be used for hand massages along with their “THIS IS ME” file. This file was put together by families, friends etc, it tells you all about the resident’s past, e.g. children, jobs, hobbies, photographs. 
IV-2 Group type with 3 conditions: (1) Mild onset Dementia, (2) Moderate onset Dementia and (3) end- stage Dementia (the individuals have already been diagnosed prior to participating in the study)
Three DVs - Quality of life measure: amount of sleep, Diet intake and agitation.

Participants
Thirty-six individuals took part in the study. They were all over the age of 65, with three males and 33 females. All participants have a diagnosis of Dementia: eight with early onset dementia, 14 with moderate stage dementia and 14 with end stage dementia. All participants (and family members/power of attorney) were informed about the study taking place within the care home, and were asked if they would consent to their data to be used in the study. (see appendices 2 and 3 for consent forms). All participants showed some level of agitation throughout a day time. Sleeping patterns are disturbed and there is a decrease in diet intake. All participants have been living within the care home for at least three years.

Materials
[bookmark: _Hlk32161270][bookmark: _Hlk32161304][bookmark: _Hlk32161360][bookmark: _Hlk32686593] Activities that were used = (1) Music - The decade you were born music, 1940s DVD was used for the sing along activity. (2) Exercise - Soft sponge balls were used to do chair exercises (3) Touch/reminiscence - Hand creams were used for hand massages along with their “THIS IS ME” file. This file was put together by families, friends etc, it tells you all about the resident’s past, e.g. children, jobs, hobbies, photographs. Diet charts were monitored for all participants throughout the day morning and evening. (see appendix 4 for diet chart) The amount of sleep was also monitored as part of the daily routine in the home. (See appendix 5 for sleep monitoring chart) The researcher also monitored medication charts to see whether participants had received medication for agitation or not. (see appendix 6 for medication chart) 

Procedure
Diet charts were monitored for all participants throughout the day (morning and evening). The amount of sleep was also monitored as part of the daily routine in the home. The researcher also monitored medication charts to see whether participants had received medication for agitation or not. The prior listed activities were carried out by the activity’s coordinator after 2 pm.

Before any research was carried out an ethics form was completed.
(see appendix 1 for ethics form)
[bookmark: _Hlk32158778]
[bookmark: _Hlk32158813]Throughout the 14 days pre and post intervention, diet and fluid charts were monitored for all participants throughout the day (morning and evening). The morning charts were compared with the evening charts once activities were carried out, to monitor a change in diet intake. For the purpose of this study, the researcher created a score for analysis e.g. 0 – poor diet intake, 1 - Good diet intake. (See appendices 4 diet chart) Poor diet refers to no food or fluids consumed, or little attempts to eat and drink and good refers to eating the majority of the food and drink provided (the staff complete the charts understand the difference between poor and good intake). The amount of sleep was also monitored as part of the daily routine in the home. Again, the researcher created scoring for this – 
0-6 hrs = poor sleep and 7hrs+= good sleep. (See appendix 5 sleep monitoring chart) According to NICE guidelines (2018) a good sleep for a person over the age of 60 is 7 hours. The selection of sleep, 0-6 hours and 7+ is the way that the charts were completed by staff at the home following random spot checks throughout the night. 

[bookmark: _Hlk32158862]Residents within the care home are given prescribed medication for agitation from a doctor. This type of medication is given if a resident was to become agitated (PRN, meaning only give when agitation occurs). The researcher and other nurses within the care home are trained to administer these medications to residents as part of their job roles within the care home. The researcher also created scoring for whether medication for agitation had been given =1 -yes = 0- no, as the measurement of agitation. (See appendices 6 medication chart)

The researcher is the care manager of the nursing home who is responsible for supporting residents with Dementia to live a fulfilling, comfortable life within the care home. There is a total of 9 care assistants, and 3 nurses on shift working every day, all members of staff complete food and fluid charts for each resident on a daily basis as part of their job roles. Sleep monitoring charts were completed by 1 nurse and 4 care staff on a night shift as part of their job role, and the researcher and nurse’s complete medication charts when medication had been given as part of their job roles on a daily basis. Therefore, all of the data was made available to the researcher, and the researcher did not manipulate anything the individuals receive, and data was simply taken from their daily charts to monitor fluid, food, sleep and agitation.

Before any data was collected, a consent form was completed prior to any information being taken (see appendix 2 and 3 for consent forms). Those who have early onset dementia signed the consent form, the home’s Matron agreed to obtain consent from individuals and those providing consent for individuals to avoid the potential for perceived or actual coercion or reluctance by those who are cared for by the researcher to decline to consent.  Furthermore, for those individuals who could provide consent themselves, the matron arranged for a relative to be present when these individuals were being asked for consent to ensure that the study had been explained clearly and in a way the individual could understood. Those with middle and late stage dementia had an individual to sign on their behalf due to them not being able to give full informed consent. Each individual had a power of attorney, this was either a family member, husband or wife, or an IMCA (this is a person who is an advocate to make decisions for the individual who can’t make them themselves). The consent form included the purpose of the study and explain that the researcher will be asking for access information on what they have eaten, drunk, hours of sleep and whether or not they had received medication during the day before and after their daily activities. The individual or those signing on behalf of the individual were informed that the above information will be recorded for 14 days. The consent form also stated that the research will not be manipulating any aspect during the 14 days, because these are standard procedures that take place on a daily basis at the home. Furthermore, it was made very clear to the individual and those providing consent that the individual is not expected to give consent for their data to be used in the study, and they did not have to take part in the daily activities. The activities are part of their care package, but the residents generally decide whether or not they want to take part each day. This freedom of participation will not change because the individual (or those giving consent) has consented to allow their data to be used. Where are participant had not carried out the activities that day – this was noted on the charts (filled in by staff) and data was recorded as missing data.
An information form was given so participants and the power of attorney/IMCA understood what the researcher was trying to do. All individuals/power of attorney/ IMCA had the right to withdraw their data at any stage of the study. The individuals had the right to stop the activities at any time, because these are a standard part of their daily routine. All of the data (medication, fluid, and sleep and food intake) is naturally occurring, none of this was manipulated. These were existing recordings that are monitored on a daily basis by the researcher and other staff members as part of their role. After all data was collected, a number of Mcnemar tests were run using SPSS.

















Results
The following section outlines the results for the present study. The first part presents the results for diet intake for the three groups (early, mild, end). It presents the Mcnemar test and a bar chart with appropriate frequencies and percentages. 

Before and after activity for the early-stage group.
Forty-seven diet observations were taken from the early on-set Dementia patients following activities. An exact McNemar’s test determined that there was a significant difference in the proportion of good diet pre-and post-intervention, p=.000.

Chart 1 below shows that Before the activities, diet intake was good in only 15% of observations. As predicted, this increased significantly to 51% following activities.

Chart 1
Percentages of good and poor diet before and after activities in the early stage dementia group



[bookmark: _Hlk34643461]Before and after activity for the mild-stage group. 
One-hundred and forty-five diet observations were taken from the mild on-set Dementia patients following activities. An exact McNemar’s test determined that there was a significant difference in the proportion of good diet pre-and post-intervention, p=.000.

Chart 2 below shows that before the activities, diet intake was good in only 28% of observations. As predicted, this increased significantly to 65% following activities. 

Chart 2
Percentages of good and poor diet before and after the activities in the mild stage dementia group.
[image: ]

[bookmark: _Hlk34744466]







Before and after activity for the end-stage group. 
Thirty-five diet observations were taken from the end on-set Dementia patients following activities. An exact McNemar’s test determined that there was a significant difference in the proportion of good diet pre-and post-intervention, p=.046.

Chart 3 below shows that before the activities, diet intake was good in only 20% of observations. As predicted, this increased significantly to 40% following actives.

Chart 3.
Percentages of good and poor diet before and after activities in the end stage dementia group. 
 [image: ]

[bookmark: _Hlk34645993][bookmark: _Hlk34743334]The results above show that activities appeared to improve diet intake in both early and mild stage patients (an increase of 36% and 37%, respectively). The increase was less pronounced for late-stage patients (20%).
The following section outlines the results for the present study. The second part presents the results for agitation for the three groups (early, mild, end). It presents the Mcnemar test and a bar chart with appropriate frequencies and percentages. 

Before and after activity for the early-stage group. 
Forty-seven agitation observations were taken from the early on-set Dementia patients following activities. An exact McNemar’s test determined that there was not a significant difference in the proportion of good agitation pre-and post-intervention, p=.145.

Chart 1 below shows that before the activities, agitation was good in only 68% of observations. This did not decrease significantly to 60% following activities.

Chart 1.
Percentages of yes and no agitation before and after activities in the early stage dementia group. 


[bookmark: _Hlk34745235]Before and after activity for the mild-stage group. 

One-hundred and forty-five agitation observations were taken from the mild on-set Dementia patients following activities. An exact McNemar’s test determined that there was a significant difference in the proportion of agitation pre-and post-intervention, p=.000.

Chart 2 below shows that before the activities, agitation was 70% of observations. As predicted, this decrease significantly to 57% following activities. 

Chart 2
Percentages of yes and no agitation before and after activities in the mild stage of dementia group.
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Before and after activity for the end-stage group. 

Thirty-five agitation observations were taken from the end on-set Dementia patients following activities. An exact McNemar’s test determined that there was not a significant difference in the proportion of agitation pre-and post-intervention, p=.250.

Chart 3 below shows that before the activities, agitation was 57% of observations. This did not decrease significantly to 63% following activities. 

Chart 3
Percentages of no and yes agitation before and after activities in the mild stage of dementia group.


The results above show that activities appeared to improve agitation in mild stage patients (a decrease to 57%, respectively). The decrease was less pronounced for early stage (68% decreased to 60%) and actually increased for end-stage patients (57% increased to 62%)

[bookmark: _Hlk34646626]The following section outlines the results for the present study. The third part presents the results for sleep for the three groups (early, mild, end). It presents the Mcnemar test and a bar chart with appropriate frequencies and percentages. 

Before and after activity for the early-stage group. 

Forty-seven sleeping observations were taken from the early on-set Dementia patients following activities. An exact McNemar’s test determined that there was a significant difference in the proportion of agitation pre-and post-intervention, p=.000.

Chart 1 below shows that before the activities, sleep intake was only 15% of observations. As predicted, this increased significantly to 53% following activities.

Chart 1
Percentages of good and poor sleep before and after activities in the early stage dementia group.
[image: ]

Before and after activity for the mild-stage group. 

Forty-seven sleeping observations were taken from the mild on-set Dementia patients following activities. An exact McNemar’s test determined that there was a significant difference in the proportion of agitation pre-and post-intervention, p=.000.

Chart 2 below shows that before the activities, sleep intake was only 19% of observations. As predicted, this increased significantly to 53% following actives. 

Chart 2
Percentages of the good and poor sleep before and after activities in the mild stage dementia group.








Before and after activity for the end-stage group. 

Forty-seven sleeping observations were taken from the end on-set Dementia patients following activities. An exact McNemar’s test determined that there was a significant difference in the proportion of agitation pre-and post-intervention, p=.000.

Chart 3 below shows that before the activities, sleep intake was only 20% of observations. As predicted, this increased significantly to 46% following activities.

Chart 3 
Percentages of good and poor sleep before and after activities in the end stage dementia group.


The results above show that activities appeared to improve sleep in early and mild and end stage patients (an increase of 53% and 53%, and 46%).


Discussion
The purpose of this study was to see the effects of activities on the quality of life with individuals with early, mild and end stage Dementia. The results showed promising findings, early, mild and end stage dementia group had an increase of diet intake of 51%, 65%, and 20% after activities, this supported the hypothesis, which stated that activities will improve diet intake which will result in a better the quality of life with individuals with early , mild and end stage dementia.
Results indicated that all three groups showed a significant difference in diet intake after intervention. Individuals from end stage dementia group showed a positive increase of diet intake, pre-intervention diet intake showed good at 20% after intervention diet showed a significant increase to 40%. Although the diet intake in end stage dementia group didn’t have a large improvement (20%) this could be due to individuals having to rely on people for assistance with feeding. These findings backed up the claims made by, Schmid et al, (2003) where they investigated 108 different nursing homes, and their findings reported that those who needed assistance to be fed had a much bigger weight loss and those who could assist themselves. Reports from the early and mild stage dementia group also backs up these claims made. Due to the concerns raised by numerous researchers in the literature, Berkhout, Cools, and Van Houwelingen (1998), stated that weight loss amongst the elderly has many negative effects, resulting in infections, early mortality and poor quality of life. Therefore, from the results above it can be suggested that when activities are carried this will have a significant improvement in dietary intakes, which in turn will lower the risks of weight loss and malnourishment in those with early, mild, and end stages of dementia. As supplements are a normally given for those with low dietary intakes, positive findings could also result in a reduction in medical costs for the NHS. By having a healthier dietary intake this will result in a better quality of life, (Boyleat at al., 2003; Greenwood, Tam, Young, Binns, & Van Reekum, 2005; Lam, Tam, Chiu, & Lui, 2007; Politis et al., 2004; Stout, Wyman, et al., 2003; Yu, Kolanowski, Strumpf, & Eslinger, 2006; Tonerelli, 2005; White et al., 2004).  

Results from agitation
[bookmark: _Hlk35244267]The results showed significant findings from mild stage dementia group had a decrease of agitation from 70% down to 57% after activities, this supported the hypothesis, which stated that activities will improve agitation levels which will result in a better the quality of life. However, those from early stage dementia group only showed a slight improvement, but not a significant difference after the intervention. Agitation levels were 68% these decreased to 60%. One reason for the high levels of agitation in those in early dementia group, could be that individuals with a diagnosis of dementia become agitated due to them not recognising their surroundings. Fleischman et al, (1998) stated that individuals with dementia have symptoms of a reduction in explicit memory. This is where you try to intentionally remember something e.g. like where you are, why you are in a certain place, all this information is stored in your explicit memory. Therefore, this could be the reason of why agitation is present in those with early on-set dementia. In addition, Kuhn, (2003) stated that those with an early diagnosis of dementia are more than likely to experience stress and some sort of agitation, due to having an insight to their illness for a longer period of time, and sometimes understand the process of which the illness can progress. (Brierley et al., 2003). Therefore, it can be suggested that the reasons for these findings were a result of them understanding their illness, and their cognition fluctuating which have a result of the individual not being familiar with their surroundings. In the literature Senanarong & Cummings, et al., (2004) backed up these findings and found in their study that those with early stage dementia may present signs of agitation due to them being unfamiliar to their surroundings, and being unable to express their concerns. 
Results from end stage dementia showed an increase in agitation from 57% to 62% after intervention. This did not support the hypothesis where it was suggested that activities would reduce agitation. The reason why this could have happened was due to the levels of activities being given. Erikson et al, (2009) stated that areas of the brain which are associated with high levels of fitness, which is situated in the hippocampus, is the most affected area of the brain in end stage dementia. From these findings, it could explain why activities can benefit those with early, and mild stage dementia and not end stages. (Eggermont et al., 2009). Also, it has been found that those in the end stages of dementia experience less blood flow to the brain, these are more regular, reducing positive effects of high concentration on brain functioning (Eggermont et al., 2006). Therefore, it can be suggested that a high intensity physical activity might be tense, which causes an increase in cortisol level (Kudielka et al., 2009), which then, affects parts of the brain such as the hippocampus which may have been the cause of high agitation levels. Another suggestion of why individuals might have displayed higher agitation levels in the end stages of dementia is due to the difficulties in the assessment process. Voilcer et al, (1998) stated that those with end stages of dementia, need much more careful assessments to be carried out before any type of interventions are made. As it has been suggested that due to the severity of the illness, individuals are unable to express themselves freely, (Voilcer et al, 1998). Moss et al, (2002) raised concerns stating that agitation was being misjudged, and antipsychotic drugs where been administered. Moss et al, (2002) found that those who were unable to express themselves suffered a secondary illness, which resulted in behaviour problems. It was suggested that these symptoms were a result of pain and not agitation.

Results from sleep
Results from early, mild and end stage dementia group showed significant improvement in sleep after intervention. This supported the hypothesis which stated that activities will improve sleep in those with early, mild and end stages of dementia. Results from early hand an increase from 15% to 53%, mild hand an increase from 19% to 53% and end stages group had an increase from 20% to 46%. These backed up the claims found by Brassington & Hicks, (1995), when they stated that the physiological benefits of regular activities have both long- and short-term benefits on sleep. It has been found that by participating in regular exercise, sleeping patterns are improved on a short-term basis, and also the long-term benefits increase moods and muscular strength. In the literature, Petetruzzelo et al., (1991) stated that those who participated in a variety of different activities, resulted in an improvement in individual’s mood which in turn helped them to relax, and in turn this had a positive result on their ability to sleep.

 Limitations/future research
Although the majority of the results support the hypothesis, the study above has a number of limitations, the current research was unable to carry out a controlled study, this due to the participants receiving the activities as part of their daily routine within the care home. To the researcher’s knowledge there has not been any research carried out on a controlled group therefore, by introducing a controlled group. A comparison could be made between those who received intervention and those who did not. This could provide a more precise result for the success of the activities. If significant outcomes are found this could then provide a better quality of life for those with dementia. Also, there was a limit on the amount of activities that were carried out, activities were time restricted to after two pm. Researchers can improve the effectiveness by increasing activities throughout the day. Conducting research with less restrictions on the activities being provided, this could lead to a more effective outcome which could then enhance the quality of life with those with early, mild and end stages of dementia. The type of activities was also limited, participants may not of enjoyed all activities therefore, this could of lead to individuals being agitated also, questions could be asked whether the activities being provided were suitable for end stage dementia groups. Therefore, future research could strengthen their studies by introducing a controlled group for each stage of dementia, and provide a more productive activity for each stage early, mild or end. 

[bookmark: _Hlk35249165]Further limitations include the sample size used. Future research could increase the number of participants used as this would then lead to a more representative population, which could result in a more credible finding. Also, there was a distinct female majority to the studies participants therefore, there is further need to explore the impact upon the male gender. A comparison between males and females could be carried out to see what activities are more effective for each gender this could provide a more effective outcome, which could result in a better quality of life. Due to the participants having the activities as part of their daily routine, and being unable to guarantee that participants carried out enough of each activity, this limited the researcher to compare the three activities. Also, the researcher did not carry out the activities, this was implemented by the activity’s coordinator, therefore, the researcher was unable to make sure that all participants undertook the same amount of activity equally. Future researchers could introduce a study which controlled the activities parameters and in turn this could enable researchers to find out which activities were more effective by comparing them. The research relied on others to fill out charts, this limited the control, particularly as staff could have documented results wrong. Therefore, for a more accurate and solid report, researchers could limit the number of individuals filling in charts, this could minimise any discrepancies being made. The way in which sleep was monitored may have been misinterpreted by care staff. Participants are checked on throughout the night, and notably, this could have disturbed their sleep which would have skewed any recordings of the individuals sleep patterns. Therefore, future researchers could provide a digital sleep monitor to minimise the disturbance being made by care staff and therefore provide a more accurate result. Agitation was measured by a yes/no monitoring chart, this could be improved by providing a chart that measures different stages of agitation. Future researchers could use the Cohen-Mansfield Agitation Inventory (CMAI, Cohen-Mansfield, 1986). This could provide a more precise result, which could result in a more significant findings ultimately to enhance the quality of life of individuals with dementia. The diet intake was monitored, and documented by a number of different care staff even though there was a significant difference in diet intake, future research is need to make an accurate account, as members of staff might have documented differently. Researchers could limit the number of individuals filling in charts. By carrying out this research, individuals with dementia could have a better quality of life by enhancing their dietary intake. 
Conclusion
From this study it can be suggested that the effects of activities have an overall positive outcome for the quality of life with those with early, mild and end stages of dementia. Although there is research that looks at the effects of elderly individuals and activities, the amount of research relating to activities and dementia is very limited. Therefore, this needs to be investigated further to help minimise the negative impact of those diagnosed with dementia. As the activities are simple to undertake along with the much needed education on the signs and symptoms of individuals with dementia, combined these can provide individuals with the simple tools to help support those effected. As dementia is still currently being treated with medication and the side effects are persistence, an alternative intervention is required to minimise the side effect impact and in turn also minimise the costs to NHS. As activities have proven to provide significant changes in diet, agitation, and sleep, this study indicates, with further research, that there may be alternative interventions for individuals with dementia to have a better quality of life.
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	Institution
	


	Contact person name
	


	Contact person e-mail address

	

	Has this individual consented to sharing their details on this form?
	YES
	☐
	NO
	☒

	Are you in receipt of a KESS scholarship?
	YES
	☐
	NO
	☒

	Is your research externally funded
	YES
	☐
	NO
	☒

	Are you specifically employed to undertake this research in either a paid or voluntary capacity?
	Voluntary
	YES
	☐
	NO
	☒

	
	Employed
	YES
	☐
	NO
	☒

	Is the research being undertaken within an existing UWTSD Athrofa Professional Learning Partnership (APLP)
	If YES then the permission question below does not need to be answered.
	YES
	☐
	NO
	☒

	Permission to undertake the research has been provided by the partner organisation
	(If YES attach copy)
If NO the application cannot continue
	YES
	☐
	NO
	☒




Where research activity is carried out in collaboration with an external organisation
	Does this organisation have its own ethics approval system?
	YES
	☐
	NO
	☒

	
If Yes, please attach a copy of any final approval (or interim approval) from the organisation




SECTION E: Details of Research Activity
	Indicative title:
	[bookmark: _Hlk36492222]The effect of activities on the quality of life with individual’s with dementia.

	Proposed start date:
	10/11/2019
	Proposed end date:
	27/03/2020

	Introduction to the Research (maximum 300 words)
Ensure that you write for a Non-Specialist Audience when outlining your response to the three points below:
· Purpose of Research Activity
· Proposed Research Question
· Aims of Research Activity
· Objectives of Research Activity
Demonstrate, briefly, how Existing Research has informed the proposed activity and explain
· What the research activity will add to the body of knowledge 
· How it addresses an area of importance. 

	Purpose of Research Activity

[bookmark: _Hlk32156698]The purpose of this research is to see whether activities improve the quality of life for individuals with dementia. Quality of life refers to the well-being of an individual (Edwards and Larson, 1992; Mather, 2002).  There is evidence that suggests with increased activity in older people, particularly individuals with dementia, individuals become more content, happier and healthier (Edwards & Larson, 1992; Mather, 2002).  
The aspects of quality of life measured in the present study are increased fluid and food intake, a reduction in agitation and an improvement in sleep. 
Dementia has been classed as one of the fastest growing concerns worldwide. The number of individuals diagnosed with dementia is rising at an alarming rate with over 35.6 million worldwide being diagnosed in 2010, and figures expected to almost double every two decades (WHO,2012). It has been found that dementia costs the NHS over 26 billion pound year in the UK (NHS, 2018) alone, and growing numbers of those diagnosed with dementia is expected to increase these figures in the near future. The speed in which dementia symptoms progress will vary, some depend on the individual’s circumstances, e.g. their physical and social environment, their overall health and well-being, medication, and the nature of the disease or condition that is causing the dementia. Activities and exercise in older healthy people have been widely explored, which suggests that activities and exercise increases the quality of life in healthy older people, reducing the risks of psychological issues and other medical problems. Edwards and Larson, (1992); Mather, (2002). It has been suggested that by doing regular exercise and being involved in activities improves sleep, by promotion of relaxation and maintenance of daytime wakefulness (Montgomery and Dennis,  2002). According to Hays and Minichiello (2005) musical activities such as singing and listening to music helps an individual’s emotional well-being, which in turn promotes independence and communication, reducing isolation, improving cognitive functioning, or slowing down cognitive decline. Caddy and Duffin, (2005) also suggested that music improve cognitive functioning and also reduces anxiety with people with dementia. Montgomery and Dennis (2002) also suggested that touch, such as massages and gentle stroking on a person’s arm, face, encourages acknowledgement from individuals with late stage dementia, like eye flickering, better diets and fluid, contentment, and relax fullness. Denny’s (1982-1984) model of physical and cognitive ageing will be explored, and the research carried out by Erikson et al (2010) study when he carried out a controlled study on 120 older adults involved in different activities.




(this box should expand as you type)

	Research Question 
The effect of activities on the quality of life of individual’s with Dementia. 

(this box should expand as you type)

	Aims of Research Activity
[bookmark: _Hlk32156798]The aim of this research is to understand the effect of activities on aspects of quality of life within a care home. In particular, I am looking at which types of activities have the biggest effect (Music, Touch/reminiscence, Games) and whether these make a difference to the quality of life of individuals with mild, moderate and late stage Dementia.


(this box should expand as you type)

	Objectives of Research Activity 
Research has suggested that regular exercise/activities increases cognition, which in turn improves the quality of life of individuals with Dementia, Etnier et al (1997). It has been recognised that individuals with Dementia, are often agitated, or sleep for long periods of the day, which result in poor sleep at night. Furthermore, they often have a poor diet intake due to sleeping heavily or they are too agitated to eat meals. Current practice to reduce agitation is the receiving of medication https://www.alzheimers.org.uk/. 

[bookmark: _Hlk32157019]Dementia can cause people to withdraw from activities and enjoyable interaction with others so it’s important to try and maintain those relationships and interests to help people living with dementia enjoy a better quality of life. There are so many benefits to keeping active, such as maintaining everyday skills, self-esteem, confidence, autonomy, enjoyment, pleasure and social contact (Bowes, Dawson, Jepson, & McCabe, 2013). Understanding the effect of different activities on individuals with Dementia at different stages will enable a broader understanding and help in the development of future initiatives for those with Dementia

In the care home that will be used for this study, activities are introduced in the afternoons after 2pm. It has been noticed that for some individuals, following activities, communication is better, diet and fluid intake is increased which results in less agitation. Daily activities are a normal intervention within the care home. The care home has an activities coordinator that creates different activities throughout the week, these include music therapy, touch/hand massage and games. Therefore, I will only be evaluating the effect of the activities that are already set up. In particular, I will be monitoring whether these activities improve food and drink intake and sleep during the night and whether they reduce agitation.   


(this box should expand as you type)

	Proposed methods (maximum 600 words)
Provide a brief summary of all the methods that may be used in the research activity, making it clear what specific techniques may be used. If methods other than those listed in this section are deemed appropriate later, additional ethical approval for those methods will be needed.

	[bookmark: _Hlk32157180]The research carried out will be a field experiment, within a care home setting. Food and fluid charts, sleep patterns and agitation (checking the medication received by the individual) that have been taken in the morning will be compared with those taken after the activities (evening) for a period of three weeks. During this three-week period each individual would have taken part in all three of the activities at least twice (allowing for those who feel unwell and not feeling up to taking part in the activities).

IV-1 Activity type with 3 conditions. All individuals take part in these three activities as part of their care at the Home.  (1) Music - The decade you were born music, 40s DVD will be used for the sing along activity. (2) Exercise - Soft sponge balls will be used to do chair exercises (3) Touch/reminiscence - Hand creams will be used for hand massages along with their “ THIS IS ME” file. This file was put together by families, friends etc, it tells you all about the resident’s past, e.g children, jobs, hobbies, photographs. 
IV-2 Group type with 3 conditions: (1) Mild onset Dementia, (2) Moderate onset Dementia and (3) late- stage Dementia (the individuals have already been diagnosed prior to participating in the study)
DV- Quality of life measure: amount of sleep, food and fluid intake and agitation.

There are currently 36 individuals living at the home. They are all over the age of 65, with 3 males and 33 females. All have Dementia: 8 with early onset dementia, 14 with moderate stage dementia and 14 with late stage dementia. All individuals (and family members/power of attorney) will be told about the study and asked if they would consent to their data to be used in the study. 

Diet and fluid charts are monitored for all participants throughout the day (am, pm and evening). For the purpose of this study, I will create a score for analysis e.g. 0 - no diet intake, 1 - poor diet intake, 2 - good diet intake. No diet refers to no food or fluids consumed, poor intake refers to attempts to eat and drink and good refers to eating the majority of the food and drink provided (the staff complete the charts and understand the difference between poor and good intake). The amount of sleep will also be monitored as part of the daily routine in the home. Again, I create scoring for this - 0=no sleep, 1-6=poor sleep and 7hrs+= good sleep. According to NICE guidelines (2018) a good sleep for a person over the age of 60 is 7 hours. The selection of 0 sleep, 1-6 hours and 7+ is the way that the charts are completed by staff at the home following random spot checks throughout the night. 

Residents within the care home are given prescribed medication for agitation from a doctor. This type of medication is given if a resident was to become agitated (PRN, meaning only give when agitation occurs). I and other nurses within the care home are trained to administer these medications to residents as part of their job roles within the care home. The researcher will also create scoring for whether medication for agitation has been given =1 or not given = 0 as the measurement of agitation.

The researcher is the care manager of the nursing home who is responsible for supporting residents with Dementia to live a fulfilling, comfortable life within the care home. There is a total of 9 care assistants, and 3 nurses on shift working every day, all members of staff complete food and fluid charts for each resident on a daily basis as part of their job roles. Sleep monitoring charts are completed by 1 nurse and 4 care staff on a night shift as part of their job role, and the researcher and nurse’s complete medication charts when medication has been given as part of their job roles on a daily basis. Therefore, all of this data will be available to the researcher, and the researcher is not manipulating anything the individuals receive, and data will simply be taken from their daily charts to monitor fluid, food, sleep and agitation.

[bookmark: _Hlk26971838]Before any data is collected, a consent form will need to be completed prior to any information being taken (see information/consent forms). Those who have early onset dementia can sign the consent form, those with middle and late stage dementia will have an individual sign on their behalf due to them not being able to give full informed consent. Each individual has a power of attorney this could be a family member, husband or wife, or an IMCA, this is a person who is an advocate to make decisions for an individual who can’t make them themselves. The consent form will include the purpose of the study and explain that the researcher will be asking for access information on what they have eaten, drunk, hours of sleep and whether or not they had received medication during the day before and after their daily activities. The individual or those signing on behalf of the individual will be informed that the above information will be taken for three weeks. The consent form will also state that the research will not be manipulating anything during the three weeks, because these are things that take place on a daily basis at the home. Furthermore, it will be made very clear to the individual and those providing consent that the individual is not expected to give consent for their data to be used in the study, and they do not have to take part in the daily activities. The activities are part of their care package, but the residents generally decide whether or not they want to take part each day. This will not change. Just because the individual (or those giving consent) has consented to allow their data to be used, if they have not carried out the activities that day – this will be noted on the charts (filled in by staff) and data will be recorded as missing data.

(see information/consent forms).   

A debrief form will be given so participants and the power of attorney/IMCA will understand what the researcher was trying to do. All individuals/power of attorney/ IMCA will have the right to withdraw their data at any stage of the study. The individuals can stop the activities at any time, because these are a natural part of their daily routine. All of the data (medication, fluid, and sleep and food intake) is naturally occurring, none of this will be manipulated. These are things that are monitored on a daily basis by the researcher (as part of her job) and other staff members. 

Using a mixed-subjects design, three separate chi-square tests will be calculated 3x3 ANOVAs will be run using SPSS. One for fluid and food (3x3), sleep (3x3), agitation (3x2). 
 (this box should expand as you type)



	Location of research activity
Identify all locations where research activity will take place.

	The research is being carried out within a care home that looks after individuals with a number of different illnesses or age-related restrictions, mainly individuals with dementia. The care home is a 47-bed care home in Sketty, Swansea. The researcher has worked in the care home for 15 years and is the care manager. 

(this box should expand as you type)

	Research activity outside of the UK
If research activity will take place overseas, you are responsible for ensuring that local ethical considerations are complied with and that the relevant permissions are sought. Specify any local guidelines (e.g. from local professional associations/learned societies/universities) that exist and whether these involve any ethical stipulations beyond those usual in the UK (provide details of any licenses or permissions required). Also specify whether there are any specific ethical issues raised by the local context in which the research activity is taking place, for example, particular cultural and/or legal sensitivities or vulnerabilities of participants.

	
N/A

(this box should expand as you type)


	Use of documentation not in the public domain: Are any documents NOT publicly available?   

	NO
	☐

	
	YES
	☒

	If Yes, please provide details here of how you will gain access to specific documentation that is not in the public domain and that this is in accordance with prevailing data protection law of the country in question and England and Wales.

Information will be taken from the daily charts (fluid, food, medication and sleep) as part of the data for this study. Furthermore, I will also access information on the individual’s diagnosis of Dementia (early, moderate, late) that has been provided by the home’s doctor. I have had permission from the home’s owners to use this information. Individuals (or those providing consent) will be asked in the consent form whether they are willing for the researcher to use this information. If not, the data for these individuals will not be accessed and not included in the study (but will obviously still do all activities, and the fluids, food, sleep and agitations will still be monitored because these take place every day). 

All care homes policies, procedures and data protection act 1998 will be followed before any research is carried out. All documents and data being used will be anonymous and will remain within the care home. Any of the policies and procedures can be obtained from the care home for verification if needed.

(this box should expand as you type)





SECTION F: Scope of Research Activity
	Will the research activity include:
	
YES
	
NO

	Use of a questionnaire or similar research instrument?
	☐
	☒

	Use of interviews?
	☐
	☒

	Use of diaries?
	☐
	☒

	Participant observation with their knowledge?
	☐
	☒

	Participant observation without their knowledge?
	☐
	☒

	Use of video or audio recording?
	☐
	☒

	Access to personal or confidential information without the participants’ specific consent?
	☐
	☒

	Administration of any questions, test stimuli, presentation that may be experienced as physically, mentally or emotionally harmful / offensive?
	☐
	☒

	Performance of any acts which may cause embarrassment or affect self-esteem?
	☐
	☒

	Investigation of participants involved in illegal activities?
	☐
	☒

	Use of procedures that involve deception?
	☐
	☒

	Administration of any substance, agent or placebo?
	☐
	☒

	Working with live vertebrate animals?
	☐
	☒

	Other primary data collection methods, please explain in this box
For example, ‘focus groups’. Please indicate the type of data collection method(s) in this box and tick the accompany box.
	☒
	☐

	Details of any other primary data collection method:
See in-depth details above of what data will be obtained.

(this box should expand as you type)
	
	


If NO to every question, then the research activity is (ethically) low risk and may be exempt from some of the following sections (please refer to Guidance Notes).

If YES to any question, then no research activity should be undertaken until full ethical approval has been obtained. 



SECTION G: Intended Participants
	Who are the intended participants:
	
YES
	
NO

	Students or staff at the University?
	☐
	☒

	Adults (over the age of 18 and competent to give consent)?
	☒
	☐

	Vulnerable adults?
	☒
	☐

	Children and Young People under the age of 18? (Consent from Parent, Carer or Guardian will be required)
	☐
	☒

	Prisoners?
	☐
	☒

	Young offenders?
	☐
	☒

	Those who could be considered to have a particularly dependent relationship with the investigator or a gatekeeper?
	☐
	☒

	People engaged in illegal activities?
	☐
	☒

	Others (please identify specifically any group who may be unable to give consent) please indicate here and tick the appropriate box.

	☒
	☐

	Other – please indicate here:
Some of the participants will not be able to consent due to their Dementia, therefore consent from power of attorney/ IMCA will be gained before any data is gathered. 

The researcher will follow all care homes policies and procedures at all times. The researcher has had extended and in depth training on protecting vulnerable adults as part of their job role, this will be used to protect the participants at all times.



(this box should expand as you type)
	
	



	Participant numbers and source
Provide an estimate of the expected number of participants. How will you identify participants and how will they be recruited? 

	How many participants are expected?

	
I am unsure of the exact numbers until I gain consent.
Thirty-six individuals/those who provide consent will be asked if they would consent to having their data included in the study. However, not all may give consent. 

(this box should expand as you type)

	Who will the participants be?

	Individuals with early onset, middle stage and late stage Dementia. Participants will all be over the age of 65.


(this box should expand as you type)

	How will you identify the participants?
	I am the care manager of the home where the individuals with Dementia reside. Therefore, I have gained access in this way.

(this box should expand as you type)





	Information for participants:
	
YES
	NO
	
N/A

	Will you describe the main research procedures to participants in advance, so that they are informed about what to expect?
	☒
	☐
	☐

	Will you tell participants that their participation is voluntary?
	☒
	☐
	☐

	Will you obtain written consent for participation?
	☒
	☐
	☐

	Will you explain to participants that refusal to participate in the research will not affect their treatment or education (if relevant)?
	☒
	☐
	☐

	If the research is observational, will you ask participants for their consent to being observed?
	☐
	☐
	☒

	Will you tell participants that they may withdraw from the research at any time and for any reason?
	☒
	☐
	☐

	With questionnaires, will you give participants the option of omitting questions they do not want to answer?
	☐
	☐
	☒

	Will you tell participants that their data will be treated with full confidentiality and that, if published, it will not be identifiable as theirs?
	☒
	☐
	☐

	Will you debrief participants at the end of their participation, in a way appropriate to the type of research undertaken?
	☒
	☐
	☐

	If NO to any of above questions, please give an explanation 

	


(this box should expand as you type)



	Information for participants:
	
YES
	NO
	
N/A

	Will participants be paid?
	☐
	☒
	☐

	Is specialist electrical or other equipment to be used with participants?
	☐
	☒
	☐

	Are there any financial or other interests to the investigator or University arising from this study?
	☐
	☒
	☐

	Will the research activity involve deliberately misleading participants in any way, or the partial or full concealment of the specific study aims?
	☐
	☒
	☐

	If YES to any question, please provide full details 

	


(this box should expand as you type)





SECTION H: Anticipated Risks
	
Outline any anticipated risks that may adversely affect any of the participants, the researchers and/or the University, and the steps that will be taken to address them. 

If you have completed a full risk assessment (for example as required by a laboratory, or external research collaborator) you may append that to this form.  

	Full risk assessment completed and appended? 

	Yes 
	☐

	
	No
	☒

	Risks to participants
For example: emotional distress, financial disclosure, physical harm, transfer of personal data, sensitive organisational information

	Risk to Participant:

1. Due to the nature of Dementia, individuals may become emotionally distressed due to the reminiscences in one of the activities. 


2. Use of personal sensitive information (diagnosis, fluid, food, sleep, agitation) 

3. Transfer of data
	How will you mitigate the Risk to Participant

1. Because this activity is part of the activities undertaken by the Care Home, staff are trained to deal with this scenario, and they stop the activity and comfort the individual. The staff will follow the Home’s protocols to deal with this.  All individuals/families/ power of attorney/IMCA understand that this is one of the activities carried out by the Home. The researcher and staff at the home have had extensive training in dealing with vulnerable adults and will use their expertise knowledge to guide and support the individuals. The researcher has gained a trusting relationship with all participants therefore will always act in their best interest. Other senior members of staff will be present if any support is needed. The researcher will follow care homes policies and procedures at all times.

1. I have had permission from the Home’s owners and the Trust to access personal information. Individuals (or those providing consent) will be asked in the information sheet and consent form whether they are willing for me to use this information. (see information/consent forms). If not, the data for these individuals will not be accessed and not included in the study. Individuals will be informed that the data collected during the three weeks will be used for a final year undergraduate dissertation project, and not part of her job at the Home. It will also be made clear to that the data collected will not be traced back to the individual at any point.  Consent forms will be stored separately to the data (In my office draw at the Home – not in the safe with the data charts).  A debrief form will also be provided at the end of the three weeks so that individuals or the power of attorney/IMCA will have another opportunity to withdraw their data from the study.  

1. Transfer of data includes from the notes taken from the home (food intake etc.). These will remain at the home for the duration of the study (three weeks). These charts will be locked in the office safe. Then I will create an excel spreadsheet and transfer this information to my laptop which is password protected. The chart will then be shredded. The data will then be transferred from the spreadsheet to the university computer for SPSS analysis. 


(this box should expand as you type)

	If research activity may include sensitive, embarrassing or upsetting topics (e.g. sexual activity, drug use) or issues likely to disclose information requiring further action (e.g. criminal activity), give details of the procedures to deal with these issues, including any support/advice (e.g. helpline numbers) to be offered to participants. Note that where applicable, consent procedures should make it clear that if something potentially or actually illegal is discovered in the course of a project, it may need to be disclosed to the proper authorities

	


(this box should expand as you type)

	Risks to investigator
For example: personal safety, physical harm, emotional distress, risk of accusation of harm/impropriety, conflict of interest

	Risk to Investigator:

1.Accusation of a conflict of interest, since the researcher works at the home. 

2. Risk of physical harm when involved with the   
  activities (on my shift)


(this box should expand as you type)
	How will you mitigate the Risk to Investigator:

1, All participants/families/ power of 
attorney/IMCA will be informed when the data is being collected. 

2. The researcher will remain impartial and will simply be carrying out her normal duties and the only new thing she will be doing  - is collating the data for analysis. 

3, The researcher will gain guidance and support from other senior members of staff if conflict occurs during the data collection.

4, All care homes policies and procedures will be followed if the individual becomes upset or lashes out (this is part of the job). There is a protocol that I and other staff members follow when this occurs. 

5,The researcher will gain advice from the university if any concerns are raised.

6. The researcher will follow the BPS protocol. If the researcher is affected in anyway, then contact for advice and support will be made to the researchers supervisor



(this box should expand as you type)

	University/institutional risks
For example: adverse publicity, financial loss, data protection

	Risk to University:

A potential risk to the university could be that if the research student is not fully compliant in how they conduct their data collection, transfer of data or maintain respect towards the participant and the university which includes any materials or equipment used. 
Failure to do so, may result in adverse publicity, failure to comply with Data Protection Act and potentially financial loss to the university.



 (this box should expand as you type)
	How will you mitigate the Risk to  University:


The research student will gain full approval from the Academic Discipline of Psychology and the ethics committee   
 
The research student must always maintain and adhere to the BPS code of human research ethics and the University’s research integrity and the University’s code of practice, and always maintain a respectful manner throughout the process and work with the upmost professionalism.  
 
Participants/power of attorney/ IMCA will be provided with contact details for the researcher and her supervisor.

All risk assessments, data protection policies and procedures will be followed to minimise any risk that may occur.

The General Data Protection Regulation 2016 “GDPR”, Data Protection Act 2018 “DPA and the BPS guidelines will be adhered to when handling, transferring, analysing and reporting all data. No data identifiable information will be written up in the final dissertation. 



(this box should expand as you type)



	Disclosure and Barring Service

	If the research activity involves children or vulnerable adults, a Disclosure and Barring Service (DBS) certificate must be obtained before any contact with such participants.
	YES

	NO

	N/A


	Does your research require you to hold a current DBS Certificate?
	☒
	☐
	☐





SECTION I: Feedback, Consent and Confidentiality
	Feedback
What de-briefing and feedback will be provided to participants, how will this be done and when? 

	
All individuals will be verbally debriefed where the researcher will explain the reason why the data was taken and the rationale behind exploring the effect of activities on quality of life. Also, debrief forms will be given to those who can consent, and those who cannot, debrief forms will be given to power of attorney/ IMCA. All participants will have the right to withdraw their data at this (and any) stage.

(this box should expand as you type)

	Informed consent
Describe the arrangements to inform potential participants, before providing consent, of what is involved in participating. Describe the arrangements for participants to provide full consent before data collection begins. If gaining consent in this way is inappropriate, explain how consent will be obtained and recorded in accordance with prevailing data protection legislation.

	A residents meeting will be held within the care home by the researcher. A poster will be presented as to when the data will be obtained. 
[bookmark: _Hlk32159241]The Home’s Matron (Susan Khalshore) has agreed to obtain consent from individuals and those providing consent for individuals to avoid the potential for perceived or actual coercion or reluctance by those who are cared for by the researcher to decline to consent.  Furthermore, for those individuals who can provide consent themselves, the matron will arrange a relative to be present when these individuals are being asked for consent to ensure that the study has been explained clearly and in a way the individual has understood. 

Individuals and family member/power of attorney/ IMCA, will all be asked if they will allow their data to be used in the research. A consent form will be provided giving details of the research and what being involved will entail. (see information/consent forms). The researcher will inform them that all information obtained will remain anonymous at all times, and the data protection act 1998 will be followed, and that the data collected during the three weeks will be used for a final year undergraduate dissertation project, and not part of her job at the Home. It will also be made clear that the data collected will not be traced back to the individual at any point.  It is not assumed that all individuals and those providing consent on the individual’s behalf will agree for their data to be included in the study. It will be made very clear to them that they are not expected to give consent, and that this will have no bearing on the usual activities that they take part in each day as part of their care package. The individuals will continue with their daily activities (if they decide to) and have their charts completed following the Home’s policy. The only difference would be that I will not use their data in my study.  


Consent forms will be stored separately to the data (in the researchers lock office desk).

All the care home’s policies, procedures and risk assessments will be adhered to during the activities and taking of information relation to their food, drink, sleep and medication. They will be reassured that none of the daily activities or monitoring information will be manipulated by the researcher.   


(this box should expand as you type)

	Confidentiality / Anonymity
Set out how anonymity of participants and confidentiality will be ensured in any outputs. If anonymity is not being offered, explain why this is the case. 

	
No names will be used in the final dissertation. No other persons will be able to gain access to any data being collected. No documentation relating to personal medical records or information will be taken from the home. The researcher will simply code the information (explained above i.e. medication administered by the nurses for agitation - yes or no). To input the data to SPSS the names will be removed from the data on each person and allocated a number (particiant 1, 2,3 etc). The raw data taken from individuals will be inputted into the researcher’s laptop which is password protected and no other persons will have access. All raw data (without identifying information – just participant number) will be stored for a minimum of 12 months.

(this box should expand as you type)





SECTION J: Data Protection and Storage
In completing this section refer to the University’s Research Data Management Policy and the extensive resources on the University’s Research Data Management web pages (http://uwtsd.ac.uk/library/research-data-management/).
	Does the research activity involve personal data (as defined by the General Data Protection Regulation 2016 “GDPR” and the Data Protection Act 2018 “DPA”)?
	YES
	NO

	“Personal data” means any information relating to an identified or identifiable natural person (‘data subject’). An identifiable natural person is one who can be identified, directly or indirectly, in particular by reference to an identifier such as a name, an identification number, location data, an online identifier or to one or more factors specific to the physical, physiological, genetic, mental, economic, cultural or social identity of that natural person.
	x☐
	☐

	If YES, provide a description of the data and explain why this data needs to be collected:

	
Personal data will be used to enable the researcher to carry out an analyse. Participants stages of dementia will be used e.g early onset dementia, moderate, late stage this is needed to enable the researcher to put participants into groups for certain activities. The data for each DV (sleep, fluid etc.) will be obtained and attached to each individual’s results. However, once all the data has been collected for each individual over the three weeks, names will be removed and each person will be allocated a number (participant 1, 2,3 etc) so the transfer of data will be numbers, not names.

Names will be given on consent forms to enable the researcher to carry out the research. No other person will have access to this information other than the researcher. All consent forms will be locked away in my desk at the Home. 
 

(this box should expand as you type)

	Does it involve special category data (as defined by the GDPR)?
	YES
	NO

	“Special category data” means sensitive personal data consisting of information as to the data subjects’ –
(a) racial or ethnic origin,
(b) political opinions,
(c ) religious beliefs or other beliefs of a similar nature,
(d) membership of a trade union (within the meaning of the Trade Union and Labour Relations (Consolidation) Act 1992),
(e) physical or mental health or condition,
(f) sexual life,
(g) genetics,
(h) biometric data (as used for ID purposes),
	
x☐
	
☐

	If YES, provide a description of the special category data and explain why this data needs to be collected:

	Individual’s stage of Dementia will be used to enable the researcher to define the groups for analysis purposes e.g early onset dementia, moderate, and late stage. Demographic information will also be obtained (age and gender).
I have gained permission from the Home, Trust and Doctors to be able to use this information for this purpose. 

(this box should expand as you type)


	
Will the research activity involve storing personal data and/or special category data on one of the following:
	YES
	NO

	Manual files (i.e. in paper form)?
	☒
	☐

	University computers?
	☒
	☐

	Private company computers?
	☐
	☒

	Home or other personal computers?
	☐
	☒

	Laptop computers/ CDs/ Portable disk-drives/ memory sticks?
	☒
	☐

	“Cloud” storage or websites?
	☐
	☒

	Other – specify:

	☐
	☒

	For all stored data, explain the measures in place to ensure the security of the data collected, data confidentiality, including details of password protection, encryption, anonymisation and pseudonymisation:

	Personal data will be used so analysis can been run via SPSS. All data will be stored on the researcher’s laptop (entered into an excel spreadsheet from the paper-based fluid/food/sleep charts. 
All computers are password locked and only the researcher and dissertation supervisor will have access to this data. 


(this box should expand as you type)

	All Data Storage

	Will the research activity involve any of the following activities:
	YES
	NO

	Electronic transfer of data in any form?
	☒
	☐

	Sharing of data with others at the University?
	☐
	☒

	Sharing of data with other organisations?
	☐
	☒

	Export of data outside the European Union or importing of data from outside the UK?
	☐
	☒

	Use of personal addresses, postcodes, faxes, emails or telephone numbers?
	☐
	☒

	Publication of data that might allow identification of individuals?
	☐
	☒

	Use of data management system?
	☒
	☐

	Data archiving?
	☐
	☒

	If YES to any question, please provide full details, explaining how this will be conducted in accordance with the GDPR and DPA (and/or any international equivalent):

	
Data will be run via SPSS on the University’s computer (which is password protected). 
All data will be numerically coded – with no identifiable information. Transfer of data includes from the notes/charts taken from the Home (food intake etc.). These will not be physically removed from the Home. The charts will be locked in the office safe (this is the Home’s protocol – they are kept for 7 years, before being incinerated by a professional company used by the Home). I will create an excel spreadsheet type up the information from the charts onto my laptop which is password protected. The data will then be transferred from the spreadsheet to the university computer for SPSS analysis. Only myself and the dissertation supervisor will see results from data that have been collected.

The consent forms will be locked in my office desk (not with the fluid/food etc charts that will be locked in the safe at the Home. 

(this box should expand as you type)

	List all who will have access to the data generated by the research activity:

	The principal researcher and supervisor


(this box should expand as you type)

	List who will have control of, and act as custodian(s) for, data generated by the research activity:

	The principal researcher


(this box should expand as you type)

	Give details of data storage arrangements, including security measures in place to protect the data, where data will be stored, how long for, and in what form. Will data be archived – if so how and if not why not.  

	

Raw data will be used for analysis via spss. The data gained from participants will be stored in excel on the researcher’s laptop for a period of 12 months, after this time all data will be deleted. No other persons will be able to gain access to the data as the laptop password protected. Data taken from the charts at the home (food intake etc.) will be locked in the safe in the office of the home until I am ready to type this into a spreadsheet ready for transferring to SPSS.  
(this box should expand as you type)

	Please indicate if your data will be stored in the UWTSD Research Data Repository (see https://researchdata.uwtsd.ac.uk/ ).   If so please explain. (Most relevant to academic staff) 

	
NO

(this box should expand as you type)

	Confirm that you have read the UWTSD guidance on data management (see https://www.uwtsd.ac.uk/library/research-data-management/)

	YES
	☒

	
	NO
	☐

	Confirm that you are aware that you need to keep all data until after your research has completed or the end of your funding
	YES
	☒

	
	NO
	☐





SECTION K: Declaration
	The information which I have provided is correct and complete to the best of my knowledge. I have attempted to identify any risks and issues related to the research activity and acknowledge my obligations and the rights of the participants.

In submitting this application I hereby confirm that I undertake to ensure that the above named research activity will meet the University’s Research Ethics and Integrity Code of Practice

	Signature of applicant:
	LA Ferrier
	Date:
11/12/19




For STUDENT Submissions:
	Director of Studies/Supervisor:
	Charlotte Greenway
	Date: 11.12.19

	Signature:
	[image: ]

	



For STAFF Submissions:
	Head of School/Assistant Dean:
	
	Date:

	Signature:
	

	



Checklist: Please complete the checklist below to ensure that you have completed the form according to the guidelines and attached any required documentation:
	☒
	I have read the guidance notes supplied before completing the form.

	☒
	I have completed ALL RELEVANT sections of the form in full.

	☒
	I confirm that the research activity has received approval in principle

	☐
	I have attached a copy of final/interim approval from external organisation (where appropriate)

	☐
	I have attached a full risk assessment (and have NOT completed Section H of this form) (where appropriate)  ONLY TICK IF YOU HAVE ATTACHED A FULL RISK ASSESSMENT

	☒
	I understand that it is my responsibility to ensure that the above named research activity will meet the University’s Research Ethics and Integrity Code of Practice.

	☒
	I understand that before commencing data collection all documents aimed at respondents (including information sheets, consent forms, questionnaires, interview schedules etc.) must be confirmed by the DoS/Supervisor, module tutor or Head of School.

	☒

	I have deleted the guidance notes before submitting the PG2 for consideration































Appendices 2
Consent for family members.
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Information sheet
The effect of activities on the quality of life with individuals with Dementia.

My name is Lyndsey Ferrier; I am the Care Manager of the Old Vicarage Nursing Home. I am also a Psychology student at the University of Wales Trinity Saint David (UWTSD) and I am currently doing my final year project and would like to carry out my study at the Home.   

I have asked you to attend this meeting today to ask you to provide consent on behalf of ____________________(individual’s name). The study information is presented below.

What is the purpose of the study?
The purpose of the study is to see whether specific activities improve the quality of life for individuals with Dementia. In particular, I would like to find out whether activities help food intake, sleep and agitation levels. Food and fluid charts, sleep patterns and agitation levels are recorded every day at the Home, so I do not require the individual to do anything differently. As you already know, daily activities are a regular feature within the care home. The activities of interest in this study are music therapy, touch/hand massages and reminiscence, and gentle exercise (softball chair games). As usual, activities are organised by the Home’s staff and they will follow the usual protocols when running the daily activities.  

What information will be used in the study?
The food and fluid intake, sleep and agitation levels will be taken from the charts before and after the activities every day, in the morning and at tea time or a period of three weeks.  I am also asking your permission to access information from the care notes to determine at which stage of Dementia the individual is at. This information will simply be used to place the individual into an early, middle or late-stage Dementia group.  This is to see if the activities affect the groups differently. No other information will be taken from the care notes. All information taken over the three weeks will be anonymous and remain confidential; no names or other identifiable information will be used at any point in the study report.


What happens if I do not provide consent for the individual named above to take part in the study?
You do not have to provide consent for the above individual to take part in the study. Participation is voluntary and it up to you to decide whether to give consent on behalf of the resident under your care. The daily activities are part of their care package, and residents generally decide whether or not they want to take part in them. This will not change. The individuals will continue with their daily activities (if they decide to) and have their charts completed following the Home’s policy. The only difference would be that the information would not be used in the study. As usual, if the individual feels unwell or does not feel up to taking part in the activities, they do not have to. The staff will follow the usual protocols when running the daily activities.   You can also contact Lyndsey at any time during or at the end of the study if you change your mind about wanting to include the individual’s information in the study. 

Are there any risks involved?
The project has received full ethical approval from Academic Discipline of Psychology and Counselling’s Research Ethics Committee at UWTSD and has been approved by the Home Manager and the Trust. All information collected will remain confidential and the identity of those who agree for their information to be used will remain anonymous. Should you have any concerns about the study, you can discuss these concerns with Lyndsey, Matron or Lyndsey’s research supervisor (Dr Charlotte Greenway: c.greenway@uwtsd.ac.uk).

What will happen with the results?
The information from the charts will not be physically removed from the Home and will continue to be locked in the office safe (as per the Home’s protocol). The information from the charts will be typed up onto an excel sheet before being transferred to a statistical package for analysis. The consent forms will be locked in a separate place (office desk) to ensure that the information taken from the charts cannot be traced back to the individual. The final results will be written up  in a final year project that will be assessed by the University.  

Thank you for taking the time to read this information. If you are happy to provide consent for the above named individual, please sign the attached consent form. 

Student – Lyndsey Ferrier:  1706479@student.uwtsd.ac.uk
Supervisor – Dr Charlotte Greenway: c.greenway@uwtsd.ac.uk
___________________________________________________________________



Consent form

I understand that this research study is being carried out by Lyndsey Ferrier, a 3rd-year Psychology Student for her final year project, and I give my consent for her to access the care notes and use information from the daily food, fluid, sleep and agitation charts for  ____________________   (individual’s name).

I understand that participation in the activities is entirely voluntary and the above-named individual can choose not to take part in the activities and that I am free to withdraw this individual’s information from the study at any time without giving a reason. 

I am aware that if I have concerns about the study, I can discuss these concerns with Lyndsey, Matron or Lyndsey’s project supervisor (name and contact details above) at any time during or after the study.

I understand that the information taken will be held confidentially and anonymously, and no personal information will be traced back to the individual or Care Home.


I, ________________________________ give consent for _________________________  (individual’s name) to participate in the study conducted by Lyndsey Ferrier. 

RELATIONSHIP TO PARTICIPANT ____________________________

Signature:________________________________________________
Date:___________________________

Name and signature of individual taking consent 


Apendices 3
Individulas consent form
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Information sheet 
My name is Lyndsey Ferrier, I am the care Home Manager of the Old Vicarage Nursing Home. I am currently doing my final year University project and would like to carry out my study at the Home. 
As part of your care in the home, you take part in a number of daily activities and I would like to find out whether doing these activities help your food intake, sleep and energy.  As usual, if you feel unwell or do not feel up to taking part in the activities, you do not have to.    
I am also asking your permission to look at your care notes to see at which stage of Dementia you are at (early, middle or late-stage). No other information will be taken from your notes. There will be no way for anyone to know who you are from the information I use for my study. No names of people or the care home will be used in the final report.
Consent form 
I understand that this project is being carried out by Lyndsey Ferrier, and I give my permission for her to access my care notes and use information from my daily charts for her study.  I understand that my name or any personal information will not be used.

I understand that I do not have to take part in the activities and that I can have my information removed from the study at any time.

If I have concerns about the study, I can discuss these concerns with Lyndsey or Matron at any time.


Signature of the individual taking part in the study: ________________________________


Signature of family member/PoA present: ________________________________

Date:_______________
Appendices 4
Food and fluid chart
                                                                                                                 Chart No: 1 2 3 4 5 6 7 (please circle)
                                                      All Wales Food Record Chart
Please record all Food, Nutritional Supplements and Nourishing drinks consumed
                    If NONE consumed please specify the reason on the chart
Remember to: ● Record all food and drink consumed throughout the day
                           ● Describe the type of food served e.g. beef, bread, creamed potato
                           ● Specify the quantity and meal size actually eaten e.g. 1/2 a small bowl of soup.
	Addressograph
	Setting:
	Date:
Days:
Ongoing:

	
	Food Chart
Requested By:
	Nursing Staff:
Dietitian:
Other

	
	Date:
	

	
	Weight
	Reported:
	



	Meal/snack
	Foods/Nutritional supplements/nourishing drinks offered/ special diets e.g pureed.
	

	
	
	Portion served.(S,M,L.)
	Amount eaten(None, ¼, ½, ¾, All.
	Signed
	Countersigned by:

	Breakfast
	
	
	
	
	

	Mid-morning 
	
	
	
	
	

	snacks
	
	
	
	
	

	Lunch.
	
	
	
	
	

	Mid-afternoon 
	
	
	
	
	

	snacks
	
	
	
	
	

	Dinner
	
	
	
	
	

	
Supper
	
	
	
	
	

	
	
	
	
	
	


Appendices 5
Sleep monitoring chart
                                                                SLEEP CHART
Name: 
Date:
Instructions:
 1) For each hour, place check mark in either “awake” or “asleep” box. For best use, record the observation at the same time for each hour (e.g., record at 8:15, 9:15, 10:15, etc.)
 2) If the “awake” box is checked, note what the person was doing while awake. Provide brief description in the “activity”
 box 3) Place initials of staff name recording the observation in “initials” box                         
	
	
	
	
	

	TIME
	AWAKE
	ASLEEP
	ACTIVITY WHILE AWKE
	SIGN

	12.00AM
	
	
	
	

	01.00 AM
	
	
	
	

	02.00 AM
	
	
	
	

	03.00 AM
	
	
	
	

	04.00 AM
	
	
	
	

	05.00 AM
	
	
	
	

	06.00 AM
	
	
	
	

	07.00 AM
	
	
	
	

	08.00 AM
	
	
	
	

	09.00 AM
	
	
	
	

	10.00 AM
	
	
	
	

	11.00 AM
	
	
	
	

	12.00 PM
	
	
	
	

	13.00PM
	
	
	
	

	14.00 PM
	
	
	
	

	15.00 PM
	
	
	
	

	16.00 PM
	
	
	
	

	17.00 PM
	
	
	
	

	18.00 PM
	
	
	
	

	19.00 PM
	
	
	
	

	20. 00 PM
	
	
	
	

	21.00 PM
	
	
	
	

	22.00 PM
	
	
	
	

	23.00 PM
	
	
	
	





Appendices 6
Medication chart for agitation




   MEDICATION: DAILY LOG
Name: 
Date:
Instructions:
Please indicate on the record the type of medication given, the dosage, the prescribed dose, and time of day/night.
Please make sure signatures are clear.
Place documents in patients notes once completed.
	
	
	
	
	
	
	

	MEDICATION
	DOSE PRESCRIBED
	PRESCRIBED SCHEUDULE
	AM
	PM
	NIGHT
	SIGN

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	







Early-stage Dementia: Agitation

NO	Before 	After	31	40	YES	Before 	After	68	60	



end-stage Dementia: Agitation

NO	Before 	After	43	37	YES	Before 	After	57	63	



Mild-stage Dementia: Sleep

poor	Before 	After	81	47	good	Before 	After	19	53	



 End stage Dementia: Sleep

Poor	Before 	After	80	54	Good	Before 	After	20	46	



 Early-stage Dementia: Diet

Poor	Before 	After	85	49	Good	Before 	After	15	51	
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