Title
Exploring the impact of an individual, when looking after someone with dementia. A diary abstract of an individual who looks after their family member with dementia.
Abstract
Qualitive research will be looked at to see how dementia effects a family member. A personal document will be used from a daughter who writes about her mother’s battle with dementia and how it have affected her. (Ratnaike, 2018). Dementia is a global health issue that have affected over 46.8 million people worldwide, 750,000 of which live in the UK alone and numbers are expected to raise.( Alzheimer’s society, 2016). ). Dementia itself is not a disease, it is a term used to try and describe a number of different diseases that cause symptoms such as memory loss, confusion and the changes in an individual’s personality. (Alzheimer’s research , 2016). While analyzing the diary abstract a number of different themes were raised, the individual have highlighted many feelings regarding the effects dementia has. Quotes from individuals diary e.g “ She have become unnaturally possessive of me “,“ Surprised and saddened that some chose to cut ties with her mother.(Appendices, 1) The main findings while analyzing the diary found subordinate themes such as, sadness, frustration, theses were then put into Superordinate themes such as emotions, mental health.(see results section) The individual have encountered a number of different emotions, and have found it difficult to understand the behavior of their mother.
Introduction 
Qualitative research will be looked at to explore the impact of an individual, when looking after someone with dementia. A diary abstract from a daughter, who looks after her mother, who have been diagnosed with dementia have been analyzed. IPA research was carried out to analyse themes throughout the diary . IPA is used to analyse an individual’s past experiences in order to understand the world from their point of view . Reoccurring themes were such as scared, hopefulness and angry were gathered and put into subordinate themes, these were then categorized and put in superordinate themes. This study shows how an individual looking after an individual with dementia can affect them. For individuals dementia can be devasting. Bit by bit it takes away the individuals ability to do everyday things, therefore family and friends are needed to support the individual. This can be devasting for the family or friend involved in the care being given as they watch the gradual deterioration of their loved one.(Ferris. et. al, 1980) Dementia has a growing concern worldwide, with number of reported diagnosis being made, With over 75.000 reported cases in the Uk. ( Alzheimer’s society, 2016). In 1906 German physician Alois Alzheimers was the first to carry out investigation into memory loss investigating the brain. (Check,1989) Alzheimer’s disease represents around 60% of all diagnosis of dementia cases. The build-up of plaques around the nerve cells and the tangles inside the nerve cells in the brain causes dementia . There is also a loss in brain cells and the brain slowly starts the shrink as the dementia progresses. Dementia has a massive impact on the individuals personality, they often become unaware of their surroundings, and lose the ability to communicate effectively with others. The behavior of individuals with dementia can often be seen as disruptive and careless. (Check,1989) There is no cure for dementia, however there is medication available to slow down the process of dementia. (NHS, 2017) It have been reported that individuals who are diagnosed with dementia only live between seven and ten years after diagnosis. Care givers save the NHS over  six billion pounds a year, where the current cost is estimated to cost the NHS over twenty billion each year, these figures are expected to rise with the amount of diagnosis being made.(Payingforcare,2015) Throughout the diary there were many raised concerns from the daughter , regarding her mothers behavior and the deterioration in her mother’s health. The lack of understanding of the diagnosis made it harder for her to understand why her mum was acting the way she was. Individuals with dementia who requires care can be very challenging, it have been stated “its like chasing a six foot toddler”.(Farran et, al. 1986) It have been suggested that the bulk of care given is received from spouses, then by children more often than not their daughter. Looking after a loved one can cause a lot of stress resulting in mental illness issues.(Harris,2009) A survey that was published suggested that 28% of people who look after individuals with dementia quit their jobs due to the stress and demands, and further more many lowered their working hours. (Farran et, al. 1986) In 1982 reports from the American Medical Association reported that individuals who look after people with dementia often suffer with catastrophic reactions, extreme emotional responses by the individual suffering with dementia. caused  by the inability to carry out simple tasks. (Ferris et al, 1980)It have been suggested at the early stages of diagnosis an individual with dementia may recognize the individual giving care and appreciate the care being given, as they are still able to connect with their loved one, but as time goes on and the individual’s ability declines, the individual often becomes angry and distant to the care given offering help.(Ferris, et,al. 1980) Although there is little treatment for dementia there is still is need for a better understand and support network for individuals and their families. (Farran et, al. 1986) and a need to explore the impact it has on a family member needs to be more investigated. 
-

Methodology
Design 
A non- experimental qualitative approach was taken. A diary from the Alzheimer’s society (2018) was obtained from the internet, The diary involved a daughters views on her mother diagnosis of dementia, and how she was feeling with the effects of her mother’s behaviour. (Ratnaike, 2018).  The diary was read a number of times before any analysis was done so the researcher could try to understand what the individual was thinking. (Appendices, 1)Reoccurring subordinate themes were then added to the diary abstract they were highlighted in red.(Appendices, 3) Links were made between themes , these were then put into superordinate themes,(Appendices, 2) A table of themes was produced and superordinate themes was produced and added to the table. IPA (Interpretative Phenomenological Analysis) was used to analysis the diary.
Participants 
A dairy from a lady called Ming Ho, was obtained from the internet, which describes the effects of dementia on her mother . Ming, originally from Gloucestershire but now living in north London, was the only child of Glenys and her husband, Wai Kwong Ho, came from Shanghai in China. Wai Kwong died in the late 1980s, when Ming was still a student. Glenys age 92, who was diagnosed with mixed dementia in 2011. Glenys was born in Chorley, Lancashire to parents from north Wales and always considered herself Welsh. She was a professional classical singer who performed at concert halls, cathedrals and on BBC radio broadcasts. After  became a school teacher, though continued to train others in singing.(Ratnaike, 2018).
Apparatus/Materials 
A dairy abstract from the internet was used.
IPA analysis was used
Home laptop
Ethical approval

Procedure 
See appendices 5
Ethical Considerations
A ethics form was submitted to the university before any research was carried out.(Appendices,4) As the diary was obtained from the internet and available to the public domain, consent was presumptive as it was available to anyone to view and obtain a copy of the diary. There was a risk to the researcher as the diary abstract could of caused emotional distress, as the contents of the diary can be upsetting. Support and guidance websites can be found via the internet. (NHS,2017) There is also helplines available to support individuals to understand dementia if it effects anyone reading the research.(Alzheimer’s society, 2018)

Results/Discussion 
Based on the initial read of the diary abstract, there were a number of different emotions that were raised, and it was clear that the daughter was struggling with the diagnosis of her mothers dementia. There was clear evidence that she was unclear of what dementia was, and the behaviours that an individual can encounter.

Table displaying themes found while analysing the diary. This table displays the superordinate, subordinate themes found, by using quotes from the diary.
	Superordinate
Themes
	Subordinate
Themes
	Quotes/
Keywords
	Page/line/
Numbers

	Emotions
	Scared






Hopefulness






 Angry





Sadness
	I understand intellectually why Mum is the way she is, but it’s totally different to accept emotionally,
Glenys entered a care home in Gloucestershire in September 2011 and initially 65,seemed to settle in well.
saw it as an imposition. She said, “They can look after themselves!”’
She acknowledges how difficult it must have been for friends
	Pg,1, lines1/2 






Pg,2,lines 64/65






Pg,2,line,33





Pg,3, line 38

	Mental Health
	Depressed





Confused


Anxious
	for years there was so much going on with Mum, I didn’t have the time or headspace
She was strangely angry, defensive and resentful,’
I struggled with it, as I worried that a move could kill her.
	Pg,2,Lines, 58/59





Pg,2, line 31


Pg,4, line 75



This is a flow charts to display hierarchical nature of analysis.

Results/Discussion
Based on the initial read of the diary abstract, there were a number of different emotions that were raised, and it was clear that the daughter was struggling with the diagnosis of her mother’s dementia. Quotes such as ‘She started having extreme emotional reactions to things,’ says Ming. ‘She became unnaturally possessive of me on occasion and felt threatened by my relationships with others.’ Indicated that she was unsure of what dementia entitles.(Ratnaike,2018) Different quotes used by the daughter was used to try and analyse the diary abstract. Quotes such as “I understand intellectually why Mum is the way she is, but it’s totally different to 2,accept it emotionally”, and  ‘I know not to expect her to react as a mother to me – if it happens it’s a 91,bonus, (Ratnaike,2018)  were put into subordinate themes. Throughout the diary there were a number of different reactions, feelings displayed regarding her mother’s behavior, theses were clustered and put into superordinate themes, such as emotions. The lack of understanding of the diagnosis made it hard for the daughter to understand why her mum was acting the way she was. Quotes ‘She was strangely angry, defensive and resentful,’ says Ming. (Ratnaike,2018) Made it hard for the daughter to except resulting in in a number of different emotions. ‘ Individuals with dementia who requires care can be very challenging, it have been stated “it’s like chasing a six foot toddler”. (Farran et, al. 1986)  Quotes such as “things worsened, Ming’s attempts to call in support for both Glenys and herself were hampered by her mother, who didn’t think anything was wrong. (Ratnaike,2018) 
 “She wasn’t eating or washing, and was getting into distress, but could present as normal when visited by professionals,’ says Ming. ‘She told a social worker, “What do I need a carer for?” (Ratnaike,2018)  These type of quotes indicated that the daughter was struggling to manage her mother’s behavior and needed support to help care for her. It have been suggested that the bulk of care given is received from spouses, then by children more often than not their daughter. (Farran et, al. 1986)  It have been suggested at the early stages of diagnosis an individual with dementia may recognize the individual giving care and appreciate the care being given, as they are still able to connect with their loved one, but as time goes on and the individual’s ability declines, the individual often becomes angry and distant to the care given offering help. (Ferris, et. Al. 1980) Quotes like ‘I know not to expect her to react as a mother to me – if it happens it’s a bonus,’ she says. ‘But she sometimes  talks to me as if I’m staff or a waitress, which I find tragic as we have a lifetime’s history. (Ratnaike,2018)  Quotes likes this showed the deteriation in Glenys dementia, and started to slowly lose the ability to recognize her daughter. (Farran et, al. 1986)  A survey that was published suggested that 28% of people who look after individuals with dementia quit their jobs due to the stress and demands, and furthermore many lowered their working hours.Ferris, et, al, 1980) Quotes such as With Glenys’s needs coming first, Ming’s career went on hold. Having been a TV script editor, she had gone freelance as scriptwriter in 2000, writing for programmes such as EastEnders and Casualty. (Ratnaike,2018)  This showed to be true is past research. Research suggest that care giver’s often feel guilty about seeking help elsewhere, to help support their loved ones. This quote indicates the concern of their relationship, and hopefulness that their relationship will continue.  ‘Mum’s been everything to me and I’ve been everything to her. I was the center of her world. We’re each other’s only close family. But now she doesn’t know who I am. The play was grappling with that. What is a relationship? How can that disappear? How can you tap back into it?’ (Ratnaike,2018)  Dementia has a massive impact on the individuals personality, they often become unaware of their surroundings, and lose the ability to communicate effectively with others. The behavior of individuals with dementia can often be seen as disruptive and careless. (Check,1989) quotes like A neighbor died around 10 years ago, but Glenys didn’t show or seem to feel the kind of sympathy that could be expected. (Ratnaike,2018) The need for future research is needed, to try and  help support individuals and their families due to the raised concern of the lack of understanding and the support gained. There is a growing demand in health care, and with raising demands from dementia patients this is a great concern for the NHS and families having to try and financially support individuals. As dementia is still uncurable the number of reported dementia cases are expected to raise .(payingforcare,2015)





Reflexive Account 
The researcher has a great interest in dementia and the effects it has on an individual, the researcher is interested in the behaviours of individuals with dementia, and why they act the way they do. As the researcher works with individuals with dementia, it can benefit by trying to support family members deal with their loved ones. While carrying out the research, there were a number of concerns raised for the daughter, as the researcher felt that she didn’t have a lot of support around her. The initial though was that the daughter was unaware of what dementia entails, and the effects it would have on her mother. This research has been interesting as it shows the different types of emotions an individual encounters while looking after a person with dementia. As dementia is a fast and growing concern worldwide there is a great need for more investigation needed to help support individuals and loved ones, to come to term with the effects of dementia, and the impact it has.(NHS,2017) Different types of research could have been carried out, like quantiative research where questionnaires could be handed out and spss analysis could be used. This research is reliable due to it being an individual’s thoughts and feelings, however it does not truly account for everyone as this was a personal opinion of an individual, and it was not generalised. The diary used could have been a lot larger, or a number of different diaries could of been used to help gain more information regarding the thoughts of  individuals who look after people with dementia.
 Conclusion 
Although the research was interesting, a need for a more investigation is needed for a better understanding. The researcher should of used a larger diary abstract, or even a few different diaries. Throughout the research many thoughts and feeling where raised, and there was clear indication that dementia do effect care givers dramatically. There is much needed support and further investigation needed to make this research more reliable.
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Appendices,1
Diary( first read)
I understand intellectually why Mum is the way she is, but it’s totally different to accept it emotionally,’ says Ming Ho, whose mother Glenys has dementia.
Glenys, 92, was diagnosed with mixed dementia – Alzheimer’s and vascular dementia – in 2011. Her condition has totally changed their mother–daughter relationship, leaving Ming to wonder how she can tap back into what they once had.
Warm and friendly
Glenys was born in Chorley, Lancashire to parents from north Wales and always considered herself Welsh. She was a professional classical singer who performed at concert halls, cathedrals and on BBC radio broadcasts. After getting married she became a school teacher, though continued to train others in singing.
‘She was always very warm, generous and friendly,’ says Ming. ‘She was very empathetic – almost too much. She would be the first to help someone in trouble. She was also a bit of a joker and had a great sense of humour.’
Ming, originally from Gloucestershire but now living in north London, was the only child of Glenys and her husband, Wai Kwong Ho, a nuclear physicist from Shanghai in China. Wai Kwong died in the late 1980s, when Ming was still a student.
Ming says it's been hard to accept the massive change in her mum’s personality 
Extreme reactions 
Ming has seen her mum’s behaviour and personality change drastically over the years. She thinks there were very early signs after Glenys lost her husband, retired and saw her daughter move away from home, all in quick succession.
‘She started having extreme emotional reactions to things,’ says Ming. ‘She became unnaturally possessive of me on occasion and felt threatened by my relationships with others.’
A neighbour died around 10 years ago, but Glenys didn’t show or seem to feel the kind of sympathy that could be expected.
‘She was strangely angry, defensive and resentful,’ says Ming. ‘The family put a note through her door to let her know the news, but she somehow saw it as an imposition. She said, “They can look after themselves!”’
Glenys would have moments of paranoia or delusion, becoming uncharacteristically antagonistic.
‘It came and went in flashpoints, so was very hard for any of us to grasp,’ says Ming.
She acknowledges how difficult it must have been for friends, especially as Glenys was yet to be diagnosed. However, Ming was still surprised and saddened that some chose to cut ties with her mother.
 ‘I can understand people being confused, but some we had known for 30 or 40 years were quite mercenary, even when I explained things,’ she says.
Crisis point
As things worsened, Ming’s attempts to call in support for both Glenys and herself were hampered by her mother, who didn’t think anything was wrong. 
 “She wasn’t eating or washing, and was getting into distress, but could present as normal when visited by professionals,’ says Ming. ‘She told a social worker, “What do I need a carer for?”
‘That had been my opportunity to get some help but she totally rejected it. I was dying inside.
‘I used to say she was in denial, but now I see that she was unable to recognise her condition.’
With Glenys’s needs coming first, Ming’s career went on hold. Having been a TV script editor, she had gone freelance as scriptwriter in 2000, writing for programmes such as EastEnders and Casualty.
‘I used to say Mum was in denial, but now I see that she was unable to recognise her condition,’ says Ming.
‘I never intentionally gave up work, but when Mum reached crisis point I had to stop pitching and fell out of circulation,’ she says.
‘Thankfully I am now back in business, but for years there was so much going on with Mum, I didn’t have the time or headspace. Every day there was a crisis.’
 Ming struggles with the feeling of losing her close connection with her mum.
Agonising decision
Glenys entered a care home in Gloucestershire in September 2011 and initially seemed to settle in well.
‘It was a big upheaval so I was hugely relieved that she accepted the home and was able to thrive there,’ says Ming.
But in 2015 the manager left and the feeling of the home quickly changed.
‘There was evidently an imperative to cut costs and maximise profit,’ says Ming. ‘The staffing ratio in Mum’s unit was cut by half and the continuity went.
‘Mum was admitted into hospital with aspiration pneumonia in the midst of this trauma. The situation was very upsetting.’
After much agonising, Ming decided to move Glenys in May 2018.
‘I struggled with it, as I worried that a move could kill her. But she’s settled well and seems as content as she can be anywhere,’ she says.
Ming makes the 200-mile round trip to visit Glenys almost every week, never fully knowing what to expect.
‘That’s been one of the hardest things to accept – the massive change in Mum’s personality,’ she says.
‘She can still have cheeky moments and is relatively articulate but she’s also much more withdrawn and suspicious.’
 Support and hope 
Having learned more about dementia from fellow carers and professionals on Twitter and Alzheimer’s Society’s online community, Talking Point, Ming has blogged about her own experiences at www.dementiajustaintsexy. blogspot.com
However, she still struggles with the feeling of losing her close connection with her mum.
‘I know not to expect her to react as a mother to me – if it happens it’s a bonus,’ she says. ‘But she sometimes  talks to me as if I’m staff or a waitress, which I find tragic as we have a lifetime’s history.
‘Sometimes she’ll say nasty things. I try and rationalise it but it still hurts. I still have a cry over it.’
Some of these themes and feelings are explored in ‘The things we never said’, the award-winning Radio 4 play that Ming wrote about the relationship between a mother who has dementia and her daughter.
‘It wasn’t until Mum went into care that I stepped back and started thinking about the story I wanted to tell,’ says Ming.
‘Somewhere inside I hope she has an instinct of someone who loves her and cares about her,’ says Ming.
‘Mum’s been everything to me and I’ve been everything to her. I was the centre of her world. We’re each other’s only close family. But now she doesn’t know who I am. The play was grappling with that. What is a relationship? How can that disappear? How can you tap back into it?’
Although she knows that their relationship can never return to what it was, Ming is determined to retain any essence of what she and Glenys once had.
‘Every time I leave I say, “Remember I’m always thinking about you.” I know she won’t remember but I hope it makes an emotional impression,’ she says.
‘Somewhere inside I hope she has an instinct of someone who loves her and cares about her. I don’t want that to be broken.’












Appendices.2
Diary( red markers indicate subordinate themes)
1,I understand intellectually why Mum is the way she is, but it’s totally different to 2,accept it emotionally,(scared) (Emotions) says Ming Ho, whose mother Glenys has dementia.
3,Glenys, 92, was diagnosed with mixed dementia – Alzheimer’s and vascular 4,dementia – in 2011. Her condition has totally changed their mother–daughter 5,relationship, leaving Ming to wonder how she can tap back into what they once 6,had.
7,Warm and friendly
8,Glenys was born in Chorley, Lancashire to parents from north Wales and always 9,considered herself Welsh. She was a professional classical singer who performed 10,at concert halls, cathedrals and on BBC radio broadcasts. After getting married 11,she became a school teacher, though continued to train others in singing.
12,‘She was always very warm, generous and friendly,’(secure)  (Emotions) says Ming. ‘She was 13,very empathetic – almost too much. She would be the first to help someone in 14,trouble. She was also a bit of a joker and had a great sense of humour.’
15,Ming, originally from Gloucestershire but now living in north London, was the only 16,child of Glenys and her husband, Wai Kwong Ho, a nuclear physicist from 17,Shanghai in China. Wai Kwong died in the late 1980s, when Ming was still a 18,student.
19,Ming says it's been hard to accept the massive change in her mum’s 20,personality (Denial) (Mental health)
21,Extreme reactions 
22,Ming has seen her mum’s behaviour and personality change drastically over the 23,years.(Frustrated) (Emothions)She thinks there were very early signs after Glenys lost her 24,husband, retired and saw her daughter move away from home, all in quick 25,succession.
26,‘She started having extreme emotional reactions to things,’ says Ming. ‘She 27,became unnaturally possessive of me on occasion and felt threatened by my 28,relationships with others.’(Frustrated) (Emotions)
29,A neighbour died around 10 years ago, but Glenys didn’t show or seem to feel the 30,kind of sympathy that could be expected.(sadness)  (Emotions)
31,‘She was strangely angry, defensive and resentful,’(confused) (Mental Health)says Ming. ‘The 32,family put a note through her door to let her know the news, but she somehow 33,saw it as an imposition. She said, “They can look after themselves!”’(Angry) (Emotions)
34,Glenys would have moments of paranoia or delusion, becoming 35,uncharacteristically antagonistic.
36,‘It came and went in flashpoints, so was very hard for any of us to 37,grasp,’(confused)  (Mental Health) says Ming.
38,She acknowledges how difficult it must have been for friends,(sadness)  (Emotions)especially 39,as Glenys was yet to be diagnosed. However, Ming was still surprised and 40,saddened that some chose to cut ties with her mother.(heartbroken)  (Emotions)
41,‘I can understand people being confused, but some we had known for 30 or 40 42years were quite mercenary, even when I explained things,’ she says.(resentment)  (Emotions)
43,Crisis point
44,As things worsened, Ming’s attempts to call in support for both Glenys and herself 45,were hampered by her mother,(defeat)  (Emotions) who didn’t think anything was wrong. 
 46,“She wasn’t eating or washing, and was getting into distress, but could present 47,as normal when visited by professionals,’ says Ming. (Frustration)  (Emotions)‘She told a 48,social worker, “What do I need a carer for?”(helpless)  (Mental Health)
49,‘That had been my opportunity to get some help but she totally rejected it. I was 50,dying inside.(tired) (Mental Health)
51,‘I used to say she was in denial, but now I see that she was unable to recognize 52,her condition.’(understanding)  (Emotions)
53,With Glenys’s needs coming first, Ming’s career went on hold.(Angry)   (Emotions)Having 54,been a TV script editor, she had gone freelance as scriptwriter in 2000, writing for 55,programmers such as EastEnders and Casualty.
 56,‘I never intentionally gave up work, but when Mum reached crisis point I had to 57,stop pitching and fell out of circulation,’ she says.(resentment) (Emotions)
58,‘Thankfully I am now back in business,(relief)  (Emotions) but for years there was so much 59,going on with Mum, I didn’t have the time or headspace.(depressed)  (Mental Health)Every day 60,there was a crisis.’(sadness)  (Mental Health)
61,Ming struggles with the feeling of losing her close connection with her 62,mum.(Heartbroken)  (Emotions)
63,Agonizing decision
64,Glenys entered a care home in Gloucestershire in September 2011 and initially 65,seemed to settle in well.(hopefulness)   (Emotions)
66,‘It was a big upheaval so I was hugely relieved that she accepted the home and 67,was able to thrive there,’ says Ming.(Thankful)  (Emotions) 
68,But in 2015 the manager left and the feeling of the home quickly changed.
69,‘There was evidently an imperative to cut costs and maximize profit,’ says Ming. 70,‘The staffing ratio in Mum’s unit was cut by half and the continuity 71,went.(concerned)  (Emotions)
72,‘Mum was admitted into hospital with aspiration pneumonia in the midst of this 73,trauma.(fearful)  (Mental Health) The situation was very upsetting.’(Scared)  (Emotions)
74,After much agonizing, Ming decided to move Glenys in May 2018.(concerned)  (Emotions)
75,‘I struggled with it, as I worried that a move could kill her.(Anxious)  (Mental Health) But she’s 76,settled well and seems as content as she can be anywhere,’ (Contentment)  (Emotions)she 77,says.
78,Ming makes the 200-mile round trip to visit Glenys almost every week, never fully 79,knowing what to expect.(Exhausted)  (Mental Health)
80,‘That’s been one of the hardest things to accept – the massive change in Mum’s 81,personality,’ she says.(Insecure)   (Mental Health)
82,‘She can still have cheeky moments and is relatively articulate but she’s also 83,much more withdrawn and suspicious.’(Insecure)  (Mental Health)
84, Support and hope 
85,Having learned more about dementia from fellow carers and professionals on 86,Twitter and Alzheimer’s Society’s online community, Talking Point, Ming has 87,blogged about her own experiences at www.dementiajustaintsexy. blogspot.com
88,However, she still struggles with the feeling of losing her close connection with 89,her mum.(Sadness)  (Emotions)
90,‘I know not to expect her to react as a mother to me – if it happens it’s a 91,bonus,’(Hopefulness)  (Emotions) she says. ‘But she sometimes  talks to me as if I’m staff or 92,a waitress, which I find tragic(Heartbroken)  (Emotions) as we have a lifetime’s history.
93,‘Sometimes she’ll say nasty things.(distressed)  (Mental Health) I try and rationalize it but it still 94,hurts. I still have a cry over it.’(Heartbroken)  (Emotions)
95,Some of these themes and feelings are explored in ‘The things we never said’, 96,the award-winning Radio 4 play that Ming wrote about the relationship between a 97,mother who has dementia and her daughter.
98,‘It wasn’t until Mum went into care that I stepped back and started thinking about 99,the story I wanted to tell,’ says Ming.(Acceptance)  (Emotions) 
100,‘Somewhere inside I hope she has an instinct of someone who loves her and 101,cares about her,’ says Ming.(Hopefulness)  (Emotions)
102,‘Mum’s been everything to me and I’ve been everything to her.(loving)  (Emotions) I was the 103,center of her world. We’re each other’s only close family. But now she doesn’t 104,know who I am.(Resentment)  (Emotions)  The play was grappling with that. What is a 105,relationship? How can that disappear? How can you tap back into it?’(Denial)  (Mental Health)
106,Although she knows that their relationship can never return to what it was, Ming 107,is determined to retain any essence of what she and Glenys once 108,had.(Acceptance)  (Emotions)
109,‘Every time I leave I say, “Remember I’m always thinking about you.”(Desperate)  (Mental Health) 110,I know she won’t remember but I hope it makes an emotional impression,’ she 111says.

112,‘Somewhere inside I hope she has an instinct of someone who loves her and 113,cares about her. I don’t want that to be broken.’(Desperate).  (Mental Health)











Apendices, 3
Diary( purple markers indicate superordinate themes)
1,I understand intellectually why Mum is the way she is, but it’s totally different to 2,accept it emotionally,(scared) says Ming Ho, whose mother Glenys has dementia.
3,Glenys, 92, was diagnosed with mixed dementia – Alzheimer’s and vascular 4,dementia – in 2011. Her condition has totally changed their mother–daughter 5,relationship, leaving Ming to wonder how she can tap back into what they once 6,had.
7,Warm and friendly
8,Glenys was born in Chorley, Lancashire to parents from north Wales and always 9,considered herself Welsh. She was a professional classical singer who performed 10,at concert halls, cathedrals and on BBC radio broadcasts. After getting married 11,she became a school teacher, though continued to train others in singing.
12,‘She was always very warm, generous and friendly,’(secure) says Ming. ‘She was 13,very empathetic – almost too much. She would be the first to help someone in 14,trouble. She was also a bit of a joker and had a great sense of humour.’
15,Ming, originally from Gloucestershire but now living in north London, was the only 16,child of Glenys and her husband, Wai Kwong Ho, a nuclear physicist from 17,Shanghai in China. Wai Kwong died in the late 1980s, when Ming was still a 18,student.
19,Ming says it's been hard to accept the massive change in her mum’s 20,personality (Denial) 
21,Extreme reactions 
22,Ming has seen her mum’s behaviour and personality change drastically over the 23,years.(Frustrated) She thinks there were very early signs after Glenys lost her 24,husband, retired and saw her daughter move away from home, all in quick 25,succession.
26,‘She started having extreme emotional reactions to things,’ says Ming. ‘She 27,became unnaturally possessive of me on occasion and felt threatened by my 28,relationships with others.’(Frustrated)
29,A neighbour died around 10 years ago, but Glenys didn’t show or seem to feel the 30,kind of sympathy that could be expected.(sadness)
31,‘She was strangely angry, defensive and resentful,’(confused) says Ming. ‘The 32,family put a note through her door to let her know the news, but she somehow 33,saw it as an imposition. She said, “They can look after themselves!”’(Angry)
34,Glenys would have moments of paranoia or delusion, becoming 35,uncharacteristically antagonistic.
36,‘It came and went in flashpoints, so was very hard for any of us to 37,grasp,’(confused) says Ming.
38,She acknowledges how difficult it must have been for friends,(sadness) especially 39,as Glenys was yet to be diagnosed. However, Ming was still surprised and 40,saddened that some chose to cut ties with her mother.(heartbroken)
41,‘I can understand people being confused, but some we had known for 30 or 40 42years were quite mercenary, even when I explained things,’ she says.(resentment) 
43,Crisis point
44,As things worsened, Ming’s attempts to call in support for both Glenys and herself 45,were hampered by her mother,(defeat) who didn’t think anything was wrong. 
 46,“She wasn’t eating or washing, and was getting into distress, but could present 47,as normal when visited by professionals,’ says Ming. (Frustration)‘She told a 48,social worker, “What do I need a carer for?”(helpless)
49,‘That had been my opportunity to get some help but she totally rejected it. I was 50,dying inside.(tired)
51,‘I used to say she was in denial, but now I see that she was unable to recognize 52,her condition.’(understanding)
53,With Glenys’s needs coming first, Ming’s career went on hold.(Angry) Having 54,been a TV script editor, she had gone freelance as scriptwriter in 2000, writing for 55,programmers such as EastEnders and Casualty.
 56,‘I never intentionally gave up work, but when Mum reached crisis point I had to 57,stop pitching and fell out of circulation,’ she says.(resentment) 
58,‘Thankfully I am now back in business,(relief) but for years there was so much 59,going on with Mum, I didn’t have the time or headspace.(depressed) Every day 60,there was a crisis.’(sadness)
61,Ming struggles with the feeling of losing her close connection with her 62,mum.(Heartbroken)
63,Agonizing decision
64,Glenys entered a care home in Gloucestershire in September 2011 and initially 65,seemed to settle in well.(hopefulness) 
66,‘It was a big upheaval so I was hugely relieved that she accepted the home and 67,was able to thrive there,’ says Ming.(Thankful) 
68,But in 2015 the manager left and the feeling of the home quickly changed.
69,‘There was evidently an imperative to cut costs and maximize profit,’ says Ming. 70,‘The staffing ratio in Mum’s unit was cut by half and the continuity 71,went.(concerned)
72,‘Mum was admitted into hospital with aspiration pneumonia in the midst of this 73,trauma.(fearful) The situation was very upsetting.’(Scared)
74,After much agonizing, Ming decided to move Glenys in May 2018.(concerned)
75,‘I struggled with it, as I worried that a move could kill her.(Anxious) But she’s 76,settled well and seems as content as she can be anywhere,’ (Contentment)she 77,says.
78,Ming makes the 200-mile round trip to visit Glenys almost every week, never fully 79,knowing what to expect.(Exhausted)
80,‘That’s been one of the hardest things to accept – the massive change in Mum’s 81,personality,’ she says.(Insecure) 
82,‘She can still have cheeky moments and is relatively articulate but she’s also 83,much more withdrawn and suspicious.’(Insecure)
84, Support and hope 
85,Having learned more about dementia from fellow carers and professionals on 86,Twitter and Alzheimer’s Society’s online community, Talking Point, Ming has 87,blogged about her own experiences at www.dementiajustaintsexy. blogspot.com
88,However, she still struggles with the feeling of losing her close connection with 89,her mum.(Sadness)
90,‘I know not to expect her to react as a mother to me – if it happens it’s a 91,bonus,’(Hopefulness) she says. ‘But she sometimes  talks to me as if I’m staff or 92,a waitress, which I find tragic(Heartbroken) as we have a lifetime’s history.
93,‘Sometimes she’ll say nasty things.(distressed) I try and rationalize it but it still 94,hurts. I still have a cry over it.’(Heartbroken)
95,Some of these themes and feelings are explored in ‘The things we never said’, 96,the award-winning Radio 4 play that Ming wrote about the relationship between a 97,mother who has dementia and her daughter.
98,‘It wasn’t until Mum went into care that I stepped back and started thinking about 99,the story I wanted to tell,’ says Ming.(Acceptance) 
100,‘Somewhere inside I hope she has an instinct of someone who loves her and 101,cares about her,’ says Ming.(Hopefulness)
102,‘Mum’s been everything to me and I’ve been everything to her.(loving) I was the 103,center of her world. We’re each other’s only close family. But now she doesn’t 104,know who I am.(Resentment)  The play was grappling with that. What is a 105,relationship? How can that disappear? How can you tap back into it?’(Denial)
106,Although she knows that their relationship can never return to what it was, Ming 107,is determined to retain any essence of what she and Glenys once 108,had.(Acceptance)
109,‘Every time I leave I say, “Remember I’m always thinking about you.”(Desperate) 110,I know she won’t remember but I hope it makes an emotional impression,’ she 111says.

112,‘Somewhere inside I hope she has an instinct of someone who loves her and 113,cares about her. I don’t want that to be broken.’(Desperate).




Appendices, 4
Ethics form
APPLICATION FOR ETHICAL APPROVAL

In order for research to result in benefit and minimise risk of harm, it must be conducted ethically. A researcher may not be covered by the University’s insurance if ethical approval has not been obtained prior to commencement.

The University follows the OECD Frascati manual definition of research activity: “creative work undertaken on a systematic basis in order to increase the stock of knowledge, including knowledge of man, culture and society, and the use of this stock of knowledge to devise new applications”. As such this covers activities undertaken by members of staff, postgraduate research students, and both taught postgraduate and undergraduate students working on dissertations/projects.

The individual undertaking the research activity is known as the “principal researcher”.

Ethical approval is not required for routine audits, performance reviews, quality assurance studies, testing within normal educational requirements, and literary or artistic criticism.

Please read the notes for guidance before completing ALL sections of the form.

This form must be completed and approved prior to undertaking any research activity. Please see Checklist for details of process for different categories of application.  


SECTION A: About You (Principal Researcher)

	Full Name:
	Lyndsey Ferrier

	Tick all boxes which apply:

	Member of staff:
	☐	Student:
	☒	Honorary research fellow:
	☐


	Faculty/School/Centre:
	Psychology 

	Campus:
	Carmarthen 

	E-mail address:
	1706479@student.uwtsd.ac.uk

	Contact Telephone Number:
	07446712645

	For students:

	Student Number:
	1706479
	Undergraduate
	☒
	Programme of Study:
	Applied Psychology
	Taught Postgraduate
	☐
	Director of Studies/Supervisor:
	Stuart Jones
	Research
	☐


SECTION B: Approval for Research Activity

	Has the research activity received approval in principle?
(please check the Guidance Notes as to the appropriate approval process for different levels of research by different categories of individual)
	YES
	☒	NO
	☐
	     
	Date

	If Yes, please indicate source of approval (and date where known):
	Research Degrees Committee
	☐	

	
	Faculty Research Committee
	☐	

	
	Other (write in)
School ethics board
	☒	11.12.18


Approval in principle must be obtained from the relevant source prior to seeking ethical approval.

SECTION C:  External Ethical Guidance Materials

	Please list the core ethical guidance documents that have been referred to during the completion of this form (including any discipline-specific codes of research ethics, and also any specific ethical guidance relating to the proposed methodology).  Please tick to confirm that your research proposal adheres to these codes and guidelines.

	Code of Ethics and Conduct (2018)
	☒
	BPS Code of Human Research Ethics (2nd edition, 2014)
	☒

	The General Data Protection Regulation (GDPR)
	☒




SECTION D: External Collaborative Research Activity

	Does the research activity involve collaborators outside of the University?
	YES
	☐
	NO
	☒

	
If Yes, please provide the name of the external organisation and name and contact details for the main contact person:

	Institution
	

	Contact person name
	

	Contact person e-mail address
	



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:
	Effect of dementia on a family member.

	Proposed start date:
	11.12.18
	Proposed end date:
	18.01.19

	Purpose of research activity (including aims and objectives)
Outline the purpose, aims and objectives of the research activity, including key research questions. Show briefly how existing research has informed the proposed activity and explain what the research activity will add and how it addresses an area of importance. (Maximum 300 words)

	Qualitive research will be looked at to see how dementia effects a family member. A personal document will be used from a daughter who writes about her mother’s battle with dementia and how it have affected her. (Ratnaike, 2018)
Dementia is a global health issue that have affected over 46.8 million people worldwide, 750,000 of which live in the UK alone and numbers are expected to raise.( Alzheimer’s society, 2016). Dementia itself is not a disease, it is a term used to try and describe a number of different diseases that cause symptoms such as memory loss, confusion and the changes in an individuals personality. (Alzheimer’s research , 2016)
Throughout the individuals personal document they have highlighted many feelings regarding the effects dementia has. Quotes from individuals diary e.g “ She have become unnaturally possessive of me “
“ Surprised and saddened that some chose to cut ties with her mother.
In 1906 German physician Alois Alzheimers was the first to carry out investigation into memory loss investigating the brain. (Check,1989) Alzheimer’s disease represents around 60% of all diagnosis of dementia cases. The build up of plaques around the nerve cells and the tangles inside the nerve cells in the brain causes dementia . There is also a loss in brain cells and the brain slowly starts the shrink as the dementia progresses. There is no cure for dementia, however there is medication available to slow down the process of dementia. (NHS, 2017)
For individuals dementia can be devasting. Bit by bit it takes away the individuals ability to do everyday things, therefore family and friends are needed to support the individual. This can be devasting for the family or friend involved in the care being given as they watch the gradual deterioration of their loved one.
 



 (this box should expand as you type)

	Proposed methods
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. (Maximum 600 words)

	Qualitive research will be used to gather information. The information will be analysed using the IPA method of analysis.
A diary from a daughter will be used do try and describe how she feels regarding her mother’s diagnosis of dementia, and the challenges she faces.
Superordinate themes, subordinate themes will be looked at, Abstracts from the diary will be used.
Presumptive consent will be used as the diary is available to the public domain and is available to view via the internet. 




(this box should expand as you type)



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

	
D003 – computer lab. Carmarthen campus. 
Students home computer

(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 sensitivities or vulnerabilities of participants.

	N/A

(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
Experiment (see above)


	☐
	☒



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 under 18?
	☐
	☒

	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):


	☐
	☒



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

	A personal diary will be used off one individual. The individuals name will be presented, and all other names indicated throughout the diary will be named, as presumptive consent, as the diary is available to the public domain and available from the internet, and a magazine been published by the Alzheimer’s society.
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 

	The diary used is available to the public domain.
(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

	Emotional distress to the researcher as upsetting documentation may be read. Support and guidance can be found on (NHS, 2017) website, there are a number of different resources that can help individuals understand dementia if they feel it affects them or anyone reading the research. Alzheimers.org.uk/dementiaconnect , helpline@alzheimers.org.uk (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

	N/A
(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

	Emotional distress to the researcher as upsetting documentation may be read. Support and guidance can be found on (NHS, 2017) website, there are a number of different resources that can help individuals understand dementia if they feel it affects them or anyone reading the research. Alzheimers.org.uk/dementiaconnect , helpline@alzheimers.org.uk 

(this box should expand as you type)

	

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

	Minimal as I will follow BPS and University guidelines.
Contact details of the researcher will be provided if there are any concerns raised.
The universities contact details will be provided if anyone wishes to raise a concern regarding the research being carried out.
(this box should expand as you type)

	

	Adverse outcomes
List measures put in place to limit any adverse effects or outcomes of research activity where appropriate. Include any emergency protocols. 

	I will follow the University’s emergency protocols if need be . Contact details will be provided.(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

	Has a DBS certificate been obtained?
	☐
	☐
	☒


SECTION I: Feedback, Consent and Confidentiality

	Feedback
What feedback will be provided to participants, how will this be done and when? 

	None as this will only be viewed by the university and lecture.

 (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.

	Presumptive consent as the diary being used is available to the public domain.

 (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. 

	The diary used is available to the public, therefore the names provided will stay the same, as consent is presumptive.  
 (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/).
	
	YES
	NO

	Does the research activity involve personal data (as defined by the Data Protection Act)?
“personal data” means data which relate to a living individual who can be identified—
(a) from those data, or
(b) from those data and other information which is in the possession of, or is likely to come into the possession of, the data controller, and includes any expression of opinion about the individual and any indication of the intentions of the data controller or any other person in respect of the individual.
	☐
	☒

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

	
(this box should expand as you type)

	

	Does it involve sensitive personal data (as defined by the Data Protection Act)?
“Sensitive personal data” means personal data consisting of information as to –
(a) the racial or ethnic origin of the data subject,
(b) his political opinions,
(c ) his religious beliefs or other beliefs of a similar nature,
(d) whether he is a member of a trade union (within the meaning of the Trade Union and Labour Relations (Consolidation) Act 1992),
(e) his physical or mental health or condition,
(f) his sexual life,
(g) the commission or alleged commission by him of any offence, or
(h) any proceedings for any offence committed or alleged to have been committed by him, the disposal of such proceedings or the sentence of any court in such proceedings.
	☐
	☒

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

	
(this box should expand as you type)



	Will the research activity involve storing personal 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 data confidentiality, including details of password protection, encryption and anonymisation:

	The results that are gathered will be stored on the students computer and only available to them. No other person’s will have access to the password to  gain access to the computers documents. The computer is stored in the students office in their home.

(this box should expand as you type)


	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 Data Protection Act (and/or any international equivalent):

	


(this box should expand as you type)



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

	
The principal researcher 

(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 where data will be stored, how long for, and in what form. Will data be archived – if so how and if not why not.  

	
Results will be stored on the students computer for 5 years on a word document. Only the principle researcher will have access to the information stored.

(this box should expand as you type)










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:
	
	Date:
	31/12/18



For students:
	Director of Studies/Supervisor:
	Miss Lyndsey Ferrier

	Signature:
	La ferrier


	Date:
	31/12/18



For staff:
	Head of School/Assistant Dean:
	

	Signature:
	


	Date:
	




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)


	☒
	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.




	RESEARCH STUDENTS AND STAFF ONLY
All communications relating to this application during its processing must be in writing and emailed to pgresearch@uwtsd.ac.uk , with the title ‘Ethical Approval’ followed by your name.
You will be informed of the outcome of your claim by email; therefore it is important that you check your University and personal email accounts regularly.



STUDENTS ON UNDERGRADUATE OR TAUGHT MASTERS PROGRAMMES should submit  this form (and receive the outcome) via systems explained to you by the supervisor/module leader.

This form is available electronically from the Academic Office web pages: http://www.uwtsd.ac.uk/academic-office/

Application Process

All staff research projects and all research students must submit the Ethical Approval Form to the University Ethics Committee via the Academic Office (pgresearch@uwtsd.ac.uk).   Staff research directly in relation to personal study for taught undergraduate or Masters programmes should be submitted via the Faculty procedures explained below.

Taught masters and taught undergraduate research Ethical Approval Forms are considered within Faculties.  Faculties will provide details of the specific processes for this.  Where the Ethical issues within any single ethical application are of particular concern the Faculty will refer these to the University Ethics Committee.   Any student activity that involves the collection of primary data needs to undergo Ethical approval, this includes assignment work as well as dissertations.   

Notes for guidance in completion of this form

Section A:  About You
Please complete all relevant sections

Section B:  Approval for research activity
Research proposals must be approved in principle before applying for Ethical Approval.  The proposal approval only becomes final when the ethical approval is received.  

The process for proposal approval varies according the individual and programme of study:
· Research students, by application on form PG1 to the Research Degrees Committee
· Taught students by review of research proposal within Faculties (Faculties provide specific details of these processes)
· Staff, by agreement by the Head of School/Assistant Dean

Section C:  External Ethical Guidance materials
Many discipline areas are required to operate with the discipline specific codes of research ethics (for example health, psychology, education etc.), any such codes must be listed and you must tick to confirm that you have consulted with these.

Section D:  External Collaborative Research Activity
Provide details of the external collaborative partners, where appropriate you might want to submit a copy of the external collaboration agreement with the Ethical Approval Form.  If the partner requires the research to be subject to its own internal Ethical approval process then please provide details of that process and a copy of any final (or interim) approvals received from the organisation.

Section E:  Details of Research Activity
Remember that the individuals reviewing this Ethical Approval Form may not have seen your research proposal, and also may not be experts in the specific area of your research.  The information provided should therefore be jargon free and clearly stated.
Indicative Title:  please use the same title as used on the research proposal.
Purpose:  the Ethical approval process will want to ensure that the methods you propose are adequate and appropriate to address the research aims and objectives.  Excessive additional data collection can be seen as unethical.
Proposed Methods:  the Ethical approval process seeks to ensure that you understand the methods that are intended, and that the implementation of those methods will be appropriate and without unnecessary impact on respondents.  Please be specific.
Location:  this needs to mention geographical location and also local situation (for example, within Local Authority Offices in Cardiff, using a private room but close to other individuals).  If you are collecting data within an organisational setting then you need to explain the permissions that you have obtained to do this.
Research Activity outside of the UK:  please complete this section in detail, and note any guidance you have received.  Also describe your own familiarity (or not) with the location that you will be utilising.





Section F:  Scope of Research Activity
Please tick ALL of the research activities that might be undertaken.   If any additional types of activity are intended then please add an extra box and describe these.
If you have answered no to all questions in F then sections G and J do not need to be completed.  Section H should be considered, and may be completed.  Signatures are still required in section K.

Section G:  Intended Participants
Please tick all categories that might apply.
Numbers & Source:  if you are using a series of different methods or research activities please list numbers for each stage/phase.  Be clear about how you will find respondents.   Will you use intermediaries, and if so how?  How will you ensure compliance with your sampling strategy?
Information for participants:  all participants should be appropriately informed about the research, what is expected of them and what will happen to the information that they provide.  The Ethical review process does not ask to see this documentation, but requires this to be reviewed and approved by the Director of Studies in the case of research students, the supervisor/module tutor in relation to students on taught programmes and the Head of School/Assistant Dean in relation to staff research.

Section H:  Anticipate Risks
All research carries some level of risk.  The answers you provide to questions in this section will be reviewed to ensure that you have an appropriate understanding of the type of risks involved and how you can mitigate against these risks. If you have completed a full risk assessment, as required for example for laboratory work, field work, clinical tests, diving operations, or by a collaborative partner, you may append that to this form.  In that case, please tick the box indicating this has been provided.  You will not then be required to complete Section H.
Risk to participants   Think very carefully about how your actions/questions/discussions might affect the people you are involving as participants.  You might identify the risk as small but it would still be a risk.  Many types of question have the potential to make respondents less content with their life / job; you need to recognise and try to ameliorate any such effects
If these are business owners, time with you may reduce profit.  
In some locations physical risk is very real to both participants and yourself, please consider this.
Risk to you, the researcher   Think about where you will meet people, if there are any dangers involved in the location.  If you are meeting people as individuals think about using a public place.  In general do not visit people in their own homes or remote locations.  If you are talking to individuals about certain issues think about how their responses might affect you emotionally.  What about the risk of collecting insufficient data?
Risk to the University   When undertaking your research, you are acting as a member of the University (student or staff).  Professionalism is important, so it is important to be well organised and well prepared. Punctuality, clarity etc. are all part of this.  What will you do to ensure this?  You must ensure you do not harm the good name of the University in any way and do nothing to undermine the reputation of the research it conducts and sponsors.  Upholding high standards of conduct and integrity are vital in this regard. You must also conduct the research in such a way to minimise the potential for claims of negligence made against the University, its researchers and any collaborating individual or organisation. In this respect you should always comply with ethical, legal and professional frameworks, obligations and standards as required by statutory and regulatory authorities, as well as the university’s Research Integrity and Ethics Code of Practice.  Research misconduct in this respect can take many forms, including:
· fabrication: making up results or other outputs (eg, artefacts) and presenting them as if they were real
· falsification: manipulating research processes or changing or omitting data without good cause
· plagiarism: using other people’s material without giving proper credit
· failure to meet ethical, legal and professional obligations: for example failure to declare competing interests; misrepresentation of involvement or authorship; misrepresentation of interests; breach of confidentiality; lack of informed consent; misuse of personal data; and abuse of research subjects or material
· improper dealing with allegations of misconduct: failing to address possible infringements such as attempts to cover up misconduct and reprisals against whistle-blowers

Adverse Outcomes.  Think carefully about the possibilities, and cover here

Section I:  Feedback, Consent and Confidentiality
Feedback to participants:  outline your approach.   Will interview transcripts be shared with respondents to check accuracy?  Will summaries of questionnaire analysis be made available to respondents in some way?   Will an overview report be provided?  How and when?
Informed consent:   Draft letter / e-mail / or heading (or footer) section of questionnaire must be approved by DoS/supervisor (if research student), supervisor/module tutor if taught student, or Head of School / Assistant Dean if a member of staff.
Confidentiality/Anonymity.  Explain clearly how you will ensure confidentiality and anonymity.

Section J:  Data Protection and Storage
Before completing this section it is necessary to read the University’s Research Data Management information.   The questions that follow are designed to ensure compliance with the Data Protection Act as well as established research protocols.

Many research activities will involve electronic transfer of data and use of data management systems in the summarisation and analysis of data.  You will need to explain these in relation to compliance with the Data Protection Act.
Think carefully about who will have access to your data, this will include supervisors and examiners. Also that a thesis will be made available via the University library and the British Library system.  If you are seeking an access bar for a period of time after completion then mention it here.  If you will provide a copy of your findings, or intend to give a presentation, to a facilitating/ supporting/accessing organisation then explain that in this section.  But also think about the general principle of data sharing, as explained in the Research Data Management information.
In terms of storage of data please ensure security, and also mitigate against loss of data.

Section K:  Declaration
Ensure the appropriate countersignatures have been provided
Look carefully at the checklist and ensure that you comply with and tick all that are relevant to your research.
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Appendices, 5
Procedure 
A dairy abstract from the internet was obtained, this was read at least five times so the researcher could understand what the individual was trying to portray. Quotes from the diary were analysed and subordinate themes were then added to any quotes that stood out to the researcher. (Appendices,3)Theses subordinate themes were then put into superordinate themes.(Appendices, 2). IPA  was used to collect the data for analysis.























































 



 



Emotions


Scared


Angry


Mental Health


Depressed


Anxious


Confused


Hopefullness


I understand intellectually why Mum is the way she is, but it’s totally different to accept emotionally,


Glenys entered a care home in Gloucestershire in September 2011 and initially 65,seemed to settle in well.


saw it as an imposition. She said, “They can look after themselves!”’


for years there was so much going on with Mum, I didn’t have the time or headspace


She was strangely angry, defensive and resentful,’


I struggled with it, as I worried that a move could kill her.


