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Abstract
This study seeks to explore the experiences of the general public in relation to dementia. This study aimed to characterise experiences of dementia in the general population. There is generalisability and volume of data not previously examined. 
This characterisation was achieved by developing and opening a massive open online course on dementia, which collected information from participants who responded to the question “share your own personal experience of dementia”. This data was then analysed by two researchers using Framework Analysis. 
Four themes (the condition, caring, perception, and control) and indicative quotes are presented and discussed. Experiences of dementia are positive as well as negative. Findings update understanding of these experiences and demonstrate new insights relevant for nursing educators, students and practitioners.
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Highlights
· Dementia is a common experience among members of the general public.
· Most massive open online course participants had some experience of dementia.
· Four main themes were identified: the condition, caring, perception and control. 
· There was a balance between the positive and negative experiences of participants. 
· Massive open online courses provide a useful platform for social research.





Introduction 
Dementia is one of the greatest social issues of our time and is now the leading cause of death in the United Kingdom (Office for National Statistics, 2015). Public knowledge and perception of dementia are changing with initiatives such as Dementia Friends and charities focused on dementia such as Alzheimer's society and the Alzheimer’s Association. However, public uncertainty and lack of awareness regarding dementia remains (Phillipson et al, 2019). Kitwood’s (1997) seminal work identified six psychological needs relating to experience: love, comfort, identity, occupation, inclusion, and attachment. Although this historic work has been re-visited (Dewing, 2008, Mitchell and Agnelli, 2015) these core needs are still identified during training to support people living with dementia. The experience of dementia is widely reported to include feeling fearful, angry, insecure and hopeless (Bowes and Wilkinson, 2003, Bunn et al, 2012). Some authors report anxiety, depression, and despair (Bender and Cheston, 1997). Generally, there have been negative connotations associated with dementia and it is often thought these connotations are due to lack of awareness (Bunn et al, 2012). Some authors report carer frustration and a feeling of grief and loss experienced as the condition declines (Frank and Forbes, 2017). These feelings and experiences are thought to be due to difficulties in dealing with the diagnosis, or a lack of insight into or denial of a diagnosis (Aminzadeh, 2007).   
Much of the literature has historically been negative, with the notable exception of Kitwood’s (1997) work which attempts to restore a positive approach to experiences and feelings. Reported literature also focuses on specific groups of people associated with people living with dementia; for example, carers or family members, but does not characterise the experiences of the general public as a whole. This study sought to characterise experiences of dementia in a neutral way and as openly as possible: to determine if there were positive experiences as well as negative experiences.   
This study aimed to characterise experiences of dementia in the broad population. The characterisation was achieved by developing and delivering a massive open online course (MOOC) on dementia. MOOCs are free, open to access, University-level courses which are accessed through an online platform (Liyanagunawardena, 2015). A recent educational phenomenon, MOOCs have had many thousands of students and are transforming education (Baturay, 2015) by being free and accessible to all. There is emerging evidence regarding their impact on learning (for example democratization of learning, increasing the accessibility and availability of learning) and social issues like dementia (Robertshaw 2016, Robertshaw and Cross 2016) and MOOCs are beginning to be used to characterise social experiences using participant metadata (structured data about an object or subject that supports functions associated with the object or subject; or ‘data about data’) (Greenberg, 2003; Robertshaw and Cross 2017; McInerny et al 2018; Mehta, Hull and Young, 2013). In this study, participant metadata takes the form of structured data provided by MOOC participants discussing the topic of dementia. MOOCs are a source of big data (very large sets of data), which can be analysed to bring new insights or perspectives (O’Reilly and Veeramachaneni, 2014; Tattersall and Grant, 2016). 
 Methods 
 Design and participants 
Experiences of dementia from the perspective of MOOC participants which was open in 2015, 2016 and 2017 were analysed. The course was open to the public for 10 weeks per year and there were no entry requirements or pre-requisites. The MOOC was advertised via social media channels, emails and posters as well as via employer and network partners of the University. There were 3,052 participants in 2015, 3,568 in 2016 and 1,618 in 2017, totaling 8,238 learners. Each group was different and it is not clear why the numbers of learners varied between years, but this may relate to the public awareness around Dementia which was high in 2015 with the publication of the Prime Minister’s 2020 Challenge on Dementia (Department of Health, 2015). The aim of the course, which lasted six weeks, was to be a transformational learning intervention designed to change perceptions and attitudes about dementia. The course was facilitated by a lead academic and two discussion board facilitators. An outline of the course is included in table1. During the first week, participants were invited to answer the question “share your own personal experience of dementia”. There were 1329 responses in 2015 (an average of 0.43 posts per registered learner), 1465 responses in 2016 (an average of 0.41 posts), and 690 responses in 2017 (an average of 0.42 posts). Although these numbers of responses are low, they are in line with participation expectations for MOOCs (Petronzi and Hadi, 2016). We collected basic demographic information about participants including their gender, location and level of previous study. Occupation was not recorded; this was subsequently identified after the participants were asked to introduce themselves in the first week of the course and this information was self-declared (and therefore some titles may have variance internationally). No other information was collected about culture or background. The participants were in control of how much or how little information about themselves they posted online. 
In week one, learners were asked to complete an activity which focused on their personal experiences of dementia. These quotes were analysed by the researchers. Once the saturation of the coding process was reached, the researchers chose the quotes which illustrated the themes and sub-themes. Based on participant unique identification number, the illustrative quotes were then matched with the introductory activity in week 1, and information about occupation was extracted. Occupation along with gender was then included with each quote. Due to the nature of the study and the learning outcomes, it was possible that individuals with an interested in this topic area such as nurses and health professionals were more likely to complete the MOOC. However, it is noteworthy to mention that the MOOC was open to everyone and, as occupation information was not available to the researcher, selection bias was not present.
Indicative quotes and records of researcher discussions are reported verbatim. Quotes reported are direct copies of written text and therefore may include spelling mistakes or grammatical errors.Table 1: Course outline
	Unit
	Unit title, theme and indicative content
	Unit learning outcomes
(visible to learners)

	Indicative activities may include

	1
	Introduction to dementia
What is dementia and why is it important?

Indicative content:
· Types of dementia
· History of dementia care
· How the brain changes with ageing
· How the brain changes with ageing

	1. Learners will demonstrate a critical understanding of dementia, challenging its myths and stereotypes.

	1. In the discussion boards, introduce yourself. 
2. Outline your reasons for undertaking this course; do you have personal experience of dementia? 
3. Write a short reflection on the challenges facing society in meeting the health and social needs of people with dementia. Remember to be reflective in your thoughts; use an example to illustrate how this directly applies to your situation. 

Formative Quiz

	2
	Communication and Compassion
Why is effective communication important and how can you show compassion?

Indicative content:
· Compassion as a concept
· Models and principles of compassion
· Compassion in dementia care
· Communication techniques
	1. Learners will evaluate the main theoretical perspectives applicable to the study of ‘compassion’ in care. 
2. Learners will demonstrate a critical awareness of enhanced communication skills to enable them to better communicate with people with dementia. 

	1. Share a website related to communication or compassion, which could be a government organisation or charity, from your own context. 

2. Create a mindmap [support and definition will be given] of techniques you could use to help carers of people with dementia to communicate their needs. Share your mindmap on the discussion board. You could create your mindmap digitally or draw it on a piece of paper and then photograph the image with your smart phone or scan it.

Formative Quiz

	3
	Independence, control and quality of life
How can you help the person living with dementia to maintain independence, control and a good quality of life

Indicative content:

· Self-determination and the maintenance of independence
· Ethical and legal challenges to enabling and respecting self-determination
· Ethical theories
· Consent and capacity

	1. Learners will discuss techniques to defend independence, control and quality of life within the context of dementia, evaluating relevant ethical and legal frameworks.
	1. What ethics and values apply to you? Are ethical principles universal? Share your thoughts on the discussion board.
2. Review Jacques’ comments on paternalism and consider whether paternalism in some form or another is inevitable in dementia care. Discuss this in the discussion board.
3. Reflect on the views expressed regarding euthanasia, particularly as applied to those with dementia. Share your thoughts as a group about the implications for those in need of ongoing care for dementia. [Optional activity]

Formative Quiz

	4
	Dementia as a Global health priority
Are Governments and organisations meeting the needs of people living with dementia?

Indicative content:

· Current UK Government approaches to dementia
· European, USA and International responses to dementia
· National Dementia Strategies
	1. Learners will discuss and challenge global policies as related to dementia, considering what could be learnt from other societies.
	1. Read the Executive summary of Dementia: A public health priority (WHO).
2. This document is internationally focused and examines dementia as a global public health priority. Pull out three points and explain their relevance and importance to your specific context (where you live or work). Share these on the discussion boards. 

Formative Quiz

	5
	Integrating care
Is ‘integrative’ care able to support people living with dementia?

Indicative content:

· Definition and logic of integrated care
· Implementing models of integrated care
· Levels of integration in integrated care programmes
· Effects and outcomes of integrated care

	1. Learners will appraise the concept of integrative care and consider why it is important in care generally, as well as in Dementia.

	1. Consider the definition, strengths and limitations of integrated care as applied to Dementia, discuss these with your fellow learners in the forum.
2. Identify an area in your health and social care system that you consider to be ‘fragmented’ and may benefit from an integrated model of care. Share this and discuss with others. [Optional activity]

Formative Quiz

	6
	End of life care
The end: how can you support people living with dementia and their families during the final phase of life?

Indicative content:

· Loss of personhood
· Key concepts of stigma and burden of care
· Suffering
· End of life care concepts

	1. Learners will evaluate current approaches to the end of life care of people with dementia, maintaining personhood and quality of life.
	1. Select two photographs that create a visual representation of living with dementia, or what it might be like to lose a close relative or friend to Dementia. These pictures may be of items, objects or places but please don’t include pictures of people, even if they give their permission. 
2. Post these photographs to the discussion board and share why you have chosen them and what they mean to you. Review other photographs and share your comments. 

Formative Quiz


Subsequent analysis using a pre-course and post-course survey reported mixed findings in relation to whether the MOOC made a difference to attitudes and perceptions (Robertshaw and Kotera, 2019). 
Data collection 
This study received ethical approval from the University of [Removed for peer review] Online Learning ethics committee and was designed to be compliant with the British Psychological Society code for Internet-Mediated Research (British Psychological Society, 2017). Individual participant privacy was a primary aim of data collection, and each participant was given a unique identifier to ensure anonymity. All participants were contacted with information about the aims and purpose of the study and given contact details should they wish to withdraw their responses from the analysis. No participants withdrew their responses. Data were downloaded in a JSON file via a platform application programming interface (API) and decompiled to an Excel 2013 spreadsheet. This was then analysed and coded by both researchers (DR and IB) using Framework Analysis, a five-step process which enables researchers to identify themes and patterns in data through the production of an agreed analytical framework which is then applied consistently throughout the data (Ritchie and Spencer, 1994). These five steps involve transcription and familiarisation, coding, developing the framework and then applying the framework. Framework analysis was chosen because this method provides highly structured outputs of summarised data, whilst also promoting a holistic, descriptive overview of a large dataset (Gale et al, 2013). Following analysis and coding, themes and quotes were discussed by both researchers. Indicative quotes used here are reflective of the dataset. Where these indicative quotes are included here they have not been corrected or edited, but are presented directly as written by their original author.   
 Results 
Four main themes were identified (table 1), characterising the experience of dementia. 
 
	Theme 1: "the condition" 
Subthemes 
Deterioration 
Diagnosis 
Suffering 
Discovery 
Prevalence 
 
	Theme 2: Caring 
Subthemes 
Caring 
Reward 
Dependency 
Person Centred Care 
Holism 
Professional Help/ experience 

	Theme 3: Perception 
Subthemes 
Negative experiences 
Positive Experiences 
Fear 
Lack of awareness 
Hopelessness 
Stigma 
Suspicion 
Vulnerability 
 
	Theme 4: Control 
Subthemes 
Coping 
Relationships 
Independence 
Reminiscence 
Loss 
Conflict 
 


 Table 1: themes and subthemes 
 
Theme 1: "the condition" 
This theme had several subthemes including the concept of deterioration, worries, and thoughts about diagnosis, the nature of suffering, discovering the condition and its prevalence. Each subtheme will be discussed in turn.  
 Deterioration 
The comments in this subtheme referenced decline and how dementia had changed the person with a change in personality or their habits. Also related to this was the changes observed in speech, thinking, mobility and dependency. Perceptions of this deterioration were generally negative, and participants shared their worries, fears, and emotions associated with the progress and development of the disease.  
 
“It was one of the most sole destroying moments. I couldn t understand how someone could just forget. Over the years, I watched her deteriorate rapidly. From that day onwards, I introduced myself whenever I went round. I would tell her that I was her great grand-daughter, my name etc. I would sit and talk to her about life and my day etc and we would go through photographs of family and I would tell her who was who and how they were related…Her health deteriorated through old age but she kept fighting to a grand age of 105 and I was with her right until her last breath last year." [sic.] 
Unidentifiable, Female 
 
Participants described deterioration due to dementia as "sole-destroying" and "heart-breaking", although some reported positive aspects of their relative's life and could keep these memories present throughout their deterioration. They could see past the condition and enjoyed spending time with the person living with dementia.  
 Diagnosis 
Participants reported worries about being diagnosed with dementia as well as difficulty in getting a diagnosis and going through the associated tests and investigations required for a diagnosis. They felt that people living with dementia had either not been diagnosed properly or were not getting appropriate treatment which could be diagnosis-dependent. These issues were thought to be due to timely access to complex investigations which were not always available. Tolerating these complex investigations, was difficult due to the length and invasive nature of scans, and the person undergoing the scan's understanding of the process. 
 
"The whole road to diagnosis for my grandma has been incredibly complex as she is unable to tolerate brain scans, so we've been looking at symptom diaries and the general progression."  [sic.]
 Female, Banker 
Suffering 
Participants discussed the notion that people with a diagnosis of dementia 'suffer' because of the progression of the condition, resulting in declining cognition, loss of appetite and consequent weight loss, and memory loss.  
 
"When I used to work as a health assistant in a rehabilitation ward, I used to stay as a constant watch with patients suffering from dementia. For us sometimes, it is so difficult to understand them but imagine their frustration when they know that they are not being understood."  [sic.]
 
Registered Nurse, Female 
 
Participants often referred to people living with dementia as "sufferers". This is a term often used widely, particularly by the media, but is negative and brings negative associations and connotations with dementia. Dementia Friends training specifically suggests people do not use the word 'suffer', instead preferring more positive use of language around dementia.  
Discovery 
This sub-theme explores discovery through education. Through learning about the condition more, participants were able to understand the onset and development of symptoms, the nature and progression of the condition and certain behaviours and changes in personality in those living with dementia. Through discovery of this information, some participants were able to identify symptoms and signs of dementia in family members or friends. Furthermore, the discovery and newly acquired knowledge not only helped participants understand dementia but also enabled them to share information about dementia with others. 
 
"My mum has Alzheimer's and my dad had Parkinson's with dementia. I am much more aware of dementia this time around (with mum). My work with clients with Aphasia has helped and it was this experience that helped me to spot the signs of mum's dementia before my siblings became aware of it." [sic.]  
 
Support worker, female   
Prevalence 
Participants were not generally as aware of dementia and its prevalence but through their experiences became more aware of how common the condition is. They became more aware of the number of people diagnosed and how the number of people living with dementia increases every year because of their own family members or the people they come into contact with for professional reasons, for example.  
 
"I have 2 family members with dementia. My father has vascular dementia and alzheimer's. My mother-in-law has dementia but I do not know what type. It seems to me that I know more and more people with this condition suggesting it is on the increase" [sic.]
Social worker, female 
 
Theme 2: Caring 
This second theme focused on caring for the person with dementia, either in a professional capacity, as a friend or relative, or generally caring about a person with dementia health and wellbeing. This theme explores seven sub-themes: caring, reward, the dependency of the person with dementia, person centred care, holism, and professional help.  
Reward 
Participants often mentioned that caring for people living with dementia can be "challenging but rewarding" regardless of whether they cared for these individuals in a professional or non-professional capacity. 
 
"It is so heart breaking to see them going through the daily frustrations which are associated with dementia, but also heart warming when you are able to successfully assist and they voice their appreciation."  [sic.]
 
Doctoral student, Female 
Dependency 
This sub-theme expresses how, with the progression of the condition, individuals with dementia may begin to lose control and independence. People living with dementia may become reliant on carers and relatives to help them with daily activities such as hygiene routines, dressing, and feeding. Some participants have also mentioned that independence can be ‘supressed’ by nurses and care homes, which do not necessarily encourage independence in daily activities.  
 
"They look almost in top health then you start to notice their slow decline. They forget things such as how to eat by themselves, how to wash, what their name is. It saddens me to see that someone who had such an active life before dementia, almost becomes a baby again, with someone having to do almost everything for them again."  [sic.]
Care worker, Male 
Person Centred Care 
The sub-theme of person centred care explores care which is tailored to each person living with dementia who has their own unique psychological and physical needs. Participants understood the differences in treatment approaches for different people, differences in development of symptoms, differences in how dementia impacts individuals and their relatives and friends. Person centred care may enable participants to understand the condition from different perspectives and adjust their behaviour and the way they approach people living with dementia, to ensure they are comfortable and happy.  
 
"I deliver person-centred care and try to help the residents live as full and independent lives as possible, promoting dignity and choice. It's often a difficult and emotional job, but the more I'm able to know about a person's likes and dislikes beforehand, then the better we are able to make them happy and comfortable, so I enjoy working closely with the residents and their families to learn everything I can about them."  [sic.]
Care home worker, male 
Holism 
Participants recognised the need for a holistic approach when it comes to assessing, treating and caring for a person living with dementia. Interestingly, some participants also acknowledge the impact of dementia on family members and significant others, and that care and treatment is often not only for the person with dementia but their carers too.  
 
"I have noticed an increase in patients with various forms of dementia, Alzheimer's Disease being the most prominent.  When these patients come you not only tend to treat the patient's current reason for visit but end up 'treating' family members or caregivers accompanying the individual, as these conditions affect them all."  [sic.]
Clinician, female 

Professional Help/ Professional Experience 
This sub-theme explores the perception and experience of professionals such as nurses, clinicians or GPs on dementia as a condition. These professionals are often also carers for their own relatives or friends. Participants discussed how difficult it can be not only to see the individual diagnosed with dementia deteriorate over time but also the negative impact the condition can have on the individual's family members and close friends.  
 
“In my current job role I spend time observing care staff working with Dementia patients in health and social care settings so I have developed knowledge from a support point of view and have observed different symtoms, behaviours and experiences of different types of dementia. Its interesting to see the different types of support in place, in different setttings and how much the attitude and training of staff can have such a massive effect on a persons experience and quality of life.”  [sic.]
 
Health and Social Care assessor, female 
 
Theme 3: Perception 
This third over-arching theme arising from the data explored the positive and negative aspects of dementia, how people perceive the condition and the associated stigma. Participants discussed associations they made linked with the condition. This theme focuses on eight sub-themes; negative experiences of dementia, positive experiences of dementia, fear associated with dementia, lack of awareness, hopelessness, stigma behind dementia, suspicion, and vulnerability.  
Negative experiences 
Some negative experiences are due to seeing a person deteriorate, "suffer", lose their independence, become confused or aggressive, other negative experiences come from lack of knowledge or training provided to understand how to approach and care for a person with dementia. Some participants reported the emotional drain associated with meeting individual needs and how these needs are often not met, resulting in a loss of personhood.  
 
"I would offend turn up to calls for a client and not know or understand how to handle them, I would offend leave the calls and just sit in my car and cry as I would have been attacked or abused in some way, but most worrying I would not have delivered any form care for that person. I would have not been able to carry out personal care, or have fed them correctly or even given them medication, such as sedative that could have calmed them down, as I would have just their medication spat back in face."  [sic.]
Community care worker, female  
Positive experiences 
Participants recognised the condition does not have to be "devastating" and can be a positive experience for both the carer or relative and the person living with dementia who are capable of having an enjoyable life. These positive experiences can be enhanced by care and support from carers, relatives, and friends who spend time with the individuals living with dementia, see past the diagnosis and focus on making sure that people with dementia enjoy their lives.  
 
"One thing I absolutely adore about people with dementia is that they are never demanding the way someone without dementia would be. They would never come to you for help, as there they certainly don't have the capacity to ask for it….As heavy as the work load may be, I have found my countenance and overall wellness has grown by dedicating my life to their needs. They are certainly, and adorably, useful to the world they are in and I would never try to change them."  [sic.]
Assistant Nurse, Female 
Fear 
This sub-theme explored the fear participants had regarding developing the condition in the future, and what affect that might have not only on their lives but also on the lives of their relatives and friends. Participants also reported feared that symptoms of dementia in their relative or friend may worsen quickly, and they will forget who they are or who the people around them are.  
 
"But personally I'm terrified of it and don't want my children ever watch me 'dissapearing' if I'm ever diagnosed with dementia. It's terrible hopeless disease. Loosing control over your life, body, nor remembering, not being able to decide... I'll certainly make advance care plans/decisions if I'm ever diagnosed."   [sic.]
Nurse, female   
Lack of awareness 
Participants reported that their lack of knowledge or dementia education has prevented them from understanding the condition in the past, and consequently prevented them from knowing how to approach or care for people with dementia, or how to help them when they need it. Some participants discuss memories where their relative or friends have shown symptoms which they now acknowledge were quite likely to be associated with dementia. 
 
"My friends aunty has dementia and her children didn't even know about the disease. I had to educate them about it and also advised them to seek for medical help for their mum."  [sic.]
Unidentifiable Female 
Hopelessness 
In this sub-theme, participants discussed how caring for a person living with dementia can make them feel hopeless. This feeling of hopelessness may result from a lack of knowledge about the condition and how best to support the person. This is in the context of no known cure.  
 
"It is sad and fatiguing for families who have to look after their loved ones and can also become frustrating, especially when the only thing left for them to do is to wish them a quick recovery and feeling hopeless at the same time knowing it is impossible since there is no cure. I believe the only chance, is to provide the best care for these folks, and maintain their dignity, and quality of life to the best of one's ability."  [sic.]
Carer, female 
Stigma 
This sub-theme focused on making assumptions about the condition itself, its symptoms, diagnosis, and treatment. Some participants recognised stigma associated with dementia and shared their experiences. The quotes below outline a commonly believed stigmata that dementia is just a 'part of ageing', or that people with dementia lack emotion and can be child-like.  
 
"In my practice as a Nurse, Working in various health settings make me to realise the terrible social discrimination that people with dementia experience.For some of my patients, it is either their spouse physically abusing them or children,  as well as carers putting them through financial tortures.In addition to this, is verbal abuse. The general perception is that, people living with Dementia act like children, and therefore has no emotions."  [sic.]Nurse, female 
Suspicion 
This sub-theme explored how participants suspected members of their family or friends were beginning to show the signs of dementia. This suspicion was linked to a lack of awareness and knowledge about dementia and led participants to make assumptions about dementia. Some participants reported signs and symptoms which they associated with dementia, for example, somniloquy.  
 
“She however, suffers from somniloquy or sleep talking. It can be so loud and intense, and she's also had few, what I would call, 'sleep accidents'. She's falling off bed and hit her head against a table in the past. She can be quite active  in her sleep most times, which to me is synonymous to insomnia. The lack of deep sleep is also making her age early. I have never stop wondering if this is some form of Alzheimer's. It all started in her old age.”  [sic.]Carer, female 
Vulnerability 
Participants shared stories and perceptions of people with dementia; a central theme of this was the perception of people as being vulnerable and at-risk. These vulnerabilities can lead to stigma and abuse, leaving carers feeling powerless and unable to care for their loved ones. 
 
"my husband's dementia is more complicated as he is being abused in a nursing home. His siblings are trying to force him to agree to untrue statements. I haven't been able to get him out. Everyone discredits him since he was diagnosed with Dementia. However, I have no problem understanding him. The problem is the lies others say and everyone listens to those lies. This undermines my husband. He is also talked down to like he is a child. Yet, he does not speak like a child."  [sic.]
Unidentifiable female  
Theme 4: Control 
Coping 
Participants expressed concern about coping, or not coping, with a diagnosis of dementia. These difficulties in coping may emerge from changing circumstances, and people often struggle with change especially when this involves their relatives and their changing relationships. One participant reported this as reality 'hitting home' and had found it very hard to deal with a difficult situation. 
 
"Its truly heartbreaking watching each person and family learning how to cope and that a lot of family members stop coming in to see their Mum or Dad due to them not recognizing them anymore." [sic.]
Nurse, female 
Relationships 
This sub-theme highlights the importance of relationships between the individual living with dementia and their relatives and friends. The stories shared by relatives, friends and carers outlined the impact dementia can have on the dynamics of relationship, and how this impact leads to positive or negative experiences. For example, the quotes below discuss how the development and progress of the condition could result in loneliness and lack of family support, or alternatively, in a newly discovered relationship and support.   
 
"I often reflect on how one persons pathway is like no other, varying symptoms, different stages, different levels of acceptance, then my grandfather was diagnosed with Alzheimer's and I found myself talking to him as though we were both in our fifties , fetching coal from the coal shed, tending the veggies in the garden and the attractive elderly lady in his view , I had to smile, for here somewhere was my grandfather long before I was born.” [sic.]
Nursing home worker, female 
Independence 
Participants discussed how independence is very important not just for the person living with dementia, but also for their relatives and friends. The perception and stigma behind the condition could be greatly reduced if the person living with dementia is still able to complete day to day tasks without or with minimal help from others.  
 
"My father was diagnosed with dementia in 2006. Nine years later he still lives in his own apartment (within a very sheltered housing complex). Unfortunately his decline is becoming more apparent. Up until now he has managed to go out each day for a walk but twice recently he has got lost and had to be brought back home by the Police. We have purchased a GPS tracker and ensure that he carries identification with him and we hope that these measures will allow him to participate in his daily walk for a while longer. Many of the problems over the years have been solved with a little bit of thought but it is hard. We do also acknowledge that a move into a care home will probably be required in the not too distant future”. [sic.]
 Social Care graduate, female 
Reminiscence 
Although dementia and its development are often portrayed and discussed in a negative way, relatives and friends often discussed the positive and happy times have experienced while caring or spending time with individuals living with dementia. The positive memories discussed by participants often included times when they were able to make their relative or friend living with dementia smile or be happy.    
    
"I found out that although they had poor short term memory, that they were able to remember things from distant past and many knew hymns from their childhood. I would buy old records and play them on the record player which really soothed some of my residents. It was special when someone who appeared detached suddenly cheers up when they hear a familiar tune.”  [sic.]
Social care worker, female  
Loss 
This sub-theme identifies participants’ experiences of witnessing an individual's decline, development of symptoms and fading of the person they once knew. The focus on decline in dementia in this sub-theme specifically focused on deterioration and loss of personality, and the emotions and struggle which relatives and friends face once the condition reaches this point.  
 
"It can be devastating for family members to witness losing the personality of their loved one. It can also be frightening and can lead to isolation in regards to becoming a carer of a relative.”   [sic.]
Charity worker, female  
Conflict  
Some participants discussed the conflicting behaviour they have experienced or witnessed while caring for an individual with dementia.  The quote below outlines the daily challenges such as sudden change in behaviour or presented symptoms which carers, family members and friends experience and adjust to when caring for someone with dementia.  
 
"Some days you go to their houses and they are really polite and nice but next day they are depressed or are rude, their behavior change suddenly and it is quite challenging to manage them.” [sic.]
Unidentifiable female 
 


Discussion 
This study aimed to characterise experiences of dementia among participants studying a MOOC on dementia. The data were thematically analysed using Framework Analysis with four themes emerging ("the condition", Caring, Perception, and Control), with each theme generating between 5 and 8 sub-themes. These themes align with experiences of feeling fear, anger, insecurity, and hopelessness reported by Bowes and Wilkinson (2003) and Bunn et al (2012), and anxiety, depression, and despair reported by Bender and Cheston (1997). 
This study has also demonstrated a lack of knowledge about dementia as a strong reoccurring sub-theme within the data, suggesting that this issue is widespread. However, one of the sub-themes found by Bowes and Wilkinson (2003) was "restriction on service access" which was not a theme emerging in this study. Perhaps this is because their study focused on qualitative data from South Asian families living in Scotland (which was a specific population), whereas this study was open and accessible to anyone in the world with internet access. This finding, therefore, highlights possible changes and differences in challenges families face in various cultures when caring for a person living with dementia.   
Bunn et al. (2016) conducted a systematic review exploring experiences of ‘community-dwelling’ individuals, and identified three overarching themes: "pathways through diagnosis, including its impact on identity, roles and relationships", which is similar to the following sub-themes from the present study; diagnosis, relationships, reward, positive experiences, and negative experiences. The second overarching theme identified by Bunn et al. (2016) was "resolving conflicts to accommodate diagnosis, including the acceptability of support, focusing on the present or the future, and the use or avoidance of knowledge", which can be directly linked to sub-themes diagnosis, discovery, deterioration, suffering, suspicion, lack of awareness and conflict. Lastly, the third and final theme identified by Bunn et al. (2012) was "strategies and support to minimise the impact of dementia". This theme can be linked to this study with sub-themes of professional help/professional experience, person centred care and holism. It is therefore clear that the present study findings map onto and support previous findings demonstrated by Bunn et al. (2012).   
Both Bender and Cheston (1997) and Holst and Hallberg (2003) used outdated terminology relating to dementia such as “demented”. This changing perception over time may limit the applicability of their findings to the modern day because the use and choice of language has changed since the study was published. Bender and Cheston (1997) presented a three stage model exploring the subjective experiences of dementia and, although this model was philosophical and theoretical, their findings mirror those of this study and others. Although Holst and Hallberg’s (2003) study involved interviews (a different methodology to this study), these findings were similar and included the wider community, not just the person living with dementia. It is interesting to note that the interviewees in Holst and Halberg’s (2003) were people living with dementia, and these views were similar to people who cared for people living with dementia, who are included in this study.
All authors discussed above have found similar or related themes, which can be used to ‘characterise’ the experience of dementia. Generally, there were negative connotations associated with dementia and it is thought these are often due to lack of awareness (Bunn et al, 2012), which was clearly demonstrated by sub-theme "lack of awareness" and its negative content in this study. Participants often pointed out how lack of awareness and education of the condition prevented them from understanding behaviours and symptoms shown by their relatives. 
Some authors report carer frustration, and a feeling of grief and loss experienced as the condition declines (Frank and Forbes, 2017) which have been further supported by this study. The analysis of the sub-themes ‘loss’, ‘hopelessness’ and ‘negative experiences’, have shown participant's feeling of grief as symptoms of dementia continued to develop and the personality and behaviour of their relative or friend have started to decline. These feelings and experiences are thought to be due to difficulty in dealing with diagnosis, or a lack of insight into or denial of a diagnosis (Aminzadeh, 2007).    
Strengths and limitations
The strength of this work originates from the large volume globally diverse range of participants. A large number of responses were reviewed, which allowed the researchers to correlate and triangulate themes. In this way, the themes are appropriate and representative of the dataset. To our knowledge, this is the only study of its kind examining the experiences of dementia using big data originating from a massive open online course. There is limited other similar research related to the experiences of dementia, with papers often being anecdotal, personal or an opinion.
Dewing (2002) stated that research on dementia often excluded people living with dementia. A strength of this study has that it has consciously been as inclusive as possible and, although it was not possible to know exactly how many participants had dementia or were caring for someone with dementia. This research has been inductive, taking the approach of sourcing answers rather than presenting a theoretical or philosophical interpretation of knowledge in isolation.  
This paper has identified four themes which characterised the experience of dementia: a focus on the “condition”, caring, perceptions and control. Experiences are positive and negative. This paper’s original contribution is that this information was collected and the themes identified using data which originated from a MOOC which is a large, open social media platform where people can be honest and open about their experiences and feelings. For students of nursing, these themes are important as they can be used to frame teaching and highlight specific foci of dementia, incorporating the personal experience within the classroom. The data demonstrates a broader, social, perspective should be used rather than a clinical perspective alone.
Experiences are very difficult to define in this context. A seminal definition by Allport (1935) is that ‘experiences’ are subjective and depend upon the prior experience and knowledge of individuals, and it is therefore possible that subjectivity was present as a result of prior training of the researchers; this may be more directly applicable in the coding of themes where accepted terms such as ‘person centred care’ have been used.  
Furthermore, participants may have been influenced, by the content of the MOOC or prior training such as Dementia Friends. These activities may ‘nudge’ participants to demonstrate demand characteristics (where the participants demonstrate the behaviours they think we are looking for [McCarney et al, 2007]).   
The use of discussion boards may have influenced the direction of the discussion. It is well known that discussion board participants can experience ‘groupthink’ where the group and discussion content goes in a certain direction as a result of individuals trying to maintain conformity with the rest of the group (Tsikerdekis, 2013), which could result in an irrational or abnormal discussion. The researchers were aware of the possibility of groupthink, but no interventions were used to manage this. It was felt that interventions could adversely alter the course of discussions, thus introducing bias. 
Some long posts may have had overlapping themes. Where this occurred, the researchers chose the code relating to the main focus of the post. This could have meant the secondary coding was not entered into analysis. Similarly, due to spelling or grammar inaccuracies, a small number of quotes may have not been interpreted correctly. However, coding was conducted independently by the two researchers with calibration undertaken to establish a single set of themes. 
Conclusion 
This research reports the experiences of dementia from the perspective of MOOC participants. The study identifies that the experience of dementia can be characterized into four themes. This is important because often the experience of dementia is defined by anecdotal, small scale or opinion pieces. The findings from this study add to the already existing body of knowledge: strengthening and increasing understanding of perception and experience of dementia. Much of the existing research focuses on the negative aspects of dementia, however the themes in this study have demonstrated there is a more balanced view with positive and negative experiences. This could reflect the changing attitudes or perceptions of dementia. The experience of dementia is not exclusively negative; this study demonstrated there is hope for people living with dementia. Experiences can be positive with a diagnosis potentially becoming a transformative event where people become closer to the people they share their lives with, focusing more on living and just being alive. For students of nursing and their educators, this work is important because the experience of dementia should be included in learning programmes. This paper provides a definitive characterisation of the experience of dementia from the perspective of MOOC participants. Learning about dementia should focus on the broader social perspectives rather than a clinical perspective alone.
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