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Key words:


Caregiver - A carer is someone who offers personal and emotional care to an individual who is suffering for an illness or unable to look after themselves without support. Caregivers are usually friends or family and offer their help without receiving much support or pay (Carers trust, 2015). 

Dementia - Dementia is the term used to describe a range of conditions that affect the cognitive abilities of an individual, most commonly their memory (Dementia UK, 2019).

Home Care - Care that happens in the confines of the patients’ home, in a familiar environment to the patient (Morris and Morris, 2010).

Care facilities – This is an umbrella term for facilities that offer care and rehabilitation (most commonly long term) for individuals who need assistance in their daily living. 



Background:

Within the last decade it has been discovered that dementia is now one of the biggest causes of death both within the UK and the rest of the world. Studies have shown that there are over fifty million people worldwide living with dementia and this number is on the rise each year with new cases developing (WHO, 2017) as life expectancy is on the increase because of improved standards of living. Dementia can present in many forms and affect individuals in a variety of ways, most commonly impairing memory and brain function (Alzheimer’s society, 2018). The most common forms of dementia are Alzheimer’s’, vascular dementia and Lewy bodies dementia (NHS, no date) each affects the brain in different ways and each decreases the life expectancy of the individual diagnosed with the disease. 

Literature review:


There are a number of environments in which people with dementia live, but the two most common are either at home under the care of a loved one or in a specialised facility like a residential or nursing home (Morris and Morris, 2010). Within the UK informal caregivers make up a large portion of the people who offer support for vulnerable dementia sufferers (Department for health and social care, 2018), with an estimated twenty six billion being spent each year on dementia care (NICE, 2015). Without the hard work of these informal caregivers the economic cost of dementia would be crippling (Brodaty, 2009). This being said, is it more or less beneficial to care for an individual at home or entrust them to professional carers?

The environment in which the care is given impacts greatly on an individuals ability to cope and on their wellbeing. Allowing an individual to stay within their home, a place of familiarity, can aid in increasing their independence and ability to carry out everyday tasks 
for longer as well as aid in delaying and even reduce the progression of behavioural and psychological symptoms of dementia (Suzuki, et al., 2018). These benefits may decrease when placed within the confines of a care facility as lifelong routines are disrupted. 

Furthermore, community-based care from an economic standpoint is seen to be substantially lower than care facilities making it more financially beneficial and sustainable in the long term for patients to receive care at home (Schwarzkopf, L., et al.,2013). It is because of these reasons and the current relevance of providing a high standard of care for the ever growing epidemic of dementia that this topic was chosen for in depth research. 

Aims :


Through reviewing the literature regarding the nature of dementia and the ways in which dementia patients are cared for within the United Kingdom and world-wide it can be easy to observe that there is a gap in not only research but in the awareness of caregiving as a whole. As a result of these findings the aim of the research will be to gather an understanding of people’s opinions on how care should be provided, whether care should be provided for dementia patients, specifically, within the home or within a care facility. The objective of the research will be to gather enough useful data to be able to answer the initial hypothesis and generate an adequate conclusion that defines and summarises the opinions of the participants taking part in the study. 

 Methodology:

In order to meet the objectives, set about for this study qualitative research techniques will be used to gather data in the form of focus groups. Qualitative research involves the study of experiences, opinions and patterns of behaviour in order to extensively explore the populations beliefs and ways of thinking (Dawson, 2002). Focus groups are seen to be a form of collective conversations or group interviewing and they provide a unique way to deliberate and to engage with real world issues. Moreover, focus groups provide a useful way of gathering data that could not otherwise be collected through single one on one interviewing (Denzin et al, 2005). Following the focus groups the technique of thematic analysis will be used to examine the data, it will then be transcribed, and a conclusion will be generated that summarises the results. 

Method:

The targets for this research will be a voluntary participant group comprised of counselling university students who share a variety of knowledge and experience on the subject matter. 

The research will be guided by the question; ‘How do counselling students view the care of dementia patients?’ and in order to effectively answer the question I will be facilitating the discussion by proposing four sub- questions that will be presented the group, 
these are:
1. what are some of the types of care available for dementia patients that you are aware of?
2. What do you think are some of the difficulties facing dementia caregivers? 
3. Do you agree with the statement that all ‘dementia suffers should be placed in a care home?’
4. What do you think is missing from dementia care? 

Planning and resources:

The participants in this study are comprised of University counselling students, as to adhere to the regulations set about by the university the focus group will take place at the University of Wales Trinity Saint David and will be conducted privately in a conference room set up for the group facilitation study. In order to practice autonomy and informed consent a letter will be sent out to each participant [see appendix 1] highlighting the details of the focus group and what the topic of discussion will be. Furthermore, before the focus group commences there will be an opportunity to brief the volunteers on the purpose of the study and how the data that is collected will be used. Each participant will also be made aware of their right to leave at any point and withdraw from the study [see appendix 2-3]. There will also be a debriefing subsequent to the end of the group, it will provide the participants with the opportunity to reflect on the discussion, check in to ensure that everyone is okay and give each individual the chance to say anything that they may not have said during the focus group that they may want to add. 

Ethics:

As noted by Brayer (2008), ethics raises the question of ‘should we?’, with this in mind when conducting this research the codes or practice set out by the university will be adhered to ensuring that the wellbeing of the participants involved will be protected. When handling the data every aspect of the method will adhere to the data protection act (1998), meaning that the storage and usage of the data will be explained to each participant, held for the correct amount of time, kept private and destroyed after completion. The informed consent will also be practiced throughout the study, prior to the research being conducted the participants will be made to understand and willingly agree to participation without coercion in order to adhere to the principle of informed consent (Oliver, 2010). If at any point throughout the study the participants feel uncomfortable or distressed then they can leave without questions. 


Outcome:

The outcome of this research is to gain a better understanding of Counselling students awareness of dementia care and their experiences of the topic. Alongside this, the objective is to facilitate an effective focus group that can provide enough rich data to transcribe and analyse in order to generate a conclusion and present my findings. 
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APPENDIX 1
COVERING LETTER: FOCUS GROUPS

DATE: 1st April 2019

‘Dementia care: who is responsible?’

You are invited to take part in a research study to explore dementia care and consider who should be responsible for overseeing it. 
Before you decide whether you wish to participate it is important that you understand why the research is being undertaken and what it entails. You should therefore read the attached information carefully and discuss it with others if you wish. 
This research is supervised by Beverley Cole [UWTSD] and has been approved by UWTSD School of Social Justice and Inclusion Research Ethics Committee. The School of Social Justice and Inclusion is bound by the ethical and Counselling and it is hoped that this research will enhance understanding of the role of the third sector in health and well-being provision. 
Taking part in this study is voluntary and the attached information should clarify any questions you may have. If you still have concerns, please feel free to contact me using the contact details given in the information sheet. 

Thank you for taking the time to read this information. 




 





APPENDIX 2

INFORMATION SHEET: FOCUS GROUPS
										
Information Sheet for participation in Research into counselling students’ knowledge on dementia care and their opinions on how it should be carried out. 

Researcher: Shelby Bovingdon 

You are invited to take part in a focus group as part of a research study. Before you decide whether you wish to participate it is important that you understand why the research is being undertaken and what it entails. 

Please take the time to read this information carefully and discuss it with others if you wish. 

What is the purpose of the study? 

· The aim of this part of the research is to gather information on the counselling students awareness on dementia care, to explore their opinions on how and where care should be provided for dementia sufferers. 

Do I have to take part in the study? 

· Participating in the study is voluntary, it is up to you to decide whether to participate and if or when to withdraw. 

· If you wish to withdraw from the research at any time you will be able to do so without giving a reason. The cut-off date for withdrawal will be one week after the focus group has taken place. Should you withdraw at, or before, this point, no data supplied by you will be used. 




What will happen if I take part in the study? 

· If, after reading the information provided, you decide to take part you will need to: 

1. Sign the consent form [no information will be used without this signed form] 
2. Return this form to me by 28th March 2017. 

· Where consent forms are returned by email, with an indication of intent to participate, this will be taken as informed consent. 
 
· Upon receipt of your consent form, you will be invited to attend a focus group which will take about one hour of your time [plus any travelling to/from the SA1 campus]. The focus group will consist of members of your current study cohort who will discuss the issues outlined on the Focus Group Schedule attached. 

What if I need to contact you? 

· You can contact me via the email address and telephone number provided below. 


What if I have any other questions? 

· Reading the information sheets provided should answer many of your questions. However, you may require additional information, or have a query, now or at a future stage of the research. Should this be the case please do not hesitate to contact me by sbovingdon.151190@student.uwtsd.ac.uk





What are the benefits of taking part? 

· Reflecting upon your experience of dementia care and your input will make an important contribution to understanding and enhancing this important part of health and well-being research. 

What are the possible disadvantages and risks of taking part? 

· It is highly unlikely that this research could cause risk or harm to anyone taking part, but should the facilitator feel at any time during the course of the focus group that the conversation is beginning to create distress for any participant the discussion will be stopped and a short break will take place before returning to more general topics of discussion. If participation in the study causes upsetting discussion which you would like to discuss with someone, you are free to discuss this with your counselling supervisor, or you can contact the researcher or the project supervisor [see contact details provided] for signposting to relevant support. Should any unsafe or unethical practice be identified, this will be addressed in accordance with the BACP Ethical Framework (2010). 

Will my taking part be confidential? 

· Although the researcher will take every precaution to maintain confidentiality, the nature of focus groups prevents a guarantee of confidentiality. The researcher will, however, remind participants to respect the privacy of fellow participants and not repeat what is said in the focus group to others. A section of the consent form also requires participants to agree to keep information appertaining to the focus group confidential. 

Will my taking part be anonymous? 

· All participants contributions will be anonymised and no names will be included in the final documents. Quotations may be used in the presentation of the research, however these extracts and any other personal information will also be made anonymous and modified to make unidentifiable so that the data can not be linked to the participants. 

What will happen if I don’t want to participate? 

· If you do not wish to participate in this study, please ignore this correspondence. 
 

What will happen to the information I provide and the results of the study? 

· The focus group session will be recorded and transcribed to facilitate analysis of content. The recording and the transcription will be stored separately and securely and destroyed once the research process is completed. 

· The completed research will be presented to UWTSD and will be available in the libraries of this organisation. Further to this, findings will be used for journal articles/conference presentations and collected data could be used for training purposes. Should any malpractice become evident this will be addressed in accordance with BACP guidelines 

Who has reviewed this study? 

· This research study is bound by the ethical guidelines of the British Psychological Society and the British Association for Counsellors and Psychotherapists. The research study has been approved by UWTSD’s School of Social Justice and Inclusion Research Ethics Committee.

What if I have any other questions? 
· If you require any additional information or have a query regarding the study now or at a future stage of the research, do not hesitate to contact me by email at SBovingdon.151190@student.uwtsd.ac.uk 




Thank you for your participation and your time in reading this information. 





 



Date: 1st April 2019


























APPENDIX 3

CONSENT FORM: FOCUS GROUPS


Consent Form [Focus Group]: Research Project: 
‘Dementia care: who is responsible?’


Please read this form carefully, initialling each box to indicate agreement as appropriate. 

Top of Form
[image: ]I have read and I understand the information provided about this research, I have a copy for future reference [dated1st April 2019] and I have no reservations regarding content. 
Bottom of Form


Top of Form
[image: ]I have had the opportunity to consider the information and ask questions. I have had these answered satisfactorily and I understand that there will be a further opportunity to address any questions at the end of data collection, just prior to the point where I am able to withdraw. 
Bottom of Form


Top of Form
[image: ]I have a telephone number and an email address for the researcher, and contact details of the main project supervisor should I have any concerns. 
Bottom of Form


Top of Form
[image: ]I understand that although the researcher will take every precaution to maintain confidentiality, the nature of focus groups prevents a guarantee of confidentiality. The researcher will remind participants to respect the privacy of participants and not repeat what is said in the focus group. I agree not to divulge any information regarding the focus group to others. 
Bottom of Form


Top of Form
[image: ]I understand that the focus group session is to be recorded and transcribed and data will be stored securely. I also understand that actual quotations from my contributions may be used to support the research, although any data collected will be anonymised. Findings may be the subject of journal articles/conference presentations and/or any other related educational or research work. Data collected will be destroyed once the research process is finalised. 
Bottom of Form


Top of Form
[image: ]I understand that I can withdraw from this study at any time up to the cut-off point, without giving any reason, if I do so data relating to me will not be used in the study. 
Bottom of Form


Top of Form
[image: ]I consent to take part in the focus group. 
Bottom of Form



Signature: ____________________    Date: _____________________ Tel Number: _____________ 


Print Name:___________________      Email: _________________________________   


If you return this form via email, you may be able to sign it electronically. If this is not the case please note that receipt of this form via your email address will be taken as informed consent 


I would like to have sight of the research findings when these are produced Yes/No





APPENDIX 4


FOCUS GROUP SCHEDULE


	
	Project: ‘How do counselling students view the care of dementia patients?’

Date: _01.04.19___ Time of Group: Start: _15.00________ Finish: 15.30_______ 

Venue: Counselling pod UWTSD, SA1 Campus ________________ 


[Introductions. Briefly describe project and focus group protocol [including purpose of study, recording, dissemination and withdrawal], ensure participants have copies of the information sheet and focus group schedule and have signed the consent form. Revisit informed consent. 

Topics:

1. what are some of the types of care available for dementia patients that you are aware of?
2. What do you think are some of the difficulties facing dementia caregivers? 
3. Do you agree with the statement that all ‘dementia suffers should be placed in a care home?’
4. What do you think is missing from dementia care? 

[Thank participants for participating, assure them of anonymity and advise what will happen next. Ask whether participants have any questions, want sight of notes/themes, etc. Cool down period, debriefing chat. 













APPENDIX 5
DEBRIEFING FORM 

Date: 1st April 2019 
Thank you for participating in this study. Your time and effort are appreciated. 

This research explored counselling students opinions on dementia care. Dementia care is on the increase with an ever-growing demand for more funding and support, especially for informal caregivers. The awareness of dementia care seems to be low and is extremely under researched. Through participating in this focus group your contribution has added to the development of a body of knowledge within the health and social care sector. 
You are reminded, however, that you still have the right to withdraw at this point. Should you decide to do so you will not have to give any reason and collected data will not be used within the study and will be destroyed.  You will be aware that this study has received ethics approval from the School of Social Justice and Inclusion Research Ethics Committee of UWTSD. However, if you have any questions or concerns about your participation in this study, you can use the previous contact details provided. 
Some of the questions that were presented to you within this study, although not intentionally may have provoked a negative emotional response and may elicit sensitive reflection. If this study has caused emotional distress you are encouraged to discuss these feelings with a counselling supervisor at the university. Furthermore, should you wish to discuss this further with an outside party there are a number of useful links and contact details that can be provided by the group facilitator should you wish. If you would like to research or learn more about dementia care there is vast amount of information that you can find on website like https://www.dementiauk.org or https://www.who.int/en/news-room/fact-sheets/detail/dementia. 
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