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IMPACT OF DEMENTIA ON CARE GIVERS AND FAMILY
Introduction: 
In an ageing UK population, there has been a significant increase in Dementia diagnosis and consequently there has been an increase in carers required. There are approximately 700,000 informal carers in the UK, caring for their loved ones with dementia and this figure is expected to rise to 1.7 million by 2050 (Alzheimer Research UK, no date).  With the increased number of formal and informal carers, this assignment seeks to explore the impact of caring for people living with dementia.  This assignment will begin by providing a brief background information about dementia and carers and the rational for the research topic. Following this I will explore the methodology and method for the research project. Next, I will explore potential ethical consideration, some finding based on published literature. Finally, this assignment will conclude with some recommendations for carer’s.
Background information and literature 
According to the Alzheimer’s Society, dementia is the term used to symptoms including memory loss, difficulty thinking, problem solving or with language (Alzheimer’s Society, no date). The symptoms can begin small but can become severe and impact on daily functioning and quality of life. Damage to the brain from Alzheimer’s disease or stroke can cause dementia. The symptoms experienced by a person, is dependent on the part of the brain damaged. Dementia is most often prevalent in adults over the age of 65, 1 in 14 people over the age of 65 will be diagnosed with dementia. There are more than 42,000 people under the age of 65 with dementia. With the growing aging population, the number of people with dementia is increase. There is currently no cure for people with dementia and depending on the severity of needs experienced by people with dementia can depend on the level of care they require. Care for people with dementia can often result in support from carers. 
As highlighted above as the number of people diagnosed with dementia has increased the number of carer required to support people living with dementia has also increased. the dementia in the family impact on carer report (Alzheimer Research UK, no date) highlights the impact of caring responsibilities in carers. The research highlighted 48.4% of carers have long standing illness or disabilities. In order for people with dementia to support appropriately, it is essential carer are healthy and supported. This is recognised in the Care Act 2015 as it  is now compulsory for a carer’s assessment to be offered (Care Act, 2014). This statutory guidance provides evidence, suggesting that carers require support to ensure their health and wellbeing is maintained which highlights the importance of supporting career wellbeing. 
Numerous research studies have been undertaken, that explain the impact of caring for someone with a diagnosis of dementia. Research highlight caregiver provide a fundamental role in supporting a family member with dementia.  Lindeza et al, (2020), conducted a systematic review to explore the positive and negative aspects of being a carers. The researcher reviewed 81 studies and a total of 3347 participants were recruited from all the studies. The researcher found several positive aspects of caring including feelings of personal accomplishment, strengthen relationship. The researcher found counselling services, support from friends and family and support from carer services contributed to feelings of accomplishment and strengthened relationship. The researchers also identified a range of negative factors including the impact on emotional and social wellbeing. The cost associated with supporting people dementia, the lack appropriate medical care support and the regression in the quality of life for someone with dementia, also negative impact carer supporting family with dementia. 
Similarly, Flynn & Mulcahy, (2013) research aims to explore the effect of care-giving for people with early onset dementia  from a family member perspective. The research to date has tended to focus on quantitative research, rather than qualitative evidence.  This research aims to identify the impact of early onset dementia, which will enable better informed social support and community care interventions, improving the standard of care and provisions of service for family carers.  Throughout the research further themes were identified including diagnostic problems, impact of care giving, relationship changes, as well as lack of recourses (Flynn and Mulcahy, 2013).  The design of this research includes seven small-scale, face-to-face, semi structured interviews. The findings from Flynn and Mulcahy (2013) indicates that whilst family care-giver is in need of specialist community support services, due to the current budget constraints this may not be possible.  
Additionally, Newbronner et al., (2013) report, commissioned by Carers Trust to investigate the experience of carers of dementia, in particular the challenges they face and subsequently identify their support needs. The report incorporated findings from research, obtained from a 3 stage process: a literature review, interviews and focus groups of 43 carers and a national survey of carers of dementia. Critical points were identified throughout a carer’s care-giving journey, within the evidence: when dementia is diagnosed, when carers take on an active caring role, when the capacity of the person with dementia declines, when carers need emotional support and a break from caring, when carers have to cope with behavioural problems or when the carer’s circumstances change. Within this research, the carer’s profile is considered: age, ethnicity and gender, as well as whom the care is provided for. These categories facilitate an analysis of the responses of individual carers and within the literature review, the lack of cultural homogeneity is acknowledged. The results of the survey conducted were analysed, both nationally and by region. The interviews and focus groups were undertaken in four different locations, two in England, one in Scotland and one in Wales. Both the interviews and focus groups highlighted a lack of carer awareness of their right to a carer’s assessment, prior to accepting a caring role for someone with dementia.

The literature on this topic highlights the impact of caring responsibilities on carer. The current study aims to further explore the views of carer, consideration how they would like to support to maintain positive wellbeing when caring for people with dementia to build on the previous literature. 
Methodology the main theory used within the methodology of this research is conceptual model, descriptive qualitative methodology. This is significant as quantitative research on carer’s impact does not consider theory within the methodology (Chou2000). The research focuses on the experiences of family carers through the four perspectives of this conceptual model physical, social, emotional and financial, Moreover, theory underpins professional knowledge for social workers.
The employment of this study’s methodology provides a form of validation, through the conceptual model underpinning the research.  
The current research topic aims to get the subjective experience to carer supporting adults with dementia to explore how the support the health and wellbeing to ensure they are able to support family with dementia. As a result the current research aims to adopt an constructionist positions, as the current research recognises there a multiple realities altered through interactions with others (Bryman, 2015). Constructions are interested in people's experiences therefore adopting this approach is necessary to explore the subject and potentially differing views of carer.  Constructionist research believe understanding is created through subjective meaning and lived experiences (Creswell, 2014). Systems theory looks at the service user as a whole, with a range of relationships as part of their reality and this is what sustains their wellbeing. In regards to carers, a systems approach can help identity support that could be offered by all 3 different types of systems, to ensure equilibrium is maintained. Whilst a limitation of systems theory is the lack of clear practice guidance, regarding level of social work intervention, a systemic approach ensures that the assessment of a service user is person-centred. 
Research within this literature review has indicated that carers feel unheard and unsupported. In supporting social work professionals and service users, these theories can facilitate control for the individual and assist in the identification of solutions to problems being encountered. 

The evidence drawn from this literature review can inform practice through reflection.  Reflection involves thinking through situations to achieve a helpful insight into practice (Fooks, 2012). A critically reflective practitioner involves being self-aware, being open new ideas (Schön, 1979). 

The appraisal of evidence, prior to and throughout working with the service user, i.e. reflection-before-practice (Knott and Scragg, 2013), is in contrast to the adaption of techniques used as a direct result of reflection, i.e. reflection-in-action. ……Reflection on action allows a Social Worker to gain new insight and continually use new evidence to inform practice….. 

Serious case reviews emphasise the relevance of reflection, in providing clear recommendations as for the improvement of practice, through reflection on key significant events (Manthrope and Martineau, 2016). Continuous and ongoing professional development is enhanced through critical reflection; contributing to a social worker’s existing knowledge base and facilitating an increased knowledge and understanding.

Reflection must include the use of managerial knowledge as evidence, whilst also appraising research evidence within their field.

The acquisition of a thorough comprehension of the strengths of working with a service user is supported through reflection during supervision; similarly the areas for development in a professional’s knowledge base are supported.  This in turn facilitates the empowerment, support and encouragement of control for service users (Ghaye and Lilyman, 2011).

To understand the subjective experiences of carers supporting people with dementia, the use of qualitative methodologies would be beneficial. Qualitative research aims to understanding a topic through meaning, interpretation and context to gain a greater understanding of the participants’ viewpoint (Harding, 2013). As qualitative research aims to understand a phenomenon in detail, they will use approaches that may take longer but there sample size is smaller, however Hellstrom, (2008) states sample size is less important when conducting qualitative research. Qualitative research methods can include , observation focus groups, case studies and interviews (Bryman, 2016). 
[bookmark: _Hlk74943424]The current research aims to use semi-structured interview. Interviews are a widely used method of research (Bryman, 2015). Semi structured interview has a topic guide to key area of question to discuss within the interviews. A topic guide ensure that same topics are discussed in all the interviews, however the types of questions asked can depend on the responses given by participants (Newing et al., 2010)(Newing et al., 2010). Semi structured interview are flexible and allow opportunities to explore the subjective experiences of carer who will have different stories to tell, for this reason semi-structured interviews have been selected. 
Semi-structured interviews can be time consuming and require the participants to have good understanding on the topic of interest (Bryman, 2015). This means the right participants would need to be selected for the current research topic. Participants for the current research would need to be caring for someone with Dementia at the time of their involvement within the research and be caring for a minimum of 10-15 hours per week. This will ensure the participants are able to contribute to the research and strengthen the research findings. Participants would be recruited through dementia charities. Recruiting using a gatekeeper such as dementia charities, enable the current research to recruit the most appropriate people within West Midland region. Furthermore, the method of participant’s recruitment has been used within previous research (Flynn and Mulcahy, 2013). 
For a semi-structured interviews one hour is considered reasonable amount of time (Adams and Umbach, 2012). The current research anticipated the interviews will take approximately 45-60 minutes. Semi structured interview often consists of open ended questions to allow participants to share their experiences.
The interviews would be in person within a secure environment, e.g. university campus. The interviews will recorded on an audio devise and transcipted. Key themes will be identyified from transcription. Thematic analysis will be use to transcibe the data and create themes (Braun, Clarke and Hayfield, 2015). Braun and Clarke, (2012) outline a six step process to ensure the analysis is rigorous. 
Other methods of data collection were considerd including focus groups, which is a group interview involving a small number of people to discuss caring for dementia. However, taking into consideration the senative nature of the topic and subjective experiences of each carers lived experiences, using focus groups may not be appropropriate. Surveys were also considered, as they are able to gather the view of a larger number of participants in a cost and time effective way. However, the current research did not feels surveys would enable participants to share they lived experiences effectively (Denscombe, 2017). 
Consideration of ethics:
Within research the considering ethics is intergyral to ensure the research is valid. When planning research key ethical consideration must be taken into consideration.  Vanclay, Baines and Taylor, (2013) identified ethical principles of research involving humans. The researcher identified a number of ethical principles including respect for participants, 
· informed consent, 
· specific permission required for audio or video recording, 
· voluntary participation and no coercion, participant right to withdraw, 
·  no harm to participants, 
· avoidance of undue intrusion, 
· no use of deception, 
· the presumption and preservation of anonymity, 
· participant right to check and modify a transcript, 
· confidentiality of personal matters,
Data protection.
Below described the ethical principles considered within the current researcher. One of the key consideration is informed consent means participation in the recent is voluntary and participants should be provided with sufficient information and an adequate understanding of the research to enable to make an informed decision. Within the current research participants will be provided with a detailed information outline the purpose of the research, the expectation of participants should they wish to participate, how long their participant will take and their reinforce their right to withdraw. If participants are happy with this information, they can voluntarily sign the consent form agreeing that are willing to participate. 
Another ethical consideration is gaining specific permission required for audio- or video-recording the interview. Within the current research this permission will be gained on the consent form ensure participant are happy to record their interview on an encrypted audio device, so that the researcher is able to transcribe the interview. The researcher will outline that no one will have to the audio recording and it will be stored then destroyed safety after the researcher has been completed in line with the GDRP regulations. 
Ensuring voluntary participation and no coercion is another key ethical consideration.  This means participation must be voluntary and not involve and payments for participation. Any payment should in line with income expectations of the participants and should not be excessive what may be consideration and a bribe. Within the current research involvement will be voluntary and no payment will be given, this information will be explicit on the information sheet and consent form
Participants right to withdraw in key ethical consideration, where participants will be informed on information and at the start of the interview they can withdraw at any time and have any of their data already recorded removed from the analysis where this is possible.
No harm to participants, whilst the research may explore sensitive issues, participants will be aware of the content and if participant become upset of distress they will be sign posted to appropriate service. Furthermore, participants anonymity, must be maintained throughout the research participants will be given pseudonyms and their location will be changed to ensure their anonymity is 

Best evidence to inform practice, when working with carer-givers, involves using an eclectic approach. HCPC guidelines have outlined the importance of using of all forms of evidence, as well as theory. When undertaking direct work with carers of someone with dementia, best evidence would involve the adoption of a system approach. Systems theory looks at the service user as a whole, with a range of relationships as part of their reality and this is what sustains their wellbeing. In regards to carers, a systems approach can help identity support that could be offered by all 3 different types of systems, to ensure equilibrium is maintained. As the inclusion criteria involved publication dates between 2008 and 2015, the research undertaken for this assignment was up to date and relevant. Whilst all the articles support the view that there is a gap within social care, their perspectives are influenced by their paradigm of research or professional stats the inclusion criteria involved publication dates between 2008 and 2015, the research undertaken for this assignment was up to date and relevant. Whilst all the articles support the view that there is a gap within social care, their perspectives are influenced by their paradigm of research or professional status. 
Findings and recommendations from previous literature 
Research within this area also indicated that carers feel unheard and unsupported. Providing opportunities for carer to communicate and with carer as a support network may increase carer social and emotional wellbeing.  There are several way in which carers can feel heard and supported. This section will explore the findings from the published literature and some recommendation from these findings. 
Lindeza et al (2020), finding, highlight in importance of carers have positive relationship with family and friends and using psychological interventions such as counselling to foster positive relationships. Therefore, a key recommendation to support carer is intervention to promote positive mental health, addressing their social well-being and to improve their quality of life. 
Furthermore, Flynn and Mulcahy’s (2010); research provides insight into the impact of caring for someone with early on set dementia. The research considers other factors such as employment status, gender, age, years of care- giving and relationship with whom they are caring for. This analysis of these factors provided an understanding of the types of carers and could allow a correlation between impact of caring for different demographics. Understand or the impact of carer from different demographics can help to understand what appropriate support would be required. However, the small sample size of the study means the generalisability of the finding are limited. This could mean that the results were biased which could lead to an increased risk of oppression, in respect of the care-givers.  Furthermore, consideration should regarding the location of the study, being conducted within Ireland, which could also impact on the generalisability to England, as service provisions may differ. 
Research undertaken by Elvish et al (2012) provided insight as to whether interventions help carers, focusing on psychological interventions. The research provide suggests such as counselling and one-to-one support, to supporting carers. A key recommendation take from the literature would suggest providing carer with the opportunities to engage in psychological intervention such to manage their wellbeing, so they are able to support patients with dementia to the best of their ability.   
Additionally, Flynn and Mulcahy (2010) has outlined emotional burden, as a contributing factor of care-giving. This is supported by research undertaken by Hurley, Patterson and Cooley, (2014), in acknowledging the existence of this factor which demonstrate that mediation-based interventions reduce depression and burden in dementia carer-givers. Therefore, supporting care-giver with the emotional burden can be a way forward to reduce some of the pressure on carers outlines in previous research. Providing either psychological or mediation based intervention may support carer wellbeing, which is outlines as a concern. 
Newbronner et al (2013) have stated that carers are unaware of their rights to an assessment of needs. A recommendation going forward is to provide open and clear information on their right to an assessment but also the service available to them to ensure they are knowledgeable and supported to appropriately support people with dementia. 
England, one in Scotland and one in Wales. Both the interviews and focus groups highlighted a lack of carer awareness of their right to a carer’s assessment, prior to accepting a caring role for someone with dementia.
When undertaking evidence-informed practice with carers of someone with a diagnosis of dementia, it is important to be aware of their needs and take a sensitive approach; in doing so, adopting a narrative approach. Payne (2014) states that a narrative approach allows the service user to understand their own story; telling the story in a way, which is personally meaningful. This is portrayed within the presentation of the research, as there are direct quotes of service user experiences included. Validation theory can be applied, when working with carers of people with dementia, as often they feel their feelings are unheard.
[bookmark: _GoBack]When working with carers of service users with a diagnosis of dementia, best practice is enhanced through the employment of a strengths-based approach. The perspective of strengths alters from the position of need, to encompass working with the individual and their needs (Webber, 2015); facilitated by the move of the approach towards a focus upon possibilities and solutions (Saleebey, 2009). The traditional concept of social services, being built on addressing concerns, is thus challenged by a collaborative approach between the social work professional and the service user.



Conclusion 
To conclude this assignment, provide some information on dementia, highlight the research on impact of caring responsibilities of carer supporting people with dementia. The researcher literature outlines the negative impact on the quality of life, social wellbeing and emotional wellbeing of carers. This assignment also outlines the methodological approach that would be employed when conducting the purpose researcher.  The key ethical consideration for the purpose researcher were outlines. Finally, this research outlines the finding and recommendation from the previous literature. 

















References 
Adams, M. J. D. and Umbach, P. D. (2012) ‘Nonresponse and Online Student Evaluations of Teaching: Understanding the Influence of Salience, Fatigue, and Academic Environments’, Research in Higher Education, 53(5), pp. 576–591. doi: 10.1007/s11162-011-9240-5.
Alan Bryman (2016) Social Research Method. 5th edn. Oxford, United Kingdo,: Oxford University Press.
Alzheimer’s Society (no date) Who gets dementia? | Alzheimer’s Society. Available at: https://www.alzheimers.org.uk/about-dementia/types-dementia/who-gets-dementia#content-start (Accessed: 16 November 2021).
Alzheimer Research UK (no date) What is Alzheimer’s disease? - Alzheimer’s Research UK. Available at: https://www.alzheimersresearchuk.org/dementia-information/types-of-dementia/alzheimers-disease/?gclid=Cj0KCQiAys2MBhDOARIsAFf1D1cE8eGTIgcS_TWhsGIGFpD8uLDyi7IFGg9IterFh-0BDqECxj471lgaAqHdEALw_wcB (Accessed: 16 November 2021).
Braun, V. and Clarke, V. (2012) ‘Thematic analysis.’, in APA handbook of research methods in psychology, Vol 2: Research designs: Quantitative, qualitative, neuropsychological, and biological. American Psychological Association, pp. 57–71. doi: 10.1037/13620-004.
Braun, V., Clarke, V. and Hayfield, N. (2015) Qualitative Psychology: A Practical Guide to Research Methods - Google Books. 3rd edn. Edited by J. Smith. London: SAGE.
Bryman, A. (2015) Social research methods. 5th edn. Available at: https://www.amazon.co.uk/s?k=bryman-+social+research+methods&i=stripbooks&adgrpid=53953390060&gclid=CjwKCAjwsO_4BRBBEiwAyagRTX59jMTb-jZ1qAGb556A2mlKyIIRevL2coFcESotN3djiN0ForAqaBoCqnMQAvD_BwE&hvadid=259069172379&hvdev=c&hvlocphy=1007144&hvnetw=g&hvqmt=e&hvrand=8470540059183345146&hvtargid=kwd-315346244079&hydadcr=10834_1789928&tag=googhydr-21&ref=pd_sl_lror2iiww_e (Accessed: 25 July 2020).
Creswell, J. (2014) Research Design: Qualitative, Quantitative, and Mixed Methods Approaches . London, England: SAGE. Available at: https://books.google.co.uk/books/about/Research_Design.html?id=PViMtOnJ1LcC&redir_esc=y (Accessed: 25 July 2020).
Denscombe, M. (2017) The Good Research Guide. 5th edn. England: Open University Press.	
Flynn, R. and Mulcahy, H. (2013) ‘Early-onset dementia: The impact on family care-givers’, British Journal of Community Nursing. MA Healthcare Ltd, 18(12), pp. 598–606. doi: 10.12968/BJCN.2013.18.12.598.
Hurley, R. V. C., Patterson, T. G. and Cooley, S. J. (2014) ‘Meditation-based interventions for family caregivers of people with dementia: a review of the empirical literature’, Aging & mental health. Aging Ment Health, 18(3), pp. 281–288. doi: 10.1080/13607863.2013.837145.
Legislation.gov.uk (2014) Care Act 2014. Available at: https://www.legislation.gov.uk/ukpga/2014/23/contents/enacted (Accessed: 16 November 2021).
Lindeza, P. et al. (2020) ‘Impact of dementia on informal care: a systematic review of family caregivers’ perceptions’, BMJ Supportive & Palliative Care. British Medical Journal Publishing Group, 0, pp. 1–12. doi: 10.1136/BMJSPCARE-2020-002242.
Newbronner, L. et al. (2013) ‘A road less rocky : supporting carers of people with dementia’. Carers Trust.
Newing, H. et al. (2010) Conducting research in conservation: Social science methods and practice, Conducting Research in Conservation: Social Science Methods and Practice. Routledge Taylor & Francis Group. doi: 10.4324/9780203846452.
Vanclay, F., Baines, J. T. and Taylor, C. N. (2013) ‘Principles for ethical research involving humans: ethical professional practice in impact assessment Part I’, https://doi.org/10.1080/14615517.2013.850307. Taylor & Francis, 31(4), pp. 243–253. doi: 10.1080/14615517.2013.850307.









