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      Critically discuss the ethical considerations of wishing to carry out an in-depth qualitative study on the psychosocial impact of receiving a diagnosis in a loved one.
       
     The objective of this paper aims to discuss and critique the ethical considerations of wishing to carry out an in depth qualitive study on receiving a diagnosis of dementia in a loved one. The introduction will cover what the medical definition of dementia is and give statistical data for the people currently living with such a diagnosis in the United Kingdom and globally. This will give an accurate understanding of why such research is required, and who will benefit from such research and what is already known in this area of interest, what can be implemented for carers as dementia has such a knock-on effect for others. Also, a small review of literature will be searched including journals and literature reviews to see what experiences dementia carers have when receiving a diagnosis. This will be crucial to understand and demonstrate to the reader what ethical considerations are required for qualitative research study design.
       
        According to the World Health Organisation, (2020) “Dementia is a syndrome in which there is deterioration in memory, thinking, behaviour and the ability to perform everyday activities”. The WHO, (2020) cite those 50 million individuals are suffering from dementia globally and that there are 10 million new cases each year. The WHO, (2020) goes on to say by 2030 its expected to reach 82 million cases and by 2050 it is estimated to reach 152 million.
According to Lewis et al., (2014) dementia has cost £26 billion in the United Kingdom in 2013. Whilst Prince., et al (2015) states that this will eventually cost $2 trillion by 2030. Prince., et al (2015) further states that there is huge disparity in spending on research, medical and social care between the rich and poor countries globally, and that most of the money internationally is spent on social care in institutions and care in the community. However, Luengo-Fernandez., et al (2015) cites that statistically funding is limited for dementia research and that cancer and heart disease total expenditure collectively are less than the expenditure for dementia care to the department of Health and social care. From these statistics it can be understood that more research is needed in all areas relating to dementia and more funding made available. The over-all outlays for dementia in the UK back in 2019 cost a total sum of £34.7 billion. Backed with evidence from literature Prince et al., (2014), Wittenberg., et al. (2019b). Furthermore, Livingston et al, (2017) states that with an ageing population continually growing so will the statistics for a diagnosis of dementia. Whilst the Alzheimer’s Society, (2019) found that over 920,000 individuals here in the UK have been diagnosed with dementia which is anticipated to rise to over a million by the year 2024. 
       The diagnosis of dementia for the patient and close family is such an overwhelming negative experience as this is a progressive disease that is terminal with no cure currently only to manage with anti-psychotics. As Pollitt et al., (1989) states that in a qualitive study 34 family carers were reluctant to accept the diagnosis and deteriorating family member. The issue that can be problematic is what quality of information is provided to families of dementia patients. Brodaty et al., (1990) agrees that studies have found that, when families and patients have dementia diagnosed, they still obtain minute information about the diagnosis, treatments, or controlling factors. However, Holroyd et al., (2002) says that in a study of 289 cares only 28% agreed they had received sufficient clarification of the diagnosis. Although Chenoweth & Spencer, (1986) differs by reporting that the diagnosis had been conveyed in a blunt, tactless manner, and only three patients had a family conference organised. However, Post & Foley, (1993) states there is little research available on the use of language in explaining the diagnosis to family from health care professionals (HCP). The reality is that HCP may believe that the language they are using is clear, but patients and family members may leave consultations with very little understanding of what is happening. Though Smith and Beattie, (2001) state that family members who attend dementia outpatient clinic remembered limited information about the diagnosis appointment.
       Dementia not only affects the one diagnosed but also those close family members who must continue with daily life at some sort of normality. This is well recognised and acknowledged in the literature the psychosocial effects are not limited just to the patient but also to the family. Often family members have no idea what lies ahead with this illness. How the journey is going to be and exactly how this will affect their own mental health. However, Aoun et al., (2012) claims obtaining a diagnosis of mental health (MH) is accepted as a huge task for families and patients with MH. Whilst the Alzheimer's Association, (2002); Meyers, (1997), Chenoweth & Spencer, (1986) also agree that the emotions of hearing a diagnosis of dementia is so overwhelming that it may be senseless to provide additional information at the primary appointment. Therefore, follow-up appointments could possibly be a better occasion to contemplate and question the diagnosis treatment available. Besides Carpenter & Dave., (2004) states as soon as a patient has a diagnosis this then lets the patients to be involved in arrangements of their own care, and it allows family members to contemplate care needed and plan for modifications that are expected as dementia advances. Despite this Brodaty et al., (1990), suggests that only 33% of patients receive an accurate diagnosis and that some instances patients may receive incorrect diagnosis. Nonetheless Connell & Gallant, 1996) reasons that the vital point of patients being diagnosed is that family members can get on with planning the future. 

       The psychosocial impact for family members can be quiet devastating watching someone deteriorate. Backed by literature as most of the care of patients with MH issues is delivered in the home by family members who then may suffer from psychosocial issues like depression, anxiety and exhaustion and their own quality of life can suffer greatly  (Hecht et al., 2003).    
However, research on patient responses is scarce, even more scarce is research on the effect of a diagnosis on caregivers. Obtaining a diagnosis might confirm the advanced and unavoidable deterioration that is anticipated. Bass et al., (1994) says in a study consisting of 576 caregivers and family members of patients that had received a diagnosis described more stress in the relationship strain and reduce in activities in comparison to caregivers for patients who had no formal diagnosis, independent of level of patient impairment. However, Wittenberg & Prosser., (2013) cites that if families have seriously ill or family members with a disability it is well known within the literature the effect of being a burden on family carers. Though Davidson et al., (2008) suggest this is known as “spill over” consequence of disease affects many features within relatives’ lives, from psychosocial to physical health and overall quality of life. and well-being. Likewise, Pearkins et al., (2012) agrees that previous research on family “spill over” outcomes of sickness and disease has found that carers suffer from increased risk of mortality, with conclusions often implying a relationship between carers pressure and adverse outcomes. Brown et al., 2009 disagrees as they suggest encouraging outcomes and benefits that extend s life for the carer. Whilst Wittenberg., (2013) found that the adverse effects of disease on family carers are extensive and prevalent, that effects all areas of life from physical pain and the power to sustain social relationships.


         Mental Capacity Act cites all health professionals which includes medical research must presume that an individual has the capacity to make judgement, unless there is clear evidence otherwise, to indicate that they do not have the capacity to do so. The individual must have relevant support to make decisions. This then leaves the individual with the right to disagree with choices the family might make. However, Liégeois & Van Audenhove, (2005) state as mental health care has continued to change through the years and is now mostly delivered in the community. Similarly, Bleyen et al., (1998) agrees that patient interests and input in the development of mental healthcare procedures globally continues. Families alongside patients are progressively requested to express their views. However, mental healthcare patients can take a functioning position in their personal care if conditions allow. Evidence suggests that mental health conditions can affect a patient’s capacity to make coherent decision’s and can be disturbed additionally by medicine Crawford & Rutter, (2004).  Although  Anthony & Crawford, (2000) cites that patient participation in MHC can be indirect and direct like having verbal input or just being able to be informed appropriately. Though Hamann et al., (2007) found that some MH patients also vary in their involvement in decision’s. Whereas Treseder., (1997) argues MH patients like to consider various treatments. but prefer to let the medical professional make the final decision in treatment options available. Additionally, Tambuyzer et al., (2014) states that “The health-care provider brings medical and technical knowledge about the health problem, while the patient is an expert in his own experiences of the illness, as well as in his needs, values and preferences”. 
        To work within the context of law and professionalism, the research being conducted must follow certain acts: Human rights Act (1998), The Equality Act (2010) and The Care Act (2014). Human rights Act (1998) is legislation that is enforce in the UK for all. The Human Rights Act (1998) is quite extensive in what is legislating, this Act is protecting everyone regardless of age and clearly stipulates that sexual orientation, gender identity/reassignment, disability, pregnancy, and maternity are all areas where no one can be discriminated against. The Equality Act (2010) also has been developed to protect individuals who could find themselves being discriminated against. This is known as protected characteristics and has implemented protection from being discriminated against directly or indirectly. These protected characteristics are very similar to what is included in The Human Rights Act (1998). These are the protected characteristics disability, gender reassignment, sexual orientation, sex, religion, civil partnership, marriage, pregnancy, and maternity. The Care Act (2014) has been implemented for vulnerable people to have protection from ill-treatment, abuse and increase their quality of life, carers either paid or family must also adhere to such values set within the Act.
                                                  
       For members of the British Psychology Society (BPS) guidance has been set out on how it wishes psychologist who are registered with them to work within strict guidelines to achieve and maintain credibility. However, these (BPS) guidelines are very similar to the previously discussed legislation.  According to the BPS (2009) they endorse that everyone has the same worth regardless of social status, ethnicity, gender, or any other perceived difference, respecting everyone’s dignity.  The BPS states how important it is to treat people with of compassion, which should include sympathy, kindness, honesty, distress tolerance, assurance, and courage. So, to apply these principles Psychologists should always respect the right to one’s privacy and all information shared should remain confidential. The psychologist should always have the individuals written consent to carryout consultations or research.
     
         Like HCPC the BPS also has strict guidelines for undertaking subject areas that are within the researcher qualified scope to remain professional throughout. The Psychologist should always remain professional and work within their capability and competence. Therefore, should not attempt anything outside their skillset. Psychologists are required to continue professional development to maintain standards and increase knowledge, whilst never claiming anything that they have no knowledge of. To work within their limits. As responsibility is part of being a psychologist and part of autonomy, so following this they must not abuse their position of trust and power. Whilst avoiding harm to others, remaining dignified. The basis of the research will be clear and coherent and remain unbiased throughout. It will focus on being honest from start to finish, staying within professional codes of conduct. 
      
        Health care professional council (HCPC) has strict frameworks for all professionals to follow and implement. To satisfy their membership, the psychologist or researcher should only work within their areas of accrued knowledge thus meeting all standards of professionalism. If they wish to cover any subject out with their scope of practice, then they need to make sure they gain adequate training to carry it out. Also, here we find that just like the rest of the previously discussed codes of conduct candour is essential and that there is no room for discrimination, and they need to work carefully within all legislative Acts that have been set out.  The psychologist needs to ensure no further harm will result from any work carried out. All work must be confidential and service user must remain anonymous. 
       
        The basis for any research to take place always involves confidentiality and to make sure that the information revealed to the public will not point the finger to who took part. participants should be informed via an information booklet/leaflet. Before enrolling on a study, the participant will be informed that their answers and replies will be kept anonymous throughout the study and that they have the right to withdraw at any time in the study. When the study has ended participants should be debriefed with all relevant information. All information will be stored in accordance with the Data protection Act (1998). Of course, if the researcher fails to fulfil all legal obligations of the study. Then there becomes a risk for themselves and for the participants to be harmed. The risk for the researcher is to be suspected of professional misconduct. But risk for participants is greater as their mental health is at risk. So, therefore we can understand that this would harm the participants. Which is well recognised in the literature as negative effects of failing to carry out research appropriately. The participant will need to sign giving informed consent to enrol in study. So, to minimise harm participant will be given a code to remain unidentified and there will be nothing within the final write up that would identify the study subject. 
        
       Many studies have found very similarly findings irrespective of culture and background, countless similarities of service users experience of dementia. However, Dyhrberg, (1972) suggest that the labelling theory test explains that receiving the diagnosis of dementia seemed to exalt the significance of the illness, making it a more blatant portion of the identity associated with the individual. Thus, encouraging cares to become excessively fixated on offering intimate care to the extent they forget about themselves. Besides this Hutchinson et al., (1997) agrees dementia has a massive effect on self-identification. Whilst Bamford & Bruce, (2000)  add this leads to outlooks of loss, rage, vagueness, and irritation. However, Phinney, (2006) suggest individuals with dementia fought to reserve traits of their former identity and are frequently carried mentally by family carers, who concentrate on lasting capabilities rather. Dementia also has a substantial effect on responsibilities and relations with family and in all social settings. Though Clare, (2004)  found that as the individuals are reluctant to share with family their diagnosis to try and continue life before diagnosis. Furthermore, Deb et al., (2007)  adds that this can cause loneliness. Whilst Beard et al., (2009)  states regardless of this, several studies proposed that ultimately the one with dementia and their family carers developed a psychological acceptance of the diagnosis.
    Similarly, Peacock et al., (2014) found that dementia had a substantial effect mutually on the one with dementia and their relatives. Partners had to adapt to progressively imbalanced relations as interaction within the relationship was disturbed. Though, studies regarding the understandings of couples discovered an importance of functioning collectively like a team  Benbow et al., (2009). Whilst  Bowes & Wilkinson, (2003) states that there is usually a major burden on carers. However, Butcher et al., (2001) found that affected negatively on their individual health. Likewise,  Bunn et al., (2012) states that even after this diagnosis a percentage who suffer with dementia alongside their carers who persistent in thinking that memory loss trivial. Whereas Corner & Bond, (2006)  found that relations who had professional knowledge of dementia or who had a family member diagnosed with dementia gave more acknowledgement of acceptance than individuals with no experience. However,  Roberto et al., (2011) cites those responses to being diagnosed varies hugely for carers and the one with diagnosis. But that both carers and the one with the dementia have troubles acclimatising to this new identity, and that the focus is usually on the present time rather than future due to anxiety. Support is needed for both the carer and the suffer to the diagnosis as the carer can suffer information overload.  
       Though Vernooij-Dassen et al., (2006a) suggest that family carers usually were in a dilemma of being undecided between safeguarding the one with dementia and following their own individual life’s. States that it was well-defined that family carers of one with dementia struggled to identify themselves after the diagnosis and to the new label.
          However, Tambuyzer et al., (2014) writes most qualitive research is conducted within the community for receiving a diagnosis concentrating on the carer and the suffer but not much is known about the individuals already in the system of care homes how it affects them and their families.  Or what the psychosocial affects are on the family when this progresses thus requiring care home. As these vulnerable people have become hard to reach. Though, many studies did not focus on demographic information or socioeconomic status as a foundation for their research criteria. 

     Furthermore, many studies have found that crucial requirements for carers of family with dementia are support, financial advice on benefits and services available. However, Beattie et al., (2004) says that support should be available with early diagnosis whilst  St. John, (2004) states it needs to consider permeant ongoing support and care. Though  Todres & Galvin, (2006) suggests that carers of individuals with dementia have multifaceted and diverse needs and those making assessments about service delivery need suitable skills and knowledge.
     Nevertheless, difficult to approach concealed and vulnerable populations often sense increased psychological distress and are at substantial risk of harm where recognised and labelled as a member of a specific community, therefore making them susceptible to be cautious identifying themselves to be involved in research participation.  Bonevski et al., (2014) adds that vulnerable groups risk social isolation if identified through loss of identity, social status and being stigmatised.  Johnston & Sabin, (2010) agrees that these vulnerable groups face being discriminated against in work and face psychological risk of harm if identified in wider society.
         Ellard-Gray et al., (2015a) Found its crucial when planning qualitative research interviews or focus groups to contemplate to reduce the possible risk to participants, as certain locations can in fact identify that the participants are taking part in a study. Which can break the confidentiality thus break codes of practice of professionalism confidentiality and increases possibility of risk to harm. Beattie et al., (2004) adds that to respect the individuals participating in research.
      However, Charlesworth, (2001) has indicated that psychological interventions in dementia healthcare must involve the carer and the individual with dementia as one effects the others mental health. Though Bamford et al., (2004) stated that most of the literature had focused on quantifying thoughts and practice, with most studies studying families’ or professional thoughts and less weight on understanding the perceptions of the individual suffering with dementia, or the understanding of the diagnosis for their families or them.  Similarly,  Robinson et al., (2005) describes that the carer and the one with dementia suffer together emotions of heartache and sorrow. Yet this is well known from the literature.  However, Vernooij-Dassen et al., (2006b) found that both carer and the patient had difficulties losing independence and not be able to follow their subjective norms. While Woods et al., (2003) states that by increasing people’s access to resources are key at diagnosis stage for ensuring psychosocial assistance. However,  Cantegreil-Kallen et al., (2005) found that carers seemed more distressed than the person receiving the diagnosis of dementia, for fear of distress and loss. 
        Furthermore Schulz, (2004) found carers of family members with dementia offer more support and help dementia caregivers provide more assistance, forfeit their holidays and pastimes, and have an increased risk factor of becoming both physically and psychologically ill  Ory et al., (1999). However,  Macdermott et al., (2019) study found that 55% caregivers of dementia suffer had to forsake enjoyable hobbies. Though Ory et al., (1999),  states whilst around 30–55% of carers experienced depression and anxiety. Furthermore Lui et al., (2017) suggests that can result in fluctuations in their conduct and reduce excellence of care provided. Additionally recent studies have shown that psychosocial interventions are reasonably efficient for carers of dementia, which can increase carers quality of life, reducing their worry, and relieve their depression (Pusey & Richards, 2001). However,  Donaldson et al., (1998)  states that individuals caring for family with dementia can have serious psychosocial implications on their own mental health.  Livingston et al., (1996) agrees that they face an increased risk for depression. 

          However, to conduct the research, the psychologist has a lot to consider before planning a study. There is so much to consider. Many sensitive subjects need to be thought-out and identified to fulfil all the legal aspects within the study design. This is the most import part of the study is the planning of the methodology. If the research design is not robust, then the study is not going to benefit further knowledge in the field for any academic. The researcher must remain working within the laws of their professional body and the law of the land to maintain credibility.  Clearly the research would be unethical if was found to have discriminated against any groups. Also, the researcher needs to promote themselves and all professional association’s that they belong to, as failure to do so result in the professional body stating all the areas where the research had been unethical and then parting company. The ethical considerations of being a researcher have been well written into the legislation, so to protect everyone from discrimination and from falling victim to unethical research. The professional codes of conduct work well alongside the legislation reinforcing the researchers right to research and the participants right to take part if they wish or to withdraw at any time. WHO, (2001) found that if prospective participants miss research opportunity’s its due the fact its delicate issue, they are doing so to avoid the risk of the threat of mental overload from remembering and restating raw, upsetting, or embarrassing stories? Whilst protecting them all the way by giving the participant the confidence to take part by knowing its confidential.
       Qualitive research design methodology is based on collecting information from focus groups, individual interviews open text and observations rather than analysis based on statistical data, so needs to be treated with great sensitivity towards participants.  Smith, (2008) reports upholding confidentiality is standard within ethical research that includes people participating vulnerable sample populations. Whilst M Choubak., et al (2015) states it is essential to give regard to vulnerable people within the research framework who decide to withdraw from participating. 
          In order to achieve the target population, the study will need to advertise for participants for this qualitative research study, it would be ideal to post adverts in doctors’ surgery’s and in hospital settings. As it can be understood from the relevant literature that this vulnerable group are hard to identify Ellard-Gray et al., (2015b) (St. John, 2004). Study leaflets will be distributed to relevant health professionals to distribute to patient’s families of dementia suffers. As the implication of the patient’s mental health status renders them vulnerable requiring help in all areas, so it’s not a secret like other illnesses could be concealed due to legislation of Data Protection Act (1998). Once the participants have registered their interest in enrolling on the study. 
          All ethical consideration will have been looked at in detail before study commences. This is a fundamental part before a study can begin and must have approval from the Ethics Committee in University Trinity Saint David, nothing unethical would ever be approved as it brings the reputation of the University into disrepute to be associated with unethical research. Ethical standards issued by the British Psychological Society (BPS) are to be followed during every part of the study. Of course, the participants being from a vulnerable population is of particular importance as there could be a possibility that they may not be completely understand the scope of the research. 
           All participants will be given with a complete information package, which will include specifics of the aims of study, and expected outcomes, de-briefing pages and an information phone number presented in multiple languages. Study participants will be provided with sufficient material to know exactly what to anticipate from the procedure, contact details if there are any concerns and how to withdraw at any time. Prior to agreeing to take part in the study, potential participants will be required to read and understand the information pack and then provide their written informed consent. The participants right to withdraw will be explained to participants.   At each subsequent interview time, participants will be told again that they can withdraw at any time if they choose. Doctors’ surgeries and appropriate hospital unit will be contacted, sent an information pack to find suitable participants to participate. If there is any interest, a consultation will be set up with a research fellow for participants to ask any questions and explain the process. Identity codes will be assigned to all participant to start the process of being anonymous.  
        They will be informed at the start what the study consists of via an information session in a local setting and be provided with an information pack to take away.  The information that would relay to the participants will be how long is duration the study. That when results have been analysed there will be no visible information that will reveal their identity and they will remain anonymous   throughout.   The participant will need to give their written consent that they wish to enrol on the study. Once written consent has been sought the participants will be informed that they can withdraw at any stage of the process, and that all information from recorded interviews and paper will be stored in line with Data Protection Act (1998). It will be decided in the best interest of the study participants how long interview sessions should be. So not to overwhelm them. If there are any issues with being upset participants will be informed that its ok to be upset and the session can be cut short. But the researcher will follow up with a phone just to check on their wellbeing in a couple of days later. When conducting this sensitive research, it would better to let the participants decide if they wanted focus groups or one to one interview due to upsetting nature. So, the methodology would consist of both focus groups and one to one interview sessions.  Focus groups interviews will be transcribed within 24 hours and the original recordings erased. The transcripts will be stored in a password protected secure file and cloud. On conclusion of the study, participants will be offered a de-briefing documentation, which will thank them for their time and remind them of the right to withdraw. If there are any issues arise at this time a contact number will be provided. 

       All information that had been collected will be analysed looking for key words and themes throughout the data collection using thematic analysis. This will enable a conclusion to be drawn from data collected to produce a results section of study. It would be expected that this research could give a greater understanding of affects of diagnosis on carers, while it would be expected that just by demographic information that a future intervention could be designed and implemented as there is already a target market available.
         Qualitative research is more difficult to carryout than quantitative, as you want to have face to face focus groups or on a one-to-one basis. Most researchers in the field agree that this is really life changing event for both the care giver and dementia suffer. The reason for this is it is not a temporally illness. It causes cognitive decline and impairment for the suffer. The life they shared before is gone and what lies ahead is well documented in literature of being a roller coaster.  The expectation of the researcher should be to be patient and not expect to rush but be considerate and stopping throughout the research if the participant is becoming upset and maybe to postpone to another week to carryon. Much work has indicated the location of the research is key to making the participant relaxed and secure and upholding anonymity.    By conducting research on the topic of psychosocial effects of dementia diagnosis in a care giver is of vital importance due to anticipated growth in expected for having a diagnosis of dementia. The literature has pointed out that these people are vulnerable with some hidden and difficult to reach to include within research studies.  There is a great need for ongoing research in this area so we can have a better understanding. What the primary outcome of this study are to gain an in-depth understanding of how it affects them, Secondary outcomes of this study will be based on the demographic information and focus groups, to investigate both the demographic profiles of the participants who are most likely to benefit from a future intervention. The review of literature has clearly reinforced that these are a vulnerable population and to be able to work with this group successfully the researcher needs to ensure that no further harm will happen by taking part in such research (Gale, 2004). To be sure that no harm will happen, that researcher needs to put all the legislation and ethically guidelines into practice to have an ethical study and morally upright career. As the research has indicated that vulnerable groups are hard to reach and hidden, there should be a wider sharing of information made available to access them more freely to be able promote services available that may be of interest.

       More funding is needed in all areas of research for both clinical and psychological, as there is no cure currently available for degenerative disease. More training is needed for staff members working with this group to ensure that they receive the best experience of being a service user.
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