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A critical discussion of the ethical considerations needed to carry out an in-depth qualitative study on the psychosocial impact of receiving a diagnosis of dementia in a loved one

 
       An ethically challenging, yet fundamental aspect of psychology is research on human participants. Psychological research requires attaining approval from appropriate ethical committees and meeting the ethical standards set out by those committees (Braken-Roche et al., 2017). Within the United Kingdom, psychologists are expected to follow a number of ethically moral principles set out by the British Psychological Society. These aim to provide research guidance through all stages of research, regardless of topic or methodology; determining both the benefits and/or risks of the research with fair participant recruitment and that informed consent has been sought voluntarily (Coleman, 2009; British Psychological Society, 2014). 
      Vulnerability in research refers to the suggestion that participants who are unable to provide a voluntary and informed consent may be liable to more harm (Nickel, 2006; Hurst, 2008). Historically, there have been a number of guidelines and policies providing the scope for research to be carried out within a vulnerable population (Eriksson et al., 2008; ten Have, 2015). Although there is a more widespread agreement that participants in research are perhaps vulnerable and be needing more protection; the idea of vulnerability can be vague (Schroeder & Gefenas, 2009; Braken-Roche et al., 2017). A good means of collecting data within a vulnerable population, for example a dementia population, is through qualitative approaches. Carrying out research qualitatively requires participants to describe their thoughts, feelings and experiences, while offering researchers the scope to carry out deep and thorough overviews of experiences through the collection of this descriptive data (Stannard, 2012; Abedsaeidi & Amiraliakbari, 2015; Ghaljiaie et al., 2017). 
      Through the decades there has been a dramatic increase in dementia prevalence, but the lack of effective treatment methods and research into social inclusion, quality of life and care has meant that a public health priority has been identified (Peeters et al., 2010; World Health Organisation, 2012: Black et al., 2013; Whitlatch & Orsulic-Jeras, 2018). As qualitative research which involves individuals diagnosed with dementia expands; there has been a change in the methods and techniques used for engagement, from interviews and observations to those that are more widely used (Wiersma, 2011; Bartlett, 2012; Tanner, 2012; Novek & Wilkinson, 2019). These changes provide convincing confirmation that individuals with dementia can participate actively in qualitative research, providing rich and deep data from life experiences (Pratt & Wilkinson, 2001; Wilkinson, 2002; Wilkinson & Milne, 2003; Hubbard et al., 2003; Hellstrom et al., 2007; Beuscher & Grando, 2009; McKeown et al., 2010; Murphy et al., 2015; Digby et al., 2016).  With that being said, this inclusion of individuals with dementia in qualitative research while effective, can present its own issues both methodologically and ethically (Novek & Wilkinson, 2019). 
      While all research carried out with human participants can come with many risks, for research involving individuals with dementia the potential risks can be amplified due to illness associated stigma and the individual’s impaired cognition (Hellstrom et al., 2007; Garand et al., 2009; Pesonen et al., 2011). For this reason, there is a need to develop strategies which can guarantee safe participation for individuals with dementia; to aide wider research inclusion and gaining knowledge in dementia practice and policy (Pratt, 2002; Wilkinson, 2002; Hellstrom et al., 2007).  The idea of safe research practices in dementia research has been applied by Pratt (2002), Pratt also states that researchers should try to create a context for safe research. This need to guarantee safe research practices has also been emphasised by fellow scholars in dementia, with many publishing works reflecting approaches that promote well-being and safety, the issues they might have faced and how to potentially solve these issues (Novek & Wilkinson, 2019). Individuals with dementia have also helped to develop dementia research guidelines as well as talking about their own research experiences (Scottish Dementia Working Group Research Sub-Group, 2014; Novek & Wilkinson, 2019). Because of this, there are a number of strategies which are used to promote inclusive and safe research practices when involving individuals with dementia. 
      With this in mind, this essay aims to present a critical discussion which explores the ethical considerations needed to carry out an in-depth qualitative study on the psychosocial impact of receiving a diagnosis of dementia in a loved one; more specifically moral sensitivity, consent and participation, the use of the term ‘dementia’, the relationship between researcher and participant and beneficence and non-maleficence. 
      For health psychologists, there is a moral responsibility to provide knowledge and information that can help to enhance care quality while maintaining the vulnerable individual’s dignity. In order to obtain this information and knowledge, showing that individuals with dementia are taken seriously; there is an importance for the individual’s voice to be heard. However, this inclusion can raise some specific ethical issues and gaining the knowledge on meeting these issues is of importance (High et al., 1994; Parse, 1994; Parse, 1996; Bartlett & Martin, 2002; Moore & Hollett, 2003). The term moral sensitivity refers to the attention a researcher affords to the moral standards which can arise in a situation, while recognising the role that they play in these situations. Moral sensitivity is key to being morally attentive and having a full moral understanding of situations (Lutzen et al., 2006; Heggestad et al., 2013). 
      In clinical research, the discussion of avoiding harm and risk there is a shared focus on the participant and causing potential physical harm. Although an individual has dementia, it does not mean that they are incapable of providing consent and to suggest that an individual is not capable due to a dementia diagnosis would exclude the individual (Heggestad et al., 2013). As a result, individuals with a dementia diagnosis deserve the right to an evaluation of their competence that is fair in order to make a self-directed decision about their participation. In order to evaluate one’s capacity to provide their consent, the use of neuropsychological tests – for example, the Mini Mental State Examination (a cognitive impairment screening tool) is common practice; but these tests do not provide an insight into the individual’s ability for expressing experiences or feelings (Pratt, 2002; Heggestad et al., 2013). Neuropsychological tests, such as the Mini Mental State Examination, also fail to capture a true representation of an individual’s competence to provide an informed consent. (Normann et al., 2011; Heggestad et al., 2013). An alternative to this process of cognitive screening, is a more holistic and broad evaluation carried out by a healthcare professional known to the individual over a period of time (Heggestad et al., 2013). 
      In 2013, Heggestad and colleagues argued that neuropsychological tests should not be used in the process of inclusion for research; that the participation in these tests were likely to cause the individual more harm in comparison to the use of an evaluation which is more general and has been built upon over a period of time. For example, a healthcare professional being asked to carry out a comprehensive and holistic evaluation of the individual which has been built from their prior knowledge of the individual’s capability to understand and digest any information that may be given about the research and their understanding of any implications that may arise from the decisions made (Krohne et al., 2011; Heggestad et al., 2013). Prior to their research being carried out, the researcher spent 6 – 10 weeks with the individuals with dementia in order to get to know each of them better in order to make a well-rounded judgement on the individual’s capacity to consent (Heggestad et al., 2013). 
      A key moral research ethics principle is to provide the individual with a full informational rundown. When this information has not been provided by those carrying out the research, it can be deemed deceptive (Korn, 1997; Heggestad et al., 2013). To be deceptive is to make an individual believe false information or false impressions to be true (Korn, 1997). Benham (2008) and Korn (1997) believe that the deception of an individual displays a level of disrespect towards that individual’s autonomy and can challenge the trust needed for interaction. Deception can also be perceived as the researcher abusing power (Heggestad et al., 2013). The idea of being truthful is seen to be an essential aspect of ethics but has come under much debate historically, as being truthful could also cause harm to the individual (Kant & Paton, 1967; Heggestad et al., 2013). In previous research, the inclusion of individuals with dementia has called for the focus not to be on the dementia diagnosis when providing information on the research study if it is not brought up by the individual themselves (Bartlett & Martin, 2002; Hellstrom et al., 2007). This potential fear of discussing a dementia diagnosis stems from the thought that harm may be caused to the individual due to the stigma surrounding it (Dobbs et al., 2008; Garand et al., 2009; Milne, 2010; Behuniak, 2011). 
      The practice of gaining consent in psychological research involves consent being given voluntarily by competent participants who fully understand what they are being asked to take part in (Conelly, 2005). Meaning that participants should be sufficiently informed, understand the information given and be given the freedom to choose whether to accept or decline participating in the research study (Polit & Beck, 2014). Dementia, as with other cognitive impairment disorders, is characterised as a gradual deterioration of one’s reasoning, memory and language skills which can have an impact on their capacity to make decisions (Thorogood et al., 2018). When seeking to obtain consent from individuals with dementia, researchers can face ethical doubt. For the treatment of dementia there are regulatory frameworks which govern the making of decisions, but there is not this framework for dementia research (Grady, 2015; Thorogood et al., 2018). Jongsma and colleagues (2015) argue that this is because some ethical guidelines and laws sometimes place individuals with dementia in the same category as other groups of vulnerable people, perhaps overseeing ethical issues which are specific to individuals where their cognitive capacity is deteriorating. 
      However, attention should be afforded to individual vulnerabilities in research that come with dementia; the specific safeguards required in order to protect the individual from any harm (CIOMS & WHO, 2016; WMA, 2013; Jongsma et al., 2015; UNESCO, 2005; ICH, 1996; ICH, 2017; Togni et al., 2014). The best practice emerging to collect, link, use, reuse and share the individual’s data is broad consent. Broad consent however does not come without concerns over informational independence, privacy and the protection of data (Council of the European Union, 2016; Rothstein et al., 2016). The combination of broad consent and oversight ongoing can assist in ensuring that there is protection for privacy. The processes of broad consent are seemingly suitable for the sharing of data that involves individuals with dementia where the individual may struggle to provide the necessary consent at a later date (Thorogood et al., 2018). Importantly, to support the making of decisions is to enable the individual with dementia to state their wishes and choices prior to participation. A balance is afforded between individual decision-making support, providing protection from being potentially manipulated and the benefits of all (Thorogood et al., 2018). 
      Using the word dementia is an issue that widely disputes, with a number of academics voicing their concern around the harm it can potentially cause if the individual is not aware of their diagnosis of dementia (Bartlett & Martin, 2002; Pratt, 2002; Pesonen et al., 2011; Wiersma, 2011; Heggestad et al., 2013). It has been discussed by Bartlett and Martin (2002) that although individuals have had a dementia diagnosis, health care professionals may use terms which add to dementia stigma. This issue of using the term ‘dementia’ has generated many debates between dementia academics regarding the ethical consequences of using the term ‘dementia’ or not (Novek & Wilkinson, 2019). If the individual does not associate themselves with the term ‘dementia’, placing a dementia label within materials for recruitment or throughout the interview or group session could cause the individual distress (Pratt, 2002; Bartlett & Martin, 2002; Pesonen et al., 2011). However, the idea of providing informed consent means that the researcher explains the full purpose of the research study and what aims to be covered; and avoiding the use of the term ‘dementia’ could be seen to be deceptive (Bartlett & Martin, 2002). 
      Throughout dementia and ethical consideration literature there that been a number of strategies suggested to address this problem, although no simple solution has been acknowledged (Bartlett & Martin, 2002). A number of researchers have avoided the use of the term ‘dementia’, choosing to use other terms – for example, memory issues or loss; arguing that the use of terms such as these are sensitive and can come with less stigma (Bartlett & Martin, 2002; Hellstrom et al., 2007; Pesonen et al., 2011; Wiersma, 2011). Heggestad, colleagues (2013) and Pratt (2002) have also suggested taking the time to consult with carers or healthcare professionals to decide whether the individual is aware of their dementia diagnosis and if the individual is open to discuss this. Heggestad and colleagues (2013) explain the use of ‘situational sensitivity’ as opposed to taking a more general approach when making the choice to release the main research focus. In order to approach this topic both carefully and sensitively, it is further suggested by Pratt (2002) that discussing dementia symptoms might be beneficial before mentioning the individual’s dementia diagnosis. 
       Choosing to conceal the focus of dementia in research and not use the term ‘dementia’, it could aide to protect individuals from harm and distress; however, it can raise a number of issues that call for consideration (Novek & Wilkinson, 2019). Firstly, it is suggested that this approach of concealing information is being deceptive and can abuse the idea of providing a consent that is fully informed (Bartlett & Martin, 2002). Researchers and academics who use terms such as ‘memory issues or loss’ during their research study should think about how they wish to report the findings. Choosing to not use dementia terms throughout the research study, but then choosing to then use it in the findings could been seen as causing harm and being deceptive (Novek & Wilkinson, 2019). 
      Secondly, to avoid disease category discussions might not be entirely possible. For example, research which looks to examine individual experiences of a specific dementia type like Frontotemporal dementia may not only need information on the study that is clear, but precise criteria of eligibility (Novek & Wilkinson, 2019). It may be necessary to use the term ‘dementia’ when exploring policies, initiatives and/or programmes that are related to dementia. In involved projects where individuals with dementia are participants, it can be seen as inappropriate to use euphemisms (Novek & Wilkinson, 2019). Additionally, these terms fail to reflect the full scope of dementia symptoms and not seen to be suitable for all research studies (Sachdev et al., 2014).  
      In qualitative research, the relationship between the researcher and participant can be considered essential (Corbin & Morse, 2003; Nygard, 2006; Dickson-Swift et al., 2007). To enable conversation, trust should be built upon and a comfortable atmosphere should be created; this will also potentially encourage the individuals participating to share experiences and information that is personal to them (Dickson-Swift et al., 2007). Taking the time to develop these relationships of trust can enrich the individual’s experience of the research study process and could also help to reduce the lack of equality between the researcher and the individual (Hellstrom et al., 2007). In dementia literature, there is an emphasis on taking the time to build on relationships and develop this rapport (Novek & Wilkinson, 2019). Individuals with dementia alongside researchers have recognised a number of approaches to build upon this rapport by meeting with the individual prior to carrying out the research, to engage in conversations that are informal both before and after the research interviews and for the research to take place over a several meetings (Pratt, 2002; Hubbard et al., 2003; McKillop & Wilkinson, 2004; Hellstrom et al., 2007; Beuscher & Grando, 2009; Pesonen et al., 2011). 
      In 2012, Tanner suggested that asking individuals with dementia to be co-researchers greater improved the rapport and gave a shared understanding, however, the degree of connection between the individual and the researcher differed. These approaches have the potential to ease any anxieties the individual might have surrounding the process of the research and nurtures an atmosphere that is supportive, where individuals will feel safe (Digby et al., 2016; McKillop & Wilkinson, 2004). Taking the time to spend with participating individuals can also provide the researchers an opportunity to become familiar with the communication and cognitive capabilities of each participant, allowing them to alter how they approach and communicate with each individual (Hubbard et al., 2003; Digby et al., 2016). Pratt (2002) carried out a number of interviews with individuals with dementia and discovered that her own level of comfort and skills to communicate had improved with each interview she conducted. Whereas Hubbard and colleagues (2003) carried out prior conversations as a means to determine if each participant was suitable for interviews or observation. It has been recommended by the Scottish Dementia Working Group Research Sub-Group (2014) to ask to the start of a meeting or interview how the individual is feeling and find out if any support is needed. Researchers can use this initial meeting to assess the well-being of the individual, identifying any raised concerns or issues and adapt accordingly (Dewing, 2002; Hellstrom et al., 2007). 
      When developing this relationship between researcher and participant, choosing the location and time can be key. Giving the individual with dementia the opportunity to choose the location, duration and time for their research interview or any other meetings (Hubbard et al., 2003; McKillop & Wilkinson, 2004; Scottish Dementia Working Group Research Sub-Group, 2014). It is common for research which involves individuals living within the community to take place in an environment which is familiar in order to create a sense of comfort (McKillop & Wilkinson, 2004; Hellstrom et al., 2007; Beuscher & Grando, 2009; Pesonen et al., 2011; Bartlett, 2012). It is recommended by Nygard (2006) to adapt where possible the duration of any research interviews and/or meetings for each individual participating and providing the option of several shorter interviews and/or meetings. Allowing the individual to have this choice and providing flexibility can promote inclusivity while giving participating individuals elements of control in the research study process (Hubbard et al., 2003; Nygard, 2006). 
      An element of the relationship between the researcher and participant is to clarify roles. The issue of ambiguity between roles is discussed by Pratt (2002) and Pesonen and colleagues (2011) who highlight how important it is to explain the role of the researcher throughout the research study process. Cognitive issues that come with dementia could add to any confusion over the role which the researcher plays and individuals with dementia may forget who the researcher may be or forget the aim and purpose of the study (Novek & Wilkinson, 2019). It is essential to ensure that individuals participating understand the role in which the researcher plays to ensure fully informed consent is maintained (Novek & Wilkinson, 2019). It is suggested by Pesonen and colleagues (2011) to pay closer attention to the participating individuals’ opinion and what they expect from the researcher. For a number of cases, the researcher may have to clarify their role and the aim and purpose of the research study throughout their interview and/or meeting (Pratt, 2002; Nygard, 2006). 
      From the participating individual’s perspective, the researcher-practitioner boundaries may become blurred, especially if the researcher is a practitioner of health or if the research is being carried out in a health care setting (Richards & Schwartz, 2002; Hewitt, 2007). Situations have been described by Pratt (2002) and Pesonen and colleagues (2011) where participating individuals seek advice regarding health conditions, options for treatment and what services are available. It can be challenging to negotiate these questions, more specifically when the individual appears to not have their support needs met. Where researchers also have a health care background a role conflict may arise and balancing both identities may become a struggle (Pesonen et al., 2011).   
      In research ethics there is the notion of beneficence (to do good) and non-maleficence (not to harm), these principles are concerned with both the risks and benefits associated with carrying out a research study (Saratakos, 2013; Scott, 2013). Where beneficence is concerned, there is a need to look at one’s right to autonomy; this includes any action where doing well is the main focus (Strom & Engedal, 2020). This can be shown through compassion, mercy and sympathy, while resisting bad and doing good, making sure that one’s rights are protected and defended, preventing harm to others and removing anything that may cause harm (Beauchamp & Childress, 2019). When thinking about potential psychosocial interventions for, the main aim is the promotion of well-being; this satisfies the notion of doing and the promotion of good. Simultaneously, it is one’s duty to defend and protect the individual, and where possible, be sure that all decisions made are for the good of the individual (Strom & Engedal, 2020). 
      More specifically, there are a number of challenging characteristics relating to beneficence and psychosocial interventions. Firstly, for the individual, what is best? An aspect of care which is person-centred is to make sure that all activities and care is adapted (Strom & Engedal, 2020; Brooker, 2004). But, for the individual – how do we know what is best? Where does the knowledge come from? A requirement for the assessment of what is best for the individual is to understand what they desire. (Strom & Engedal, 2020). It has been emphasised by Harnett (2006, 2014) however, that “spontaneous, unplanned and unprompted activities that emerge through a relational and person-centred understanding of care are less often addressed in this research field”. The dementia guidelines in Norway place emphasis on the measures adapted for the interest, resources and needs of the individual, and should be adjusted depending on dementia progression changes (The Norwegian Directorate of Health, 2016). The approach put forward by Harnett (2006, 2014) is consistent with ‘VIPS’ framework, emphasising the individuality of the individual with dementia (Beauchamp & Childress, 2019). There is however an extensive range of psychosocial interventions, which raises questions relating to what is preferred by the individual (Strom & Engedal, 2020). 
      A way to safeguard an individual’s desires is by knowing the history of their life, gaining the knowledge of events and interests of their past (Strom & Engedal, 2020). Brooker (2004) suggests that this is a way to safeguard one’s ability to comprehend the individual’s perspective of the world. Still, even with information of the individual’s events and interests of the past, there is an importance to observe the individual to identify any signs of discomfort or distress (Strom & Engedal, 2020). The idea of enabling a psychosocial environment is a basic standard in care that is patient centred. It will challenge one to think about the psychosocial interventions and which ones are suitable, choosing the method that the individual is more likely to enjoy (Brooker, 2004). Mohler and colleagues (Mohler et al., 2018) however reported that no evidence supported this notion that more individually tailored activities can be more effective. 
      Related to beneficence, the idea of non-maleficence is a basic principle of research ethics; although distinguishing between the two is not always the easiest (Beauchamp & Childress, 2019; Strom & Engedal, 2020). For research and treatment, it is important of a balance between trying to avoid causing harm and doing good. Although there is the assumption that to participate in a psychosocial intervention is not likely to cause the individual harm, a question is raised as to whether psychosocial or physical discomfort/inconvenience to the individual with dementia (Ruyter et al., 2014; Strom & Engedal, 2020). For example, using massage in dementia care can help to increase well-being, reduce stress while contributing to the community experience (Skovdahl, 2003). This establishes support for the assumption of doing good. But similarly, one is faced with a challenge as not everyone will enjoy massage and feel it to be too intimate and uncomfortable (Strom & Engedal, 2020). To expose an individual with dementia to a psychosocial intervention can be complicated and can cause some frustration and/or harm, potentially triggering a number of effects that could be adverse, for example – depression, agitation or anxiety (Strom & Engedal, 2020). 
      This essay has shown that there are a number of ethical challenges that face the researcher, which can be ever changing with the inclusion of individuals with dementia in research that is qualitative. When being faced with these ethical challenges it is important to be aware of any cues from the individual with dementia that they are in distress in any way. It is important to take the time to maintain the individual’s dignity and to avoid risk where possible, while providing all the information necessary to gain a fully informed consent and being attentive to the relationship between researcher and individual with moral sensitivity. Attention should be given to the vulnerabilities of the individual with dementia, safeguarding from harm and protecting from stigma. 
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