

International Journal of Person Centered Medicine Vol 12 No 2 pp 7-20, DOI: 10.5750/ijpcm.v12i2.1113

THE EXPERIENCE OF BEING DIAGNOSED WITH ALZHEIMER’S DISEASE




	Jón Snædal*
Professor of Geriatric Medicine, Landspitali University Hospital, Reykjavik, Iceland

	Arndis Valgardsdottir
Department of Psychology, University of Iceland, Reykjavik, Iceland




	Berglind A. Magnusdottir
Medical Student and MSc, Faculty of Medicine, University of Iceland, Reykjavik, Iceland

	Kristin Hannesdottir
Director, Translational Medicine at Novartis Institutes for BioMedical Research (NIBR), Boston, United States




	Daniel Olason
Professor of Psychology, Department of Psychology, University of Iceland, Reykjavik, Iceland

	Erla Gretarsdottir
Assistant professor, Department of Psychology, University of Reykjavik, Iceland






ABSTRACT

Rationale and Aims: In research on Alzheimer’s disease (AD), the personal experience of individuals receiving this diagnosis is rarely the subject of research. Rather, the focus is restricted to the clinical symptoms and biological changes. Symptoms of AD are mainly reported by caregivers and rarely by the patients themselves, as they are deemed unreliable due to their memory problems. However, incorporating the voice of patients can improve the design of research projects and make the findings more relevant and meaningful. This could ultimately lead to improved and more personalized care for patients and their families. The aim of this study was to evaluate and quantify the personal experiences of individuals receiving a diagnosis of AD.

Methods: A total of 50 patients with newly diagnosed (3–14 months) AD and 50 relatives (1:1) participated. All participants answered a number of questionnaires, including the Alzheimer Dementia Crossroad Questionnaire (ADCQ), which is a novel questionnaire designed to evaluate their perception on how much the disease affected their daily lives. The ADCQ was also administered to their relatives, to assess how they perceived the disease was affecting the patient.

Results: Compared with their relatives, the patients were significantly more indifferent towards the diagnosis of AD and its importance/impact on their life (p < 0.001). The patients also estimated their own abilities in daily life to be better, compared with how their abilities were assessed by their relatives.

Interpretation: This study suggests that early AD patients experience serenity in relation to their situation. There are probably many potential reasons for this outcome. Individuals with AD diagnosis may have lost insight into their situation and abilities. The relatives might also underestimate the AD individual’s abilities. Irrespective of what might explain this outcome, this study highlights how differently an AD diagnosis affects patients and caregivers. Larger studies are needed to confirm these findings and further validate the ADCQ.
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INTRODUCTION

Increasing cognitive impairment in Alzheimer’s disease (AD) follows different stages ranging from the earliest changes (subjective cognitive decline) to advanced dementia [1]. Patients are increasingly diagnosed in earlier stages, primarily in the stage of mild cognitive impairment (MCI) or mild dementia but sometimes in the more advanced stages. The most common causes of dementia are neurodegenerative disorders, the most frequent being AD. Dementia, a condition of definite and progressive cognitive decline, causes a great burden to individuals, their families, and society. Most individuals diagnosed with various subtypes of mild cognitive impairment develop dementia during subsequent years [2]. Due to an increased life expectancy, the number of individuals with dementia is increasing rapidly and it is estimated that there are almost 10 million new cases diagnosed each year worldwide [3]. Alzheimer’s disease is by far the most prevalent cause of dementia [4]. Today, it is a generally held view that, when diagnosed, the patients should be informed of the outcome as this is their right but this has not always been so. In a survey published in 2002 [5],, only 50% of physicians regularly told patients with dementia their diagnosis, and the majority of carers appeared to wish the diagnosis to be withheld from the patient. However, in the same survey, most physicians and carers said that they would wish to know themselves if they had been diagnosed [5]. Around the turn of the century, this paternalistic view on individuals with dementia was questioned, and the first group to discuss the case for and against telling patients the diagnosis published its views in 1992. Their conclusion was to recommend informing patients of their diagnoses even though the authors cautioned that each case should be evaluated individually [6]. In the following years, this view gained increased support, and in an editorial in 2002, it was argued that the benefits of revealing the diagnosis appeared obvious, giving the individuals greater autonomy, the opportunity to be involved in decisions on their own treatment and care, to plan for the future, and to be able to put a ‘label’ on their illness [7]. This view is now generally supported and is incorporated in treatment guidelines [8]. However, the main focus on AD is still primarily on different biological markers of the disease, psychiatric secondary symptoms of the disease, and treatment options. Research on caregiver burden and experience of caregivers of the disease of their loved ones has also frequently been published [9], but less so the experience of the patients themselves.

A team of researchers from the Memory Clinic in Reykjavik and the Department of Psychology at the University of Iceland had conducted earlier studies on the experience of patients and relatives receiving a diagnosis of AD. In a master’s thesis published in 2012, various standard questionnaires were used to clarify how a diagnosis of this illness affected patients, evaluating their coping strategies, psychological symptoms, and quality of life as well as evaluating signs of apathy and poor insight (anosognosia) [10]. Following this study, it was decided to develop a new questionnaire evaluating directly the changes that patients and close relatives experience in receiving a diagnosis of the disorder. The new questionnaire was coined the Alzheimer Dementia Crossroad Questionnaire (ADCQ). A pilot study, evaluating the relevance of questions and face validity of the questionnaire, was conducted, and subsequently, the current version was established and used in this study.

The main objective of this study was thus to shed light on how individuals, recently diagnosed with this devastating illness, experienced their newly revealed diagnosis and how they considered their future. In addition, the difference between the views of an individual with the disease and his or her close relative was evaluated using patient and caregiver versions of the ADCQ questionnaire.

METHODS

PARTICIPANTS

The study cohort comprised 100 participants with 50 individuals who had been diagnosed with AD 3–14 months (M = 7.3; SD = 2.9) before study participation and 50 close relatives. The patients were recruited from the Memory Clinic at Landspitali University Hospital in Reykjavik, Iceland. The main exclusion criterion for participation was a score of less than 20 points on the Icelandic version of the Mini Mental State Examination (MMSE-Iv). The MMSE-Iv was developed from the original translation of the Folstein MMSE [11, 12] that had been used in an epidemiological study on dementia in Iceland in 1996 [13]. Following that study, the original translation was changed as some items did not fulfil strict translational requirements and turned out to be more difficult for participants, both patients and healthy controls than in the original version. Other exclusion criteria were serious co-morbidity and a history of drug or alcohol abuse. The median time from diagnosis to the interviews was 7.3 ± 2.9 months, and the median age of the participants with disease was 78.8 ± 5.3 years (see Table 1). The medium score on the MMSE-Iv was 24.7 ± 2.2 points, and thus the patients were in the stages of quite early dementia. The diagnosis of dementia of AD had been made according to the ICD-10 classification following the standard diagnostic procedure at the Memory Clinic. This involves two visits to the clinic. In the first visit, information on cognitive changes and abilities of daily living was gathered. Before the second visit, all planned investigations had been performed. In the second visit, the diagnosis was revealed to the patient and their relative, and a plan was made for the coming months. The basis of the diagnosis was the history of increasing cognitive impairment for more than 6 months including memory deficits. Investigations included clinical and neuropsychological assessment, morphological evaluation with either CT or MRI of the brain and, in some cases, supplementary investigations such as SPECT of the brain or measurements of AD biomarkers in the cerebrospinal fluid (CSF). PET scanning was not available at the hospital at the time of the study. Only patients having a close relative who had contact at least once a week were included. For each individual with AD, a close relative participated. Of the relatives, 26 were progenies, 21 were spouses, and 3 were other relatives.


Table 1. Age and gender of participants
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QUESTIONNAIRE

The Alzheimer Dementia Crossroad Questionnaire (ADCQ) contains 22 questions in four domains. Two versions of the ADCQ exist, namely, a patient version and a caregiver version. These questions were used in the analysis, but, in addition, there were four questions of more general nature, and the results of those are not part of this interpretation.

The four domains are as follows:


1.General changes (seven questions)

2.Activities of daily living (five questions)

3.Relationships and communication (six questions)

4.Thoughts on diagnosis (four questions)



For each question, there are five different answers from 0 = much better/very positive to 4 = much worse/very negative giving a total span of points between 0 and 88. The questionnaire was developed and validated in Icelandic, the mother language of all study participants. The questionnaire was translated into English but has not been validated in that language and thus not presented here.

INTERVIEWS

Interviews with 50 patients and their respective relatives were conducted 3–14 months, following the visit at which the diagnosis was revealed. The minimum time of 3 months was selected as the participants would then have had some time to reflect on the situation and their thoughts not be clouded by the shock of receiving information about their disease. An upper limit of 12 months had been selected, but it was decided to include some individuals that exceeded this time limit, and thus the upper limit was in reality 14 months. At this time, the participants had not developed more severe dementia. With some exceptions due to practical reasons, the interviews with patients and caregivers were conducted in their respective homes. Following the signing of informed consent and gathering background information, the participant answered several questionnaires. The whole visit could last for more than 3 hour, but the ADCQ took generally around 15 minutes to complete.

RESULTS

The results presented here are only based on one of the questionnaires answered by the participants, the novel Alzheimer’s Disease Crossroad Questionnaire (ADCQ). This tool is intended for individuals diagnosed with AD and thus is not validated for other forms of dementia. The same questions were given to their relatives giving the possibility to compare their experience on a pair level. The questionnaire was developed in the Icelandic language as it was intended for individuals of that nationality.

A preliminary item analysis of ADCQ was conducted separately for patients and caregivers to explore the internal consistency for items in each subsection of the scale, as for the total score. However, as the number of participants in either group was rather scarce for such an analysis, we also conducted the same analysis for the combined group to increase the number of participants [14]. An initial analysis revealed that only four patients were still employed at the time of diagnosis; thus, item 9 ‘has your status at your workplace changed to the better or worse’ was excluded from further analysis. Table 2 presents the alpha coefficients and the range of item-total correlations for the items in the ADCQ. The alpha reliability coefficients were satisfactory for all three samples for the subsections of ‘general changes’, ‘activities of daily living’, and the total score of ADCQ alpha ≥ 0.70. The alpha reliability coefficients were, however, somewhat lacking in all samples for the subsection ‘relationships and communications’ and below the threshold for caregivers and the total sample for the subsection ‘thoughts on diagnosis’. In general, in light of the restricted number of participants within both groups and relatively few items per sub-section, the results were judged satisfactory for the present purposes.


Table 2. Item analysis for the ADCQ questionnaire
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Table 3. The ADCQ questionnaire
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The results can be analysed either by using sums of points of each question or by using a mean result. In this study, the total numbers of the whole questionnaire are used as well as the sum of each sub-section.

As shown in Table 3, in three of the sub-sections, the patients generally experienced less change than their respective relatives following the diagnosis. Thus, they experienced less effect of the disease on their abilities to perform various activities of daily life and they thought the disease had less effect on relationships and communication with others, within or outside the family than their respective relative observed. Regarding general changes such as in various cognitive domains, mood, and general well-being, the patients experienced less change as well. However, there was no statistical difference in the last of the four sub-domains, how the diagnosis was received; whether it created negative attitudes towards the patient to reveal the diagnosis to others, inside or outside the family. Generally, the patients experienced a blunted effect of receiving the diagnosis compared with their relatives, both when analysing the total questionnaire and the different sub-sections except the last sub-section, attitude towards the diagnosis.

DISCUSSION

Dementia, especially Alzheimer’s type, is a condition that most people fear to develop and a survey of nearly 70,000 people in 150 countries demonstrated that most adults think they could develop dementia at some time in the future (95%), and the majority (78%) are worried about this [15]. Currently, new pharmacological treatment options are on the horizon, but, as there will be restrictions on their use, mostly due to cost, most patients will not benefit, at least for the first several years. Thus, receiving a diagnosis of AD will remain a challenge for anyone, irrespective of treatment options. Dementia, especially Alzheimer’s type, has been the subject of intensive research in past decades. Primarily, the focus of research has been different biological features, not least biomarkers [16], but, additionally, different clinical symptoms and signs have been the subject of research. In the tenth decade of the last century, different symptoms of dementia became the focus of both academia and the pharmaceutical industry in this field. In 1996, the term BPSD (Behavioural and Psychological Symptoms in Dementia) was presented following a consensus process organized by the International Psychogeriatric Association, IPA [17]. Following this, there became a great emphasis on evaluating the different psychological symptoms that are secondary to dementia and on pharmacological treatment for these symptoms. New medicines were developed and tested for different symptoms such as psychotic symptoms (paranoia and delusions), agitation, and anxiety [18]. The main reason for this emphasis was that, while there was at that time no effective treatment for either cognitive symptoms or deteriorating functional abilities, psychological symptoms seemed mendable. Furthermore, these symptoms are often those that create the most caregiver burden and are frequently the primary reason for hospitalization or nursing home placement rather than cognitive changes themselves. Pharmacological intervention studies led to the development of different medical treatment options that are still today the most used. For evaluation and follow-up, different tools were developed, primarily observational tools used by caregivers. Apart from cognitive measures, no questionnaires were developed for the patients themselves and they were not the direct subject of any psychological tools except in some cases for the evaluation of depression and anxiety [19]. However, the benefits and safety of these drugs became questioned in the years that followed [20] and for the last 20 years, no new medication has come to the market, accepted for treatment of the various sub-items of BPSD. Not all were on board with this development as is most evident by the influential publications by the British psychologist, Tom Kitwood [21, 22]. Kitwood brought together his ideas in his well-known book, ‘Dementia reconsidered; the person comes first’ [23]. Following the Kitwood’s study, many treatment groups have been evaluating people with dementia by focusing on the best way of bringing the person to the forefront when giving care in the moderate to severe stage of dementia, not least in a nursing home setting [24, 25]. Dementia Care Mapping was developed as an observational tool and has been used in formal dementia care settings such as hospital wards, care homes, and daycare facilities for years in many countries [26]. Furthermore, the personal care ideology has entered National guidelines, such as in Norway, already in 2008 [27]. The emphasis has primarily been on the moderate and advanced stages of the disease. In recent years, a greater emphasis has been on how the patients themselves perceive their illness in earlier stages of dementia. In 2015, a study including a meta-synthesis of 11 published papers on qualitative research findings was published on factors that affect quality of life from the perspective of people with dementia [28]. The results of the study clearly indicated that four factors are important; relationships (together vs. alone), agency in life today (purposeful vs. aimless), wellness perspective (well vs. ill) and sense of place (located vs. unsettled). Happiness and sadness were key outcomes of good and poor quality of life, respectively [28]. In 2019, another meta-synthesis was published reviewing 74 articles with 955 interviews with people with dementia. The study focused on the different coping mechanisms, all of which are generally common in other life-changing events, holding on to life as usual, adopting and adjusting, accepting the situation, and avoiding the situation [29]. In 2022, the first results from the IDEAL cohort were presented, the acronym for ‘Improving the experience of Dementia and Enhancing Life’ [30]. This is a cohort of individuals diagnosed with mild or moderate dementia and recruited through the clinical research networks of the National Health Service (NHS) in the United Kingdom, mainly by research nurses. Recruitment took place between 2014 and 2016 with a yearly follow-up for the subsequent 2 years. A whole range of questionnaires were used such as on quality of life, signs of depression or anxiety, and activities in daily life, but, regarding the patient’s own views, the results of the RADIX index are of relevance (Representations and Adjustments to Dementia Index). This instrument is used in a stepwise manner, starting with some screening questions followed by more in-depth questions. Only those individuals who perceive any problems or changes following diagnosis move to the next level [31]. Only data from the cohort that had not been used for validation of this instrument were used, altogether 1,109 individuals. Of those, 76 (7%) did not perceive any problems. The findings indicated that individuals with recent diagnoses of dementia can provide useful information for support and service. The authors presented the term ‘Dementia Representation’ (DR) for the process of understanding and coping with dementia and found that the findings diverge from the medical understanding of the condition and appeared to be associated with better self-reported mood, quality of life, satisfaction with life, and well-being [31].

In recent decades, medicine has become increasingly technical and fragmented. Individuals with complicated non-communicable diseases such as dementia might therefore suffer as the holistic picture easily gets lost in complicated and fragmented medical services. Several publications have addressed the need for better medical and psychosocial care in acute care settings for individuals with dementia [32]. In addition, dementia deviates from most other non-communicable diseases in that the person him/herself is inflicted leading to decreased attention to their own preferences and wishes [33]. Progress in medicine relies heavily on evidence-based medicine (EBM) using information gathered from groups of patients rather than individuals, i.e., by quantitative methods. However, individual patients should benefit according to the most used definition of EBM states: ‘Evidence based medicine is the conscientious, explicit and judicious use of current best evidence in making decisions about the care of individual patients’ [34] but physicians are often faced with difficulties in using information from groups to individual patients. This is not least evident in geriatric medicine as participants in big studies often have an upper age limit and this is the field where the majority of individuals with dementia are found [35]. To challenge this development, person centered medicine (PCM) has been evolving, a basic concept that recognizes the whole person as the centre in sickness and health and as a protagonist in health actions [36]. The personal characteristics of each individual are considered as well as a multitude of determinants of health and disease, personal values and beliefs, and life experiences. The aims of person centered medicine have been described as the medicine of the person, for the person, by the person, and with the person [37]. Qualitative research is another way of focusing on individuals rather than groups, and in the field of dementia, this method has been evident [38]. 

This project is in many ways fulfilling the requirements of person centered medicine. The person and his or her views and feelings are at the core. At the same time, the requirements of quantitative evidence-based medicine are met and could therefore become a valuable addition to various qualitative research that has been more prevalent in this field [28, 29]. The novel questionnaire presented here is intended to help to streamline support and service taking into account the views of not only caregivers but also of the patients themselves. Additionally, using the same instrument for both patient and caregiver gives the possibility to compare the views of a patient and a close relative and thus indicate eventual loss of insight (anosognosia), a problem often caused by dementia [39, 40]. The strengths of the study are a homogeneous population in a well-defined area. One weakness might be that, when relatives are considering the effect of how the diagnosis per se is having effect, they might rather consider the effects of deteriorating cognition. Another weakness is that the results might lack generalizability to other settings, in particular as coping strategies can be culturally sensitive.

ETHICAL CONSIDERATIONS

As the patients were cognitively impaired, due consideration had to be taken of their abilities to understand information and to give informed consent. For this reason, individuals who had been diagnosed with more advanced dementia than the mild form were excluded, and for this, the minimal score of 20 of the MMSE-Iv was used. Furthermore, the respective relative also received information and gave written consent along with the patient in addition to giving consent to their own participation. The study was conducted in adherence to the principles of Helsinki Declaration and was accepted by the Research Ethics Committee of the hospital, initially in 2008 (VSN-26-2008) but with subsequent approvals of changes.
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Average | Range | Average Range | Average Range
(SD)
Ageof |776(59) |63-87 |76.1(6.2) 63-84 | 78.8(5.6) 65-85
patients
MMSE* [247(22) [20-20 |248(23) 21-29 246 (22) 21-28
points
Relatives (N = 50) Males (N = 16) Females (N = 34)
Ageof | 615(12.8) |31-85 | 62.4(14.1) 46-85 | 612 (12.4) 31-84
relatives

*Mini Mental State Examination.












