September 2013
Independence & Decision Making:
An Annotated Bibliography
Prepared by the Alzheimer’s Disease Supportive Services Program
National Resource Center
[bookmark: _Toc367952128]Introduction
This annotated bibliography provides a summary of articles available on independence and decision-making abilities of patients with dementia. The bibliography is divided into sections by topic:
Assessing Decision-Making Capabilities, which includes articles about efforts to assess dementia patients’ ability to make decisions
Caregiver Involvement, which contains articles about the involvement of caregivers in decision-making regarding people with dementia
Interventions to Increase People with Dementia’s Involvement in Decisionmaking, which contain articles describing various interventions designed to improve a dementia patient’s ability to make decisions and extend independence
Ethical Issues, which contains articles discussing the ethical implications of involving dementia patients in decision-making and in research studies.
The bibliography was developed using electronic searches. Journal articles were searched using MEDLINE. The MEDLINE search terms were: Dementia (Alzheimer Disease) AND early-stage + patient participation + comprehension + standards + early diagnosis + safety management + self-assessment + ADLs + developmental disorders + competency. Grey literature searches were conducted using Ageline and CINAHL, along with searching topic-related Alzheimer’s Association webpages. Google searches were also conducted. The search was limited primarily to empirical papers in English, mostly published within the last 10 years. Articles reporting on research in countries other than the United States and the United Kingdom were generally excluded.
Assessing Decision-Making Capabilities
1. Citation: Hamann, J., Bronner, K., Margull, J., Mendel, R., Diehl-Schmid, J., Bühner, M., Klein, R., Schneider, A., Kurz, A., & Perneczky, R. (2011). Patient participation in medical and social decisions in Alzheimer’s disease. Journal of the American Geriatrics Society, 59(11), 2045-2052. doi: 10.1111/j.1532-5415.2011.03661.x. http://www.medscape.com/viewarticle/754164
ABSTRACT: Objectives: To analyze the preferences of people with amnestic mild cognitive impairment (aMCI) and mild dementia in Alzheimer’s disease (AD) regarding different aspects of healthcare-related decisions, to correlate these findings with different measures of decision-making capacity, and to explore the views of relatives and referring physicians. Design: Cross-sectional survey. Setting: University-based memory clinic in Munich, Germany. Participants: One hundred people with aMCI or mild AD, their relatives (N = 99), and their referring physicians (N = 93). Measurements: Participation preferences and decisional capacity and assessment of these measures according to relatives and physicians. Results: Patients had a preference for participation in healthcare-related decisions, especially in social ones. Overall, individuals wanted their relatives to play a secondary role in decision-making. Relatives and referring physicians performed poorly in predicting the individuals’ participation preferences, and relatives wanted to attribute less decision-making power to patients than the patients did themselves. Patients refrained from participation if they had lower Mini-Mental State Examination scores or were unsure about their decisional capacity. There were deficits in decision-making capacity, which mostly related to understanding of the information presented. There was only weak correlation between the different measures (patient’s, relative’s, and physician’s estimate, MacArthur Competence Assessment Tool for Treatment) of the patients’ decisional capacity. Conclusion: The combination of marked participation preferences and impairments in the decisional capacity of individuals with aMCI and early AD constitute an ethical and practical challenge. A thorough implementation of structured probes of the patients’ decisional capacity combined with interventions that aid patients in their decision-making capability might help to overcome some of these challenges.
2. Citation: Bosch-Domènech, A., Nagel, R., Sánchez-Andrés, J. V., Bosch-Domenech, A., Nagel, R., & Sanchez-Andres, J. V. (2010). Prosocial capabilities in Alzheimer’s patients. The Journal of Gerontology- Series B, Psychological Sciences and Social Sciences. 65B(1), 119-128. doi: 10.1093/geronb/gbp034. http://www.econ.upf.edu/docs/papers/downloads/1020.pdf
ABSTRACT: Objective: To examine the decision making of Alzheimer’s patients in a simple, classic game focusing on their capabilities to implement social norms and common social preferences. Methods: Patients with Stage I (very mild and mild) Alzheimer’s disease (AD) were asked to participate in a dictator game, a type of game in which a subject has to decide how to allocate a certain amount of money between himself and another person. Results: When we compared the results of treatments involving AD patients (at an early stage) with those of identical treatments involving patients with mild cognitive impairment or healthy elderly controls, with similar ages and social backgrounds, we did not find statistically significant differences. Discussion: This finding suggests that Stage I AD patients are as capable of making decisions involving basic social norms and preferences as other individuals of their age. Whatever brain structures are affected by the disease, they do not appear to influence, at this early stage, the neural basis for cooperation-enhancing social interactions.
3. Citation: Delazer, M., Sinz, H., Zamarian, L., & Benke, T. (2007). Decision-making with explicit and stable rules in mild Alzheimer’s disease. Neuropsychologia, 45(8), 1632-1641. http://onlinelibrary.wiley.com/doi/10.1002/14651858.CD003260.pub2/abstract
ABSTRACT: Decision-making in mild dementia of Alzheimer’s type (DAT) was assessed in a gambling task with stable and explicit rules [Game of Dice Task; Brand, M., Labudda, K., Kalbe, E., Hilker, R., Emmans, D., Fuchs, G., et al. (2004). Decision-making impairments in patients with Parkinson’s disease. Behavioural Neurology, 15, 77-85]. DAT patients in an early stage of the disease chose safe alternatives as frequently as healthy elderly persons and did not show risky behavior as has been reported for other neurological patient groups. However, a more detailed analysis disclosed important differences between DAT and healthy elderly. Compared to healthy controls, DAT patients shifted more frequently between safe and risky alternatives and showed less consistent response patterns. Frequent changes between strategies indicate that decisions were taken randomly, that no advantageous strategy was established and that no consistent response pattern was developed over time. As regards performance changes over the task, healthy participants had a stronger tendency towards safe and advantageous responses than DAT patients. While healthy controls showed learning as the task proceeded, DAT patients did not adapt their strategies. The proportion of “consistently safe responders” was significantly higher in the control group than in the DAT group. Analysis of reaction times indicated that differences in response behavior were not due to fast and impulsive decision taking in the DAT group. DAT patients’ response pattern may be attributed to deficits in learning and in executive functions. The frequency of changes between safe and risky choices proved to be a fair predictor for the distinction between mild DAT and healthy aging. Hirschman KB, Xie SX, Feudtner C, Karlawish JH. (2004). How does an Alzheimer’s disease patient’s role in medical decision making change over time? Journal of Geriatric Psychiatry and Neurology. 17(2), 55-60. http://jgp.sagepub.com/content/17/2/55.abstract
4. Citation: Cavalieri, T. A., Latif, W., Ciesielski, J., Ciervo, C. A. Jr., & Forman, L. J. (2002). How physicians approach advance care planning in patients with mild to moderate Alzheimer’s disease. Journal of American Osteopathic Association, 102(10), 541-544. http://www.jaoa.org/cgi/pmidlookup?view=long&pmid=12401040
ABSTRACT: Decision-making ability regarding end-of-life issues is often compromised by dementia in patients with Alzheimer’s disease. This study assessed physicians’ discussions of advance care planning with patients with mild to moderate Alzheimer’s disease. Data were collected by a survey of full-time faculty in the departments of Medicine and Family Medicine and the Center for Aging at the University of Medicine and Dentistry of New Jersey-School of Osteopathic Medicine, as well as physicians in private practice affiliated with the Kennedy Health System. Data consisted of questions that assessed whether advance care planning was provided, what specific topics were discussed, and what actions were taken if advance care planning was not offered. Of the 271 physicians to whom the survey was sent, 63 responded, for a return rate of 23%. Of those responding, 81% indicated that they counseled their patients regarding advance care planning issues, while 19% did not. Of those who provided advance care planning for their patients (N = 51), 88% discussed living wills; 53%, the durable power of attorney for healthcare; 47%, end-of-life care; and 35%, financial planning issues. Thirty-seven percent recommended an elder law attorney, and 31% made a referral to the Alzheimer’s Association. Of those who provided advance care planning for their patients’ caregivers (N = 51), 86% discussed living wills; 78%, nursing home care; 69%, driving issues; and 47%, end-of-life care. Twenty-five percent referred their patients to an elder law attorney. Results indicate that physicians need to be more knowledgeable and proactive in their approaches to advance care planning for patients with mild to moderate Alzheimer’s disease.
5. Citation: Karlawish, J. H., Casarett, D., Propert, K. J., James, B. D., & Clark, C. M. (2002). Relationship between Alzheimer’s disease severity and patient participation in decisions about their medical care. Journal of Geriatric Psychiatry and Neurology, 15(2), 68-72. http://jgp.sagepub.com/content/15/2/68.abstract
ABSTRACT: To examine the relationships between Alzheimer’s disease (AD) severity and patient participation in decisions about their medical care, we performed a cross-sectional study of 74 caregivers’ ratings of the degree to which AD patients participate in making decisions about their medical care. The majority of the caregivers reported that they made the final decisions about medical care (n = 48, 64%), one-quarter (n = 19, 26%) reported an equal role, and a small proportion (n = 7, 9%) reported that the patient made the final decisions. Multivariate models showed that the significant predictors of the patient’s participation in decisions about medical care were measures of dementia severity: Mini-Mental State Examination (MMSE) and Clinical Dementia Rating (CDR). Patients with mild-stage disease (CDR = 1 or MMSE > or = 20) are involved in decision making largely in a collaborative role with the caregiver. Beyond mild-stage disease, the clinician can largely expect that the caregiver is making the final decisions. These results illustrate how and when caregivers can expect changes in their decision making role.
Caregiver Involvement
6. Citation: Hirschman, K. B., Joyce, C. M., James, B. D., Xie, S. X., & Karlawish, J. H. (2005). Do Alzheimer’s disease patients want to participate in a treatment decision, and would their caregivers let them? Gerontologist, 45(3), 381-388. http://gerontologist.oxfordjournals.org/content/45/3/381.long
ABSTRACT: Purpose: This study was designed to examine the factors associated with the preferences of Alzheimer’s disease patients to participate in a decision to use an Alzheimer’s disease-slowing medication and how involved their caregivers would let them be in this decision. Design and Methods: Interviews were conducted with 48 patients in the mild-to-moderate stage of Alzheimer’s disease and their caregivers. Results: Ninety-two percent of patients indicated they would participate in an Alzheimer’s disease treatment decision, whereas 71% of caregivers thought the patient would participate. Half of the caregivers who indicated that their relatives would participate had relatives who did not have the capacity to make the decision based on a consensus of three expert psychiatrists. Patients’ insight into their diagnosis and prognosis, and having less cognitive impairment, being a female caregiver, and being a spousal caregiver were all associated with the likelihood that the patient would participate in the treatment decision. Patients talked about wanting to be involved in the process of making a treatment decision, whereas caregivers talked about assessing whether their relative could participate in the process of decision making. Implications: Mild-to-moderate stage Alzheimer’s disease patients want to be involved in making treatment decisions, and caregivers are generally willing to involve them. Caregivers of Alzheimer’s disease patients talk about patient participation in relation to elements of the capacity to make a treatment decision. Clinicians can provide guidance and education to assist caregivers in understanding how to assess their relatives’ abilities to make decisions and navigate the decision-making process.
7. Citation: Whitlatch, C. J., Judge, K., Zarit, S. H., & Femia, E. (2006). Dyadic intervention for family caregivers and care receivers in early-stage dementia. Gerontologist, 46(5), 688-694. http://gerontologist.oxfordjournals.org/content/46/5/688.long
ABSTRACT: Purpose: The Early Diagnosis Dyadic Intervention (EDDI) program provides a structured, time-limited protocol of one-on-one and dyadic counseling for family caregivers and care receivers who are in the early stages of dementia. The goals and procedures of EDDI are based on previous research suggesting that dyads would benefit from an intervention that increases the care receiver’s active participation in his or her care plan, develops positive communication patterns between the caregiver and care receiver, increases knowledge and understanding about available services, and assists the dyad through the emotional turbulence of a diagnosis of Alzheimer’s disease or other dementing condition. Design and Methods: EDDI was developed in response to research and clinical findings that suggested that care dyads in the early stages of dementia and dementia care are able to engage in a dialogue about future preferences for care, and that this discussion could address some of the uncertainty and worry experienced by each member of the dyad. As part of a feasibility trial, 31 dyads participated in the EDDI program. Measures were obtained on the intervention’s implementation, including the number of sessions attended, caregiver and care receiver ratings of treatment acceptability and effectiveness, and counselor ratings of treatment effectiveness. Results: Participant and counselor evaluations of the EDDI protocol indicated that the intervention was acceptable and satisfactory to the caregivers, care receivers, and counselors, and that the intervention’s goals and objectives were achievable. Implications: These findings indicate that individuals with early-stage dementia and their family caregivers are able to participate in and benefit from a structured intervention that focuses on care planning for future needs.
Interventions to Increase Person with Dementia’s Involvement in Decisionmaking
8. Citation: Silverstein, N. M., & Sherman, R. 2010). Taking control of Alzheimer’s disease: A training evaluation. Gerontology & Geriatrics Education, 31(3), 274-288. doi: 10.1080/02701960.2010.503136. http://www.tandfonline.com/doi/abs/10.1080/02701960.2010.503136?url_ver=Z39.88-2003&rfr_id=ori:rid:crossref.org&rfr_dat=cr_pub%3dpubmed#.UjPKSX_3Nys
ABSTRACT: The purpose of the current study was to evaluate a training program for persons with early-stage Alzheimer’s disease and their care partners. Care partners were mailed two surveys, one for themselves and one for the person with dementia. Domains covered in the training included an overview of cognitive disorders, treatment of symptoms including medications, research updates and opportunities, memory and safety enhancement techniques, legal and financial planning, driving, ways to stay active, becoming an advocate, and communication. The results indicate a high level of participant satisfaction and impact on current lifestyles. Lifestyle changes such as diet, physical and mental exercises were likely to be made in tandem, by the person with dementia and the care partner together. Further, the results provide insights into the perceptions of the care partners and the persons with dementia as they learn about the disease and live through its progression. The program had positive impacts for the person with dementia and for the care partner in increasing knowledge of Alzheimer’s disease, providing comfort with sharing the diagnosis, personal planning, and indecision making. Although many had taken important decision-making actions prior to the training, an additional twenty percent prepared or revised their wills, health care proxies, durable powers of attorney, or medical directives and looked into asset protection after participating in the training.
9. Citation: Yu, F., Rose, K. M., Burgener, S. C., Cunningham, C., Buettner, L. L., Beattie, E., Bossen, A. L., Buckwalter, K. C., Fick, D. M., Fitzsimmons, S., Kolanowski, A., Janet, K., Specht, P., Richeson, N. E., Testad, I., & McKenzie, S. E. (2009). Cognitive training for early-stage Alzheimer’s disease and dementia. Journal of Gerontological Nursing, 35(3), 23-29. http://onlinelibrary.wiley.com/doi/10.1002/14651858.CD003260.pub2/abstract
ABSTRACT: The purpose of this article is to critically review and synthesize the literature on the effects of nonpharmacological cognitive training on dementia symptoms in early-stage Alzheimer’s disease (AD) and related dementia. Electronic databases MEDLINE (PubMed), CINAHL, PsycInfo, and the Cochrane Library were searched using the keywords cognition, reality orientation, Alzheimer’s disease, psychosocial factors, cognitive therapy, brain plasticity, enriched environments, and memory training. The findings support that cognitive training improves cognition, activities of daily living, and decision making. Interventions are more effective if they are structured and focus on specific known losses related to the AD pathological process and a person’s residual ability, or are combined with cognitive-enhancing medications. Nursing implications are also discussed.
10. Citation: Specht, J. K., Taylor, R., & Bossen, A. L. (2009). Partnering for care: The evidence and the expert. Journal of Gerontological Nursing, 35(3), 16-22. http://www.ncbi.nlm.nih.gov/pubmed/19326825
ABSTRACT: Evidence supports the maintenance of self-awareness in individuals with Alzheimer’s disease (AD) and the individuals’ ability to identify their own needs. The need for individualized, person-centered programming may be met only if the perceptions of the individuals with AD are taken into account and valued. There is strong support for individuals with AD to be involved in developing their plan of care. Plans should include supportive and educational programs, individualized to the person’s self-identified needs. Plans must also take into account preserved self-awareness and address preservation of self-esteem, maintenance of abilities, management of behavioral symptoms including depression, and health promotion. Second author Richard Taylor, who has dementia, noted the absence of discussion on this joint planning in most of the AD literature. As he says, it omits the most important person, the person with dementia.
11. Citation: Burrow, S., & Brooks, D. (2012). At dementia: An information resource on assistive technologies that help support the independence of people with dementia. Dementia, 11(4), 553-557. http://dem.sagepub.com/content/11/4/553.abstract
ABSTRACT: Technologies have the capacity to be enabling or disabling for people who are living with dementia. Accessible information is required to equip people to make informed decisions about what technologies are available and how they may be utilized to support independence. This article describes the development of a web-based resource called ATdementia which was designed to provide independent information on assistive technologies for people who are living with dementia. It was designed to be accessed by people with dementia, families, supporters and professionals. The article describes the development and the early operation of ATdementia. Mention is also made of the ATguide, a self-assessment tool to support decision-making in relation to technologies. ATguide was launched in 2012.
12. Citation: Dupuis, S. L., & Sadler, L. (2012). Moving beyond patient and client approaches: Mobilizing ‘authentic partnerships’ in dementia care, support and services. Dementia, 11(4), 427-452. (26) http://intl-dem.sagepub.com/content/11/4/427
ABSTRACT: In the 1940s, Carl Rogers introduced the notion of a client-centered or person-centered approach, originally called the ‘non-directive approach’. Over the past several decades, however, we have lost sight of the true intent behind Roger’s relational approach, settling instead on well-intended but often paternalistic approaches that place patients or clients at the centre of care, but rarely, if ever, actively involve them in decision-making. This is no more apparent than in the case of persons living with Alzheimer’s disease and other related dementias who, due to the stigma and misunderstanding surrounding dementia, are often assumed to lack the capacity to be involved in their own care and the care of others. Drawing on our experience working directly with persons with dementia, family members and professionals, and systematic research on a number of mutual partnership initiatives, the purpose of this paper is to present an alternative approach that views persons with dementia as equal partners in the context of dementia care, support and formal services.
13. Citation: Caddell, L. S., & Clare, L. (2011). Interventions supporting self and identity in people with dementia: A systematic review. Aging and Mental Health, 15 (7), 797-810. http://ifp.nyu.edu/2011/meta-analyses-systematic-reviews/interventions-supporting-self-and-identity-in-people-with-dementia-a-systematic-review/
ABSTRACT: Objectives: Recently, researchers have started to focus on ways to support self and identity in people with dementia. The purpose of this review is to discuss the main features of existing interventions aiming to support self and identity in people with dementia, to draw conclusions regarding the effectiveness of these interventions and to highlight the implications for future research. Method: Systematic review of intervention studies aiming to support self and identity in people with dementia. Results: Ten studies met the inclusion criteria. All reported some benefits to participants. There were significant methodological limitations and study quality was generally low. The interventions varied in terms of participant characteristics, content and outcome measures, making it difficult to draw overall conclusions about effectiveness. Conclusions: Interventions aiming to support self and identity in people with dementia are currently in the early stages of development. Firm recommendations cannot be made at this time. Further well-designed studies are required to provide more robust evidence.
14. Citation: Mountain, G. A. (2006). Self-management for people with early dementia: An exploration of concepts and supporting evidence. Dementia, 5(3), 429-446. http://dem.sagepub.com/content/5/3/429.short
ABSTRACT: Considers the concept of self-management for long term care conditions such as diabetes and depression and explores its potential use in cases of early dementia. Reviews 5 core self-management skills: understanding problem solving, decision making, locating and using resources, creating a partnership between the person and the health professional, and making and following an action plan. Discusses self-management as empowerment of the health care consumer and as part of a model of chronic care. Provides illustrations of how people with early dementia might be enabled to participate in self-management, and discusses requirements that will help make this a reality, including early disclosure of the dementia diagnosis, a focus on the needs of the person with dementia, and identification of specific interventions to facilitate self-management. Discusses results of a scoping review of the evidence on use of self-management with early dementia, including meeting needs for lay and patient education. Examines the implications of policy neglect combined with a patchy evidence base and unrecognized service innovations in the area of self-management and early dementia.
Ethical Issues
15. Citation: Black, B. S., & Fogarty, L. (2013). Decision making for participation in dementia research. American Journal of Geriatric Psychiatry, 21(4), 355-363. http://www.sciencedirect.com/science/article/pii/S1064748112000711
ABSTRACT: The article discusses research into participants’ thoughts and feelings about medical decision making for an adult with decreased cognitive capabilities, particularly commenting on efforts to establish moral and ethical standards for decision making. It addresses the responsibilities of health care proxies, participation in dementia research studies, and substituted judgment.
16. Citation: Kim, S. Y., Cox, C., & Caine, E. D. (2002). Impaired decision-making ability in subjects with Alzheimer’s disease and willingness to participate in research. The American Journal of Psychiatry, 159(5), 797-802. http://ajp.psychiatryonline.org/article.aspx?articleID=175528
ABSTRACT: Objective: Ethical concerns persist over research participation of decisionally impaired persons, such as those suffering from Alzheimer’s disease. Such persons may be poor judges of the burdens and risks of specific research protocols. Since even decisionally incapacitated persons cannot be enrolled in studies against their objection, their preferences convey important ethical information. The authors examined the effects of cognitive and decisional impairment on willingness to participate in research among persons with Alzheimer’s disease. Method: Cognitive status, decision-making ability, and willingness to participate in four hypothetical research protocols of varying risk/benefit profiles were measured in 34 subjects with mild to mild/moderate Alzheimer’s disease and 14 healthy elderly comparison subjects. Univariate and multivariate methods were used to analyze the effects of impairment in cognitive and decision-making abilities on willingness to participate in research. Results: There were no differences in willingness to participate found between the Alzheimer’s and the healthy comparison subjects for three of the four hypothetical protocols. In both groups, willingness declined as risk increased. Within the Alzheimer’s disease group, the presence of greater decisional impairment tended to predict less willingness to participate in research, even after adjusting for cognitive impairment, gender, and education. Conclusions: Persons with decisional impairment due to Alzheimer’s disease are as a group able to distinguish between research protocols of varying risk/benefit profiles. Because declining decision-making abilities may predict declining willingness to participate in research, informed consent procedures for Alzheimer’s disease research should be sensitive to this possibility.
17. Citation: Mayo, A. M., & Wallhagen, M. I. (2009). Considerations of informed consent and decision-making competence in older adults with cognitive impairment. Research in Gerontological Nursing, 2(2), 103-111. http://users.phhp.ufl.edu/rbauer/forensic_neuropsychology/moye_marson_capacity_assessment.pdf
ABSTRACT: Including older adults with cognitive impairment in research studies is necessary to ensure that interventions designed to improve care are effective for all older adults. However, issues related to capacity to consent raise many difficult questions that nurse researchers must address. Protecting vulnerable participants while simultaneously maintaining autonomy and moving important research forward can be challenging. Assessing the decision-making abilities of understanding, appreciation, reasoning, and expressing a choice is an important aspect of determining decision-making capacity. Yet although this is the prominent rational method for judging decision-making competence, it does not take into consideration the importance of culture, values, and emotions. This article focuses on the assessment of decision-making capacity to consent, recommendations for obtaining informed consent in older adults with cognitive impairment, the use of surrogate decision makers, strategies to maximize research participation, and directions for future research.
[bookmark: _GoBack]18. Citation: Tyrrell, J., Genin, N., & Myslinski, M. (2006). Freedom of choice and decision-making in health and social care: Views of older patients with early-stage dementia and their caregivers. Dementia, 5(4), 479-502. http://dem.sagepub.com/content/5/4/479.short
ABSTRACT: People with dementia represent a significant and growing proportion of patients, but little is known about their involvement in making choices about their health or social care. This study explored the experiences of French older patients with dementia and their caregivers about their participation in decision-making. Individual semi-directive interviews were conducted with patients (n= 21) and their primary caregiver focusing on a recently made decision (to accept professional help at home, to attend a day centre, or to move into residential care). Five aspects of decision-making were explored: information received; being listened to; expression of opinion; time allowed to reflect on decision; and possibility of changing one’s mind. Caregivers tended to be more satisfied than patients on most criteria. Many patients felt they had not been listened to sufficiently, and had limited freedom to participate in decision-making. Continuing education may help professionals to improve their ability to involve patients with dementia in decision-making concerning their care arrangements.
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