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[bookmark: _Toc367952128]Introduction
This annotated bibliography is designed to provide a summary of the articles available on the topic of with mistreatment of persons with dementia and caregiver support. The bibliography is divided into two sections by topic:
Mistreatment, which includes articles that provide information on abuse and neglect by family members, abuse in healthcare facilities, sexual abuse, financial exploitation, and abuse prevention
Caregiver Support, which contains articles for nurses and family members that provide information on how to prevent abuse of persons with dementia
[bookmark: _Toc367952129]The bibliography was developed using two types of electronic searches. Journal articles were searched using MEDLINE. The MEDLINE search terms were: Abuse, Elder (Abuse, Aged), AND dementia + violence + domestic violence + prevention + trends + standards + care services + training + care services/home + trends. 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.
Mistreatment
1. Citation: Dong, X. (2012). Advancing the field of elder abuse: Future directions and policy implications. Journal of the American Geriatrics Society, 60(11), 2151-2156. http://onlinelibrary.wiley.com/doi/10.1111/j.1532-5415.2012.04211.x/full
ABSTRACT: Elder abuse, sometimes called elder mistreatment or elder maltreatment, includes psychological, physical, and sexual abuse; neglect (caregiver neglect and self-neglect); and financial exploitation. Evidence suggests that one in 10 older adults experiences some form of elder abuse, but only one in 25 cases is reported to social services agencies. At the same time, elder abuse is associated with significant morbidity and premature mortality. Despite these findings, there is a great paucity in research, practice, and policy addressing the pervasive issues of elder abuse. Drawing on experiences as a American Political Sciences Association Congressional Policy Fellow and Health and Aging Policy Fellow working with the Administration on Community Living (ACL) (previously known as the Administration on Aging) for the last 2 years, the author describes the major functions of the ACL and highlight two major pieces of federal legislation: The Older Americans Act and the Elder Justice Act. The article also highlights major research gaps and future policy relevant research directions for the field of elder abuse.
2. Citation: Manthorpe, J., Samsi, K., et al. (2012). Responding to the financial abuse of people with dementia: A qualitative study of safeguarding experiences in England. International Psychogeriatrics, 24(09), 1454-1464. http://www.tandfonline.com/doi/abs/10.1080/08946566.2011.534704#.UjHYbT_CZ8E
ABSTRACT: The risks of financial exploitation and abuse of people with dementia remain under-researched. Little is known of the views of those responsible for local adult safeguarding systems about prevention and redress. We explore current repertoires of responses of such persons and consider barriers and facilitators to minimizing risks of financial abuse for people with dementia. Methods: Fifteen qualitative interviews were undertaken with a purposively sampled group of Adult Safeguarding Coordinators in England in 2011. Framework analysis delineated themes in the transcripts; these were included in an iteratively developed coding framework. Results: Five themes were explored: (1) incidence of financial abuse; (2) impact of dementia on safeguarding responses; (3) warning signs of financial abuse, including neglect, unpaid bills, limited money for provisions; (4) encouraging preventive measures like direct debit to pay for bills, advance care plans, appointing Lasting Power of Attorney; and (5) barriers and facilitators in safeguarding, including the practice of financial agencies, cultural barriers, other systemic failures and facilitators. Not all systems of financial proxies are viewed as optimally effective but provisions of the Mental Capacity Act 2005 were welcomed and seen as workable. Conclusions: Healthcare professionals may need to be more alert to the signs and risks of financial abuse in patients with dementia both at early and later stages. Engaging with safeguarding practitioners may facilitate prevention of abuse and effective response to those with substantial assets, but the monitoring of people with dementia needs to be sustained. In addition, professionals need to be alert to new risks from electronic crime. Researchers should consider including financial abuse in studies of elder abuse and neglect.
3. Citation: Miller, M. (2012). Ombudsmen on the front line: Improving quality of care and preventing abuse in nursing homes. Generations, 36(3), 60-63. http://generations.metapress.com/content/f6443943046h605r/
ABSTRACT: Abuse, neglect, and financial exploitation are real fears faced by nursing home residents and their families. Those with dementia are at greater risk, and facility staff need training to spot it. Ombudsmen are often the first to notice, report, and protect elders at risk for abuse. No matter where it happens, elder abuse is a community concern and action must be taken at the local, state, and federal levels to address it.
4. Citation: Ramsey-Klawsnik, H., & Teaster, P. (2012). Sexual abuse happens in healthcare facilities-what can be done to prevent it? Generations, 36(3). http://generations.metapress.com/content/7764v7m75174hl41/
ABSTRACT: Adult Protective Services (APS) workers were interviewed regarding investigating reported sexual abuse of healthcare facility residents. Authorities in five states provided data on cases of facility sexual abuse investigated over six-months. Data were collected and analyzed regarding 429 cases. Workers assigned to 15 percent of the cases were interviewed about conducting facility investigations and their decision-making processes. Findings demonstrate that lack of investigator training and resources has deleterious consequences on resident safety; facility response to resident sexual assault ranges from poor to excellent and has profound consequences on residents; and enhanced law enforcement involvement is needed.
5. Citation: Wood, E. (2012). The paradox of adult guardianship: A solution to—and a source for—elder abuse. Generations, 36(3), 79-82. http://generations.metapress.com/content/97lw16320715l7k8/
ABSTRACT: The need for guardians and other surrogate decision makers will grow as the population ages, but guardianship can be a help or a hindrance. In this article the author presents two case studies that show both sides, and gives readers five questions to ask to determine whether or not guardianship is appropriate, as well as five systemic solutions that would improve the way guardianship now works.
6. Citation: Anetzberger, G. J., & Teaster, P. B. (2010). Future directions for social policy and elder abuse: Through the looking glass of generational characteristics. Journal of Elder Abuse & Neglect, 22(1-2), 207-215. http://www.tandfonline.com/doi/abs/10.1080/08946560903446139#.UjHWcj_CZ8E
ABSTRACT: The future directions for social policy and elder abuse are forecast using the characteristics of three contiguous generations: Baby Boomers, Gen Xers, and Nexters. The results suggest greater potential victimization for the Boomers than previous generations, particularly neglect and exploitation. Gen Xers may experience more self-neglect. Social policy will continue to emphasize the criminalization of elder abuse, reflecting Boomer self-righteousness and severity. Elder abuse victimization will have a medical hue, given the Boomer obsession with health and wellness. Although Gen Xers are less cynical than Boomers, they will be more concerned about their immediate lives and pass the elder abuse policy torch to the Nexters, who will elevate it in deference to the Boomers and in quest for a higher moral order.
7. Citation: Ansello, E. F., & O’Neill, P. (2010). Abuse, neglect, and exploitation: Considerations in aging with lifelong disabilities. Journal of Elder Abuse & Neglect, 22(1-2), 105-130. http://www.tandfonline.com/doi/abs/10.1080/08946560903436395#.UjHWvT_CZ8E
ABSTRACT: Persons with lifelong disabilities are newcomers to later life. Many are relatively high functioning, engaged, and happy members of their communities. Some are, and have been, victims of abuse, neglect, and exploitation. This article reviews factors that contribute to the current incomplete picture of the victimization of these older adults, reports the state of existing data on prevalence and treatments, and suggests initiatives to strengthen continued community living and improve both prevention and identification strategies.
8. Citation: Cooper, C., Selwood, A., Blanchard, M., Walker, Z., Blizard, R., & Livingston, G. (2010). The determinants of family caregivers’ abusive behavior to people with dementia: Results of the CARD study. Journal of Affective Disorders, 121(1), 136-142. http://www.sciencedirect.com/science/article/pii/S0165032709001876
ABSTRACT: Although dementia and elder abuse prevention are political priorities, there are no evidence-based interventions to reduce abuse by family caregivers. We have limited understanding of why some family caregivers, but not others in similar circumstances, behave abusively. We aimed to test our hypothesis, that more anxious dementia caregivers report more abusive behaviors, and dysfunctional coping strategies and caregiver burden mediate this relationship.
9. Citation: Fitzpatrick, M. J., & Hamill, S. B. (2010). Elder abuse: Factors related to perceptions of severity and likelihood of reporting. Journal of Elder Abuse & Neglect, 23(1), 1-16. http://www.tandfonline.com/doi/abs/10.1080/08946566.2011.534704#.UjHYbT_CZ8E
ABSTRACT: This study examined factors that affect assessments of abuse as depicted in scenarios in which a caregiving daughter abuses her elderly mother through over-medication. College students (N = 239) read scenarios that varied in terms of the past quality of the caregiver/elder relationship and whether or not the elder adult was depicted as suffering from dementia. The role of the participants’ own family caregiving experiences also was explored. Results from a factorial ANOVA showed that individuals who perceived the relationship as difficult and whose parents had served as caregivers rated the behavior in the scenario as more abusive and were more willing to notify authorities than participants in other conditions. Results are discussed with a focus on educating families and those working with elderly populations.
10. Citation: Wiglesworth, A., Mosqueda, L., Mulnard, R., Liao, S., Gibbs, L., & Fitzgerald, W. (2010). Screening for abuse and neglect of people with dementia. Journal of the American Geriatrics Society, 58(3), 493-500. http://onlinelibrary.wiley.com/doi/10.1111/j.1532-5415.2010.02737.x/full
ABSTRACT: Objective: To investigate characteristics of people with dementia and their caregivers (CGs) that are associated with mistreatment in order to inform clinicians about screening for mistreatment. Design: A convenience sample of CG-care recipient (CR) dyads were assessed for literature-supported factors associated with mistreatment, and evidence of mistreatment for the prior year was collected. An expert panel considered the evidence and decided on occurrences of psychological abuse, physical abuse, and neglect based on criteria adopted before data collection. Setting: Participants’ homes. Participants: One hundred twenty-nine persons with dementia and their CGs. Measurements: CG and CR characteristics (demographic, health, and psychosocial variables), relationship characteristics, and three elder abuse and neglect detection instruments. Results: Mistreatment was detected in 47.3%. Variables associated with different kinds and combinations of mistreatment types included the CG’s anxiety, depressive symptoms, social contacts, perceived burden, emotional status, and role limitations due to emotional problems and the CR’s psychological aggression and physical assault behaviors. The combination of CR’s physical assault and psychological aggression provided the best sensitivity (75.4%) and specificity (70.6%) for elder mistreatment as defined by the expert panel. This finding has potential to be useful as a clinical screen for detecting mistreatment. Conclusions: The findings suggest important characteristics of older adults with dementia and their CGs that have potential for use in a clinical screening tool for elder mistreatment. Potential screening questions to be asked of CGs of people with dementia are suggested.
11. Citation: Cooper, C., Selwood, A., Blanchard, M., Walker, Z., Blizard, R., & Livingston, G. (2009). Abuse of people with dementia by family caregivers: Representative cross sectional survey. BMJ: British Medical Journal. http://www.ncbi.nlm.nih.gov/pmc/articles/PMC2769065/
ABSTRACT: Objective: To determine the prevalence of abusive behaviors by family caregivers of people with dementia. Design: Representative cross sectional survey. Setting: Community mental health teams in Essex and London. Participants: 220 family caregivers of people newly referred to secondary psychiatric services with dementia who were living at home. Main outcome measure: Psychological and physical abuse (revised modified conflict tactics scale). Results: 115 (52%, 95% confidence interval 46% to 59%) caregivers reported some abusive behavior and 74 (34%, 27% to 40%) reported important levels of abuse. Verbal abuse was most commonly reported. Only three (1.4%) caregivers reported occasional physical abuse. Conclusions: Abusive behavior by family caregivers towards people with dementia is common, with a third reporting important levels of abuse and half some abusive behavior. We found few cases of physical or frequent abuse, although those with the most abusive behavior may have been reluctant to report it.
12. Citation: Christiansen, M. A. (2008). Unconscionable: Financial exploitation of elderly persons with dementia. Marquette Elder’s Advisor, 9(2), 383. http://heinonline.org/HOL/LandingPage?collection=journals&handle=hein.journals/marqelad9&div=19&id=&page=
ABSTRACT: Provides information and guidance about how older adults and their families can prepare for the onset of dementia in order to avoid or mitigate the potential for being financially exploited by relatives or caregivers. Relates the case of “Gladys Smith,” a widowed farm owner with dementia who owned the 410-acre family farm in a limited partnership with her 4 adult children. When 3 of the children wanted to sell the farm to a developer for several million dollars, they signed a purchase order and obtained Gladys’s signature on the document, even though she was not competent to approve the sale. While this sale was voided, it was later discovered that Gladys’s financial advisor and trustee had stolen over a quarter of a million dollars from her accounts. It is concluded that Gladys’s case would almost certainly have been avoided if she and her family had engaged in advance planning and periodic communication regarding their advance planning, expecting the worst-case scenarios and establishing layers of protection to guard against those scenarios.
13. Citation: Nerenberg, L. (2006). Communities respond to elder abuse. Journal of Gerontological Social Work, 46(3-4), 5-33. http://www.tandfonline.com/doi/abs/10.1300/J083v46n03_02#.UjHZID_CZ8E
ABSTRACT: This article traces the development of services to prevent and treat elder abuse over a 20-year time span. It begins by describing the various forms of elder abuse and the challenges they pose to service providers and program developers. Also described are abuse reporting statutes, the roles of various agencies involved in abuse investigations and responses, services commonly needed by victims, funding sources, and common impediments to service delivery.
14. Citation: Schiamberg, L. B., & Gans, D. (2000). Elder abuse by adult children: An applied ecological framework for understanding contextual risk factors and the intergenerational character of quality of life. International Journal of Aging and Human Development, 51(4), 329-360. http://baywood.metapress.com/app/home/contribution.asp?referrer=parent&backto=issue,6,10;journal,108,307;linkingpublicationresults,1:300312,1
ABSTRACT: Elder abuse in family settings has increased in recent years for a variety of reasons, including the increasing proportion of older adults in the total population, the related increase in chronic disabling diseases, and the increasing involvement of families in caregiving relationships with elders. Future trends indicate not only continued growth of the older population but suggest, as well, an increased demand for family caregiving which may, in turn, be accompanied by increasing rates of elder abuse. It is important to consider issues associated with such caregiving and elder abuse in families from an ecological perspective as a basis both for framing conceptually relevant and effective prevention strategies as well as for understanding the specific character of the broader issue of the intergenerational nature of the quality of life in an aging society. Using an applied ecological model, the article focuses on the contextual risk factors of elder abuse. Specifically, five levels of environment--microsystem, mesosystem, exosystem, macrosystem, and chronosystem--will be utilized to organize and interpret existing research on the risk factors associated with elder abuse (Bronfenbrenner, 1979, 1986, 1997). The configuration of the risk factors provides a useful framework for understanding the intergenerational character of the quality of life for older adults, for developing recommendations for empirically-based action research, and for the development of community-based prevention and intervention strategies. The application of a contextual perspective to the development of intervention and prevention programs will be addressed, the latter in relation to primary, secondary, and tertiary prevention.
[bookmark: _Toc367952130]Caregiver Support
15. Citation: Centers for Medicare & Medicaid Services. Hand in hand: A Training series for nursing homes. http://www.cms-handinhandtoolkit.info/Index.aspx
ABSTRACT: The mission of the Hand in Hand training is to provide nursing homes with a high-quality training program that emphasizes person-centered care in the care of persons with dementia and the prevention of abuse. The Hand in Hand training materials consist of an orientation guide and six one-hour video based modules, each of which has a DVD and an accompanying instructor guide.
16. Citation: Selwood, A., Cooper, C., et al. (2009). What would help me stop abusing? The family caregiver’s perspective. International Psychogeriatrics, 21(02), 309-313. http://journals.cambridge.org/action/displayAbstract?fromPage=online&aid=5000212
ABSTRACT: A third of family members caring for people with dementia report acting abusively towards them, but there are currently no evidence-based interventions to reduce or prevent such behavior. Family caregivers who act abusively have not previously been consulted about what may help to reduce abuse. Method: We prospectively recruited a consecutive sample of 220 family caregivers of people with dementia referred to secondary psychiatric services. We asked caregivers who reported any abusive behavior in the previous three months to select from a list of services and potential interventions those that they thought might help to reduce or prevent this abusive behavior. Caregivers were also asked to suggest other interventions that might help prevent abuse. Results: 113/115 caregivers who reported any abusive behavior answered questions about possible interventions. The three most frequently endorsed interventions were: medication to help the care recipient’s memory (n = 54; 48.2%); written advice on understanding memory problems and what to do (n = 48; 42.9%) and more information from professionals caring for the person with dementia (n = 45; 40.2%). When asked which interventions were most important, medication to help memory (n = 21; 18.6%), home care (n = 17; 15.0%), residential respite and sitting services (both n = 12; 10.6%) were most frequently endorsed. Conclusion: To prevent abuse, family caregivers prioritized medication for memory, good communication from professionals, written advice on memory problems, home care, residential respite and sitting services. As no interventions to reduce abuse by family caregivers have yet been formally evaluated, a good starting point may be the expressed wishes of family caregivers.
[bookmark: _GoBack]17. Citation: MacIntyre, J., & Breininger, D. (2007). Saving our parents: Are your aging loved ones safe? Delphi Health Products, Inc. Agoura Hills, CA. http://www.savingourparents.com/
ABSTRACT: This documentary hosts a team of law enforcement and elder abuse experts who offer tips on how to prevent older adults from falling prey to scam artists and other predators that threaten their safety. Interviewees share stories of families deceived by predators, and experts offer life-saving information. Segments address predatory caregivers and criminal conservators, financial scam artists, neglectful nursing homes, intergenerational living, the importance of geriatric care managers, hoarding disorders that pose health risks, Alzheimer’s disease and President Reagan’s transformational family experience, tips from elder abuse attorneys, and guidelines for safe and healthy aging.
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