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Guidelines for preventing violence in caregiving  of elderly women with Alzheimer’s disease and other forms of dementia

Background

The project “Care for Carers” is funded by the European Commission as part of the Daphne Programme II 2004-2008, to prevent and combat violence against children, young people and women and to protect victims and groups at risk. It brought together professionals, people involved in the care of the elderly, welfare officials, policy makers, representatives of women’s and non governamental women’s and other organisations from Italy, Sweden and Lithuania. Some of these were involved in the work group which is responsible for the running of the project.

During seminars and study-visit exchanges the partcipants discussed the phenomenon of hidden violence and abuse against elderly women with Alzeheimer’s disease within the context of caregiving provided for by the services and discussed ways of preventing this and improving the quality of caregiving in EU Member States, without losing sight of the specific cultural and social features of the national welfare state systems.

The work group recognizes differences between Sweden, Italy and Lithuania concerning the policies and actions being taken in this field; differences which were mainly related to the structure and organisation of the welfare system and to the provision of resources made available for professional care services. However, in spite of these differences a large number of common elements were found. 

In the first place, in all three countries there was a common awareness about the need for families, professionals and society as a whole to be prepared to confront the increase in the incidence of Alzheimer’s disease and other forms of dementia both now and in the future, by supporting caregiving and strengthening its role in the care plans, by cooperation between agencies and participated models of intervention and in the community. 

Secondly, all the partners agreed that potential violent behaviours perpetrated by female caregivers against elderly women with Alzheimer’s disease and other forms of dementia are rooted in cultural patterns and cannot be tackled with a set of practical measures. Conversely, the problem should be approached  within a more comprehsive strategy which encompasses research and dissemination of results, sensibilisation campaigns and promotion of cultural changes about dementia and care work,  policies and action supportive of caregivers, innovative and gender sensitive laboral policies, education and training and the provision of community-based facilities. 

On the basis of these considerations a number of suggestions and recommendations are now being presented to the European Commission in an attempt to contribute to European policies for the development of good practices in the caring services for elderly people with Alzheimer’s disease and dementia in the Member States.

Guidelines

The aim of this document is to contribute to the development of good practices in the caring services for elderly people with Alzheimer’s  disease and dementia in the E.U., focussing on three main and interrelated areas of concern: 

· consider the increasingly crucial role that caregiving of the frail elderly (in all its forms, formal and informal care, paid and unpaid, public and private) has in caring services and the need to strengthen support from the authorities and  the  community as a whole;

· a deep concern for the gender dimension that characterises the field of caregiving of the elderly with Alzheimer’s disease and dementia and for the consequences caused by inequalities between women and men, with particular emphasis on the conditions of migrant women;

· a deep concern for the increased likelihood of hidden violence and abuse in the relationship between frail elderly people and their caregivers and a strong reccommendation to expose and respond to this problem effectively.

1. Caregivers of elderly people with Alzheimer’s disease and dementia. The gender perspective

The expert group notes that in the three countries, caregiving of elderly people with dementia is primarily carried out by women, both in the home - where this responsibility is assumed disproportionately by women, spouses, sisters, daughters, daughters-in-law etc. - and in the formal health and care services – where nurses, nursing assistants, occupational therapists, social workers and home help workers are usually women. This trend is apparent in northern countries like Sweden, where the elderly care system is largely run by the public sector, as well as in south European countries like Italy, where the greatest majority of home help workers and caregivers of the elderly with Alzheimer’s  disease and dementia, beside the female family member, are migrant women employed privately by the care recipient’s relatives. While in Lithuania most of the caregiving falls on the shoulder of the women belonging to the family. 

Finally, there is moderate evidence showing that women are over-represented in the statistics on patients with Alzheimer’s disease and dementia. 

It is observed that the task of caregiving impacts heavily on the caregiver's personal life. Although caregiving can be a physical, financial and family strain it appears that most prevalent problems experienced by caregivers involve negative emotional and cognitive experiences, such as feelings of confinement and restriction of one's social life, role conflict resulting from the competing demands of the care recipient and other family obligations and employment responsibilities. In addition to competing roles, many caregivers must adjust to a new role, in so far as becoming a caregiver results in a change in the former relationship between the caregiver and the care recipient. The emotional and physical demands of caregiving can also cause feelings of depression and grief when the older person does not seem the same person anymore, or irritation if the older person’s impairment results in disruptive behaviour and inappropriate social functioning. 

There appears to be differences in the way male and female caregivers approach caregiving and in their ability to cope. A Swedish study on caregivers for the demented elderly
 reports significant differences between female and male caregivers with female caregivers suffering the most strain. This was exhibited by health problems, conflicts in the family, strained relations with family and others, a less positive outlook and limits in social support because of the caregiving situation. When investigating the group of male caregivers it was found that males caring for a demented elderly person experienced a lack of positive outlook and were more assertive than women, expressing explicitly a need for receiving more social support. 

There also appear to be differences in how male and female elderly people see their rights to be treated with consideration. A study conducted in Sweden
 shows that both older women and men reported being victims of abuse, but whereas a consistent number of men reported threats and humiliation from a family caregiver, most women reported episodes in which their caregivers were not involved.  This data suggests that men seem to have higher expectations for the quality of care they are entitled to. On the other hand, low levels of women reporting violence could be due to a normalisation process in which they do not recognise and acknowledge mistreatment they endure in the relationship with the caregiver. 

In sum, the expert group acknowledged that regardless of being within the formal or informal, paid or unpaid, public or private, caregiving has a strong gender dimension, which is probably rooted and legitimized within the traditional family roles which look upon the woman as the exclusive provider of protection and care for its dependent family members. Drawing on the cited studies it would seem that women tend to internalize this role and in doing so they both disregard their rights to be taken care of themselves and close their eyes to violence when they suffer it at the hands of their caregivers. 

2. Caregivers of elderly persons with Alzheimer’s disease and dementia. The recognition of violence and abuse 

Definition of the concept

The expert group adopts and supports  the UN Declaration on Violence against Women of 1993,  which includes “all forms of physical, sexual and psychological threat, damage or harassement”, and enlarges its scope to all forms  of violence and abuse, neglect, isolation, and abandonment perpetrated against elderly women with Alzheimer’s disease and other forms of dementia .

As far as the target group is concerned, although perpetration of violence and abuse by the caregiver, the group acknowledges that aggressive behaviour may also be perpetrated by the elderly person towards the caregiver. This violence causes stress and generates negative emotions in the caregivers, which they later unload back on to the patient. These two "types" of violence are closely inter-related and that is why it is very important to train caregivers in how to avoid stress and burnout.

Mutual violence refers to cases where the caregiver directs abusive behaviour against the care-recipient and the care-recipient abuses the caregiver. Finally, the group takes into account the forms of violence and abuse which can be perpetrated against informal caregivers who have low status and few rights, like migrant women, particularly undocumented migrant women.

The problem of hidden violence

The work group takes notice that, whereas research data, professional’s accounts and caregivers’ stories highlight a large number of risk factors which would make the help  relationship with the frail elderly highly susceptible to violence and abuse (§, 1.2)  there is seldom any explicit reference to violence in literature and virtually no statistics on incidence and typology of violent behaviours. The working group explored some of the possible reasons why violence in the care of elderly with Alzheimer’s  disease and other forms of dementia, especially women, is mostly hidden and its patterns intrinsically difficult to identify and believe that these explanations apply to both in-home care settings and formal care giving services.

Different hypotheses were formulated in order to find reasons for this:

· caregiving of the frail elderly is such a difficult and dedicated task that it is almost unthinkable (taboo) to insinuate that violence might occur;

· episodes of violence and abuse may occur within domestic walls of the home, thus remaining unnoticed;

· it is difficult to obtain information from a person who is functionally or cognitively impaired;

· the carer-recipient, when it is a woman, often does not recognise the signs of violence in the ways she is treated, due to a tendency to consider forms of abuse that she may have suffered earlier in life normal;

· the woman is not aware that she has the right to receive a good level of care and may misinterpret behaviour; 

· the caregiver, usually a woman, is so committed in her responsibility that she does not see herself as a potential abuser;

· there is a prejudice that a certain form of violence in treating the frail elderly is considered normal and even necessary;

· there is a prejudice that the only real violence against elderly is  physical  and other more subtle forms of violence are overlooked, such as lack or respect, talking baby language and treating people like objects;

· It is difficult to distinguish violence when restraints are used for the protection of the elderly person.

Violence and abuse and the use of restraints

The group looked closely at the latter issue. The caregiving relationship with an elderly person with Alzheimer’s  disease and dementia is an asymmetric relationship with an individual who, due to his functional and cognitive impairment, is not able to make decisions. In addition to aggressive behaviour, violence and abuse may include forms of physical restraints and reduction of freedom through material means, psychological violence which impinge action aimed at influencing the elderly person through reasoning and manipulation of information, privation, actions resulting in accelerating the loss of skills and independence, violation of rights, fraud of private papers and valuables, extortion of information by exploiting a condition of weakness and dependence.  The extent to which an individual with diagnosed dementia can make decisions varies greatly depending on the course of the disease and the specific family situation and context. The use of the same type of restraint may have a protective function, preventing the elderly person from being harmed or be a way to break through the person’s personal dignity.

The employment of women with immigrant background as caregivers. More likelihood of violence?  

The working group aknowledges that the phenomenon of migrant women being employed within caregiving services for frail elderly people is different in the partner countries. In Sweden a significant number of women with migrant background are presently employed as in-home help workers and nursing assistants within the public health  and social care system. In Italy migrant women are often employed as domestic workers and as caregivers and have been privately employed by the elderly person’s family. In some cases the relatives maintain a role in caring for the elderly person, in other cases caregiving is taken on completely by somebody from outside the family. The working group aknowledges that  the particularly difficult conditions of being a woman and a caregiver with a migrant background (language difficulties, lower salaries, unstable background, and possible undocumented status) may result in higher stress and therefore increase the risk of violence against the care-recipients.

Reccommendations

On the basis of § 1, 2 and 3, the following recommendations are made:

It is recommended that The EU and its Member States provide for financial support and cooperation to research projects aimed at  investigating the incidence, type, causes, consequences and prevention strategies against violence and abuse against elderly with Alzheimer’s disease  and dementia in caregiving services, with a particular focus on the gender related dimension (§ 1.3).

Concentration of research efforts should be on the development of studies in the following context sensitive areas:

· investigate the potential, causes and features of violence and abuse within the help relationship;

· search indicators which can be used to detect abusive behaviours which may not fall under the criminal code systems in force;

· explore environmental conditions which lead to the circumstances which link violence and the use of restraints;

· explore work and living conditions of female caregivers with an migrant background when they are employed privately.

It is recommended that EU member states support research aimed at investigating life style and caregiving traditions, culture and needs of elderly migrants and promoting the exchange of experiences and knowledge with the countries of origin of  elderly migrants, in order to better the approach to the problems related to the ageing of migrant women living in Europe and to learn good practices on elderly care from caregivers with other cultural traditions.

Researchers and practitioners are invited to develop projects of participatory action research, in order to investigate risk factors for violence and abuse and draft preventive strategies with the caregivers and not against the caregivers. Caregivers must be considered in this context as the first beneficiaries of these research findings, the most knowledgeable informants and the best experts in preventive strategies. 

It is recommended  that The European Commission starts a group with clearing-house function. This would include the collection, ordering and dissemination of information about initiatives and campaigns aimed at preventing violence and improving safety and quality in caregiving.

It is recommended that EU and its Member States activate action plans with emphasis on preventing the circumstances which may lead to violence and abuse, perpetrated by formal and informal caregivers, at home or in nursing homes, day care facilites etc. 

3. Implementation of work policies to support informal caregivers and provide for the promotion of equal opportunities

As it has been pointed out by the European Women’s Lobby in a recent document (EWL Campaign “Who Cares?”) Care policies and the provision of care services are intrinsically related to the achievement of equality between women and men. The lack of affordable, accessible and high quality care services in most European Union countries and the fact that care work is not equally shared between women and men have a direct negative impact on women’s ability to participate in all aspects of social, economic, cultural and political life (…).

Expressing full agreement with this statement, the work group considers that equal conditions for the participation of women and men in caring for the frail elderly is a necessary condition for preventing violence and improving the quality of the experience of caregiving for all parties involved. For this reason the EU and its Member States are called upon to: 

· recognize the social and economical value of care giving for the  society as a whole;

· take action for the reconciliation of work and private life of caregivers; introduce policies which may help to minimize caregivers’ stress and improve their life, such as flexi time, job sharing and possibilities to rearrange schedule;

· activate policies to reconcile caregiving with professional life, leave, salary, social insurance rights etc. Improve legislation regarding leave from work, making leave for caregiving of children and the frail elderly  be shared between men and women on a compulsory basis;

· encourage and give incentives to men taking up caregiving tasks

· provide economic support to family caregivers with limited incomes

· Pay attention to the fact that economic compensation for caregiving by migrant women can hinder their integration in the labour market and in society.

Policies ameliorating informal caregivers’working conditions should be implemented together with a close attention to the gender dimension. In fact, in times of unemployment the provisions of economic incentives to family caregivers may undermine women’s opportunities of joining the labor market. It is necessary to raise awareness among employment agencies that there is a risk that organizational and budget related rationale could offend equal opportunity rules, primarily for women with a migrant background. For example, fight the trend of social work inspectors to encourage migrant women to perform caregiving tasks for their elderly, as a sort of “temporary employment solution”, more than they would do with native citizens. 

4. Implementation of welfare and social care policies in the order to support informal caregivers and promotion of equal opportunities

As far as welfare policies are concerned, elderly care agencies and social authorities at EU and Member States levels are recommended to introduce a number of measures which can be effective in mitigating caregiving burden and stress and therefore reduce the risk of violence:

· the public sector should bear the main responsibility for the care plan and coordinate the intervention of different agencies; 

· a coordinator or contact-person should be introduced and made responsible for the assessment, implementation, monitoring and evaluation of the care plan; 

· families should be made part of the care plan, provided with all necessary information and feel secure in the knowledge that more help can be given when needed.

· specific policies and actions should be adopted to encourage and increase the number of men among professionals and family caregivers;

· adeguate support and education, group resources and respite services should be provided for. Moreover, Counseling Centers should be instituted and implemented to support  community’s  work, peer education, mutual help groups etc.

· the use of respite programmes based on community’s human resources.

· Structures and agencies should have a protocol on abuse and violence, in order to offer support to the victims, treat or refer them to community’s agencies;

· authorities are requested to monitor for evidence and to report all suspected cases of abuse to the appropriate services and the police, according to the law requirements of each country;

· caregivers’ organisations should be provided with a mandate enabling them to take action when they suspect an abuse has taken place.

5. Implementation of education, training and supervision of caregivers with emphasis on gender, prevention of violence and  qualitative aspects of the caregiving relationship 

The work group acknowledges that a better understanding of Alzheimer’s disease and dementia and appropriate methods of care enable caregivers to perform better and prevents the risk of violence and abuse against care-recipents, particularly women. The group also notes that although obvious awareness of this is found within caregivers’ organisations, Alzheimer Associations and other non govermental agencies in countries with well developed welfare systems, good practices of education and training of caregivers are rare, insufficent and still at an experimental level. Finally, most of the existing educational courses are mainly based on factual knowledge. The work group trusts that the gender related issues, the prevention of violence and the promotion of safety and quality in the caregiving relationship are a fundamental educational issues and should be included in dementia educational  schemes for caregivers and trainers of caregivers, as well as for health and social care services workers. 

Drawing on this, educational institutions, welfare agencies and elderly care services  in EU Member States are recommended to make education, training and supervision resources available to informal caregivers such as family members and significant others, volunteers and community’s members, as well as for agency staff, according to the following guidelines:

The educational schemes for informal and family caregivers should include the following topics and learning objectives:

· raise awareness that the help relationship with relatives is highly stressful and can encompass feelings of irritation which may result in   undesired aggressive reaction. 

· Methods and techniques enabling caregivers to overcome feelings of guilt, understand and control negative feelings, recognise early signs of stress, learn how to make assesmments of the situation and other coping skills. 

· Training on the use of restraints in order to protect and control the older person’s movement and prevent harm. The focus has to be placed on the caregiver’s ability to recognise the contexts in which the use of restraints is appropriate and also helpful in those circumstances when the use of it  has debilitating effects on the person and can offend his  dignity. 

· Facts on the disease process and support for caregiving in its different phases. These courses should include modules concerning women’s roles in caregiving, the importance of caregiving for society, awareness raising that caregiving is not a women’s vocation and the involvement of other family members in this responsibility (gender perspective).

The training module for professional caregivers should include the following topics and learning objectives: 

· beside offering facts on dementia and guidelines for dementia care a significant part should concern the impact of dementia on the family, including the effects of caregiving on the same families, how to help dementia caregivers/ partners, understanding family systems, family dynamics impacted by the disease, effective communication with families/patients with dementia. 

· Training on practical philosophy of “palliative care giving”, which entails  control of the symptoms, teamwork, and stress on quality of life, emotional support to the relatives, communication and relationship. 

· Interdisciplinary training schemes should be provided to carers with different competences (medical doctors, nurses, social workers, occupations therapists, physiotherapists etc.) in interdisciplinary schemes. 

· Group supervision should be provided, in order to enhance caregivers’ ability to reflect and discuss the questions raised by the work they do and how to improve their ability to cope. Based on real situations, the supervision method should encompass the following perspectives: the individual patient, individual and collective actions, participation, sharing knowledge and experiences with others, dialogue between different professions, reflection on own work.

· Professional caregivers should undertake their role as supervisors of family caregivers concerning good caregiving practices and the detection and control of violence. Training on supervision methods and techniques. Formal caregivers must be taught to empower family caregivers through providing them with methods of self assessment on stress and coping skills.

6. Use of local resources, promotion of cultural changes and development of community welfare 

The workgroup assumes as one of the cornerstones the importance of promoting community based strategies, in order to build and keep going systematically good practices in the caregiving of the elderly with Alzheimer’s disease. The community welfare is grounded on the following guidelines: a) the public sector bears the main responsibility for the care plans and coordinates the intervention of different agencies; b) the work in the community use instruments in order to enhance the cultural and educational levels of the citizens about the issue in concern, c) the public sector, the independent sector and all representatives of local society, network’s support  are constant, d) there is an effort by authorities and civil society to pursue initiatives of solidarity between citizens and their representatives. 

When applied to the field of caregiving of the elderly with Alzheimers and to the prevention of violence the workgroup agree that cultural changes about care work and gender, questioning stereotypes and prejudices and promoting new ways of thinking about care are needed as grounds for effective prevention work. 

Welfare agencies, elderly care agencies, media and other communication agencies, Women’s NGOs, social and cultural organizations, associations, etc. are recommended to promote campaigns and educational action in order to engender changes in people’s mindset about the way the issue of gender in care work and violence and abuse against frail elderly people is perceived. 

This means trying to have an impact on the values and collective beliefs that support ways of thinking, behaviours, judgments etc. Promoting cultural changes requires many types of integrated actions, opportunities for new experiences, setting and models for lifelong learning. Educational campaigns and other types of cultural intervention should focus on the following themes:

· Caring for others and being cared for is a fundamental emotional experience and is a central means to creating community in our society. The very essence of care work is not that of “looking after” dependent individuals but is in the first place giving others a support for empowerment and autonomy. 

· Care work is not a range of tasks based on “domestic motherly skills” but is primarily an ethic and a way of being in the relationship with implications for changes at a wider social and cultural level.

· Care work toward elderly people with Alzheimer’s disease and dementia cannot rest on the shoulders of women alone and cannot be carried out in isolation but has to be shared between family members, the worker and the community.

· Initiatives should be implemented with the objective of increasing the status of caregiving work and making it more attractive to men as well. Action should be implemented to encourage and increase the number of male caregivers both among professionals and family caregivers.

· Care policies should be regarded as part of a wider integrated community based  approach which is primarily concerned with activation, empowerment, socialization, to encourage people to assume responsibilities for their own lives as much as possible.
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�	 Stockholm Gerontology Research Centre and Department of Clinical Neuroscience and Family Medicine, Karolinska Institute, Sweden.
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