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A Selected Annotated Bibliography in Support of 
Making Sure HIV Patient Self-Management Works

Aberg J. The Changing Face of HIV Care: Common Things Really Are Common. Ann Intern Med. 2006;145(6):463-65.

“Now more than ever, HIV care is primary care. Common things are common. Developed countries are experiencing an epidemic of conditions: obesity, CHD, diabetes, and lung cancer. Physicians everywhere must remember that most of their HIV-infected patients will survive to develop the diseases that plague the rest of us.”

This is an editorial related to an original research study published in the same issue of the journal (Sackoff et al. Ann Intern Med. 2006) detailing the demographics and causes of death among people with HIV in New York City between 1999 and 2004 which demonstrate that the percentage of deaths due to non-HIV causes in that population has increased. They reported that 76% of deaths due to non-HIV-related causes were attributed to substance abuse, cardiovascular disease, and age-appropriate malignancies. According to Aberg, these data support the general conclusion that HIV infection is becoming a chronic disease and that as people with HIV are living longer they are developing the same chronic comorbid conditions that affect the non-HIV population. 
· The implication of this editorial for patient self-management is that just as patient self-management is a key element of the chronic care model, it should be a key element of chronic HIV care.
Anderson B and Funnell M. The Art of Empowerment: Stories and Strategies for Diabetes Educators. American Diabetes Association. 2000

“Most patients have the capacity to develop the skills and attitudes necessary to make decisions appropriate to their lives…We feel it is our responsibility to provide our patients with the resources to achieve their own …care goals.”

The philosophy and practical skills of patient empowerment are presented in this short book published by the American Diabetes Association. Anderson and Funnel pioneered the strategies and tactics of patient empowerment that form the basis of patient self-management.  While this book is focused on methods of empowering patients with diabetes, it applies equally well to methods of working with all patients with chronic disease.  Characteristic of the tone of the book is the following: “The empowerment philosophy has freed us from the responsibility of attempting to solve all of our patients’ problems. It allows us to enter into a dialogue with them during which solutions to problems emerge naturally from an exploration of issues in a relationship based on trust and respect.”
· The text is filled with case studies of patients with diabetes in which the process of working in partnership with patients is demonstrated by example. Each example is supported by practical insights into how to work with patients in solving complex self-management problems.

Anderson R. Patient Empowerment and the Traditional Medical Model: A Case of Irreconcilable Differences? Diabetes Care. 1995;18(3):412-415.

“We are not suggesting that physicians and other health care professionals give up being in charge of the treatment of diabetes. Rather, we are suggesting that they give up the illusion that they are in charge of the day-to-day management of diabetes.”
The patient empowerment approach is based upon the belief that the traditional medical model is inappropriate and unworkable in the management of chronic illness. According to Anderson, patients carry out 95% or more of the daily self-care of diabetes. Such care is not just about taking medications; it is about virtually every aspect of the patient’s life.

· The focus of this analysis is the author’s experience with patients with diabetes. The concepts are equally valid for any chronic disease, including HIV

Bodenheimer T, Lorig K, Holman H, Grumbach K. Patient Self-management of Chronic Disease in Primary Care. JAMA. 2002;288(19):2469-2475.

“’What is your most important problem?’ Never having been asked that question, Ricky’s instinct was to say, ’weigh too much, cholesterol too high, sugar too high, and blood pressure too high.’ Instead, he began to describe the trouble he had last night preventing his son from throwing his dinner on the floor and daily battles he faced caring for him. It became clear that Dr Fine’s perception of Ricky’s main problem was quite different from Ricky’s perception.”

This is a comprehensive review of evidence supporting the importance and benefits of patient self-management support in the care of patients with chronic illnesses. Studies in which self-management education, one type of self-management support, has been tested in clinical trials involving patients with chronic diseases are described. Data are presented which indicates that self-management education can improve clinical outcomes, improve patient self-efficacy, and reduce costs. This article is the fourth in the series “innovations in Primary Care” which describes chronic care model and the role of patient self-management in that model.
· The case study involving the brothers, Ralph and Ricky, serves as the basis of understanding of the need for physicians to engage patients with chronic illness in collaborative goal-setting and action-planning as the central feature of self-management support.
Coleman M. and Newton K. Supporting Self-management in Patients with Chronic Illness. Am Fam Physician. 2005;72;8:1503-10.
“Increasing evidence shows that self-management support reduces hospitalizations, emergency department use, and overall managed care costs.”
Patient self-management support provided by physicians in family practice for their patients with chronic illness is described and practical interventions that can be integrated into routine office practices are suggested. “Physicians who want to provide increased support of their patients’ self-management are advised to address three areas: structuring patient-physician interactions to include goal-setting and problem-solving strategies, making office system changes, and providing self-management education by linking patients to community self-management programs.”
· Practical tools such as sample provocative questions for use in planned visits, a patients personal action planning form, and steps to support self-management are provided.
Gifford A, Laurent D, Gonzales V, Chesney M, Lorig K. Pilot Randomized Trial of Education to Improve Self-Management Skills of Men with Symptomatic HIV/AIDS. JAIDSHR. 1998;18136-144.

“Health education emphasizing self-management skills for HIV/AIDS patients can be implemented and evaluated and was accepted by patients, peer leaders, and health care providers. Whether this educational program can lead to prolonged improvement in HIV symptoms and behaviors can be adequately addressed only by a larger trial of longer duration.”

This study was a pilot test of a seven-session group educational intervention for HIV/AIDS patients based upon the model chronic disease self-management curriculum developed at Stanford University. Seventy-one men with asymptomatic HIV infection were randomly assigned to either participation in the educational intervention or a usual-care control group. The results showed that symptom severity index decreased in the education session group and increased in the control group. Self-efficacy improved in the educational group and decreased in the control group. Other secondary outcome measures (pain fatigue, psychosocial symptoms, changes in stress/relaxation exercises, and HIV/AIDS knowledge were not significantly different in the two groups.
· There has been no follow-up of this pilot study with a larger long-term study reported to date. 

· A training manual to accompany the patient education sessions used in this study has been published. It is Living Well with HIV and AIDS by Gifford, Lorig, Laurent, and Gonzalez, published by Bull Publishing Company.

Guevarra J, Wolf F, Grum C, Clark N. Effects of Educational Interventions for Self-management of Asthma in Children and Adolescents: Systematic review and Meta-analysis. BMJ. 2003;326:1308-1314.

“Educational programmes for the self management of asthma in children and adolescents improve lung function and feelings of self control, reduce absenteeism from school, number of days with restricted activity, number of visits to an emergency department, and possibly number of disturbed nights. Educational programmes should be considered a part of the routine care of young people with asthma.”
Patient self-management programs for adults with asthma, including self-monitoring of symptoms and the development of an asthma action plan have been shown to be effective in reducing morbitity and the use of healthcare resources. This database meta-analysis studied the controlled clinical trials data evaluating the use of self-management programs with children and adolescents with asthma. The authors found that patient self-management education and other self-management interventions were effective in improving clinical outcome and reducing the utilization of health care resources in this patient population.
· Self-management programs in the care of patients with chronic illness such as asthma can serve as both models for the development of programs for patients with HIV/AIDS as well as in establishing the theoretical support and “proof” of efficacy that may help get buy-in for the development of new programs.

Health Resources and Services Administration. HRSA CARE ACTION: Self-management and the Chronic Care Model. January 2006.

“The incorporation of self-management education into CARE Act activities could empower patients to take a more proactive role in managing their illness and improving their quality of life. Moreover, HIV/AIDS self-management programs have the potential to serve as the foundation for a more effective and satisfying patient-provider partnership, to enhance the psychosocial and physical health of PLWHA, and reduce the resources needed for case management.”
As people with HIV/AIDS move into medical care, they are similar in many respects to patients with other chronic illnesses for whom self-management has proven to be effective in improving clinical outcomes, quality of life, self-efficacy and reducing the utilization of health care resources. Some differences, though, are unique to HIV/AIDS patients: adherence to antiretroviral medications is complex, daily self-monitoring is difficult, stigma is pervasive and strong. Despite these differences, studies among PLWHA have shown that self-management education and other interventions have the potential to improve the health and self-efficacy of patients and to improve the patient-physician relationship.
· HRSA supports the development and implementation of patient self-management initiatives for PLWHA in CARE Act funded programs.

Lorig K, Sobel D, Ritter P, Laurent D, Hobbs, M. Effect of a Self-Management Program on Patients with Chronic Disease. Eff Clin Pract. 2001;4:256-262.

“We found that patient use of CDSMP was associated with better outcomes in all study domains- small but statistically significant improvements in health status, health behavior, and self-efficacy and less use of the ED.”

In this community-based study, 489 patients with various chronic diseases who were being treated in Kaiser Permanente hospitals attended a seven-session small group, peer-led, self-management education course (Chronic Disease Self-Management Program; CDSMP). After 1-year, patients participating in the course were found to have improved health behaviors, self-efficacy, and health status, and had fewer visits to the emergency department compared with baseline data.
· The CDSMP is the model educational program for patient self-management education. It combines peer-led disease-specific education with training in communication skills, decision-making, action-planning, and health-promotion techniques.

Marelich W and Murphy D. Effects of Empowerment Among HIV-Positive Women on the Patient-Provider Relationship. AIDS Care. 2003;15(4):175-181.
“Findings from this study suggest that HIV-positive women who exhibit empowered behaviours received more information from their providers and reported better patient-provider communications. Thus, it is our recommendation that providers help cultivate such empowered behaviours in their HIV-positive female patients, and move toward developing treatment partnerships with their patients.”

Fifty women with HIV who were enrolled in a longitudinal cohort of HIV-positive adult women participated in this study of the relationship between patient-reported attitudes and behaviors related to their health care and their sense of empowerment. Those who were found to have better decision-making, communication, and self-management skills were found to have better relationships with their providers and to receive more health-related information from their providers. Providers are advised to assess their patient’s “will and skills” to take a more active role in their treatment and to assist patients in developing those skills.
· The patient-provider relationship is improved when women patients with HIV/AIDS feel empowered in the management of their health and health care. 

Rukeyser J, Steinbock C, Agins, B. Self-management in Chronic Disease. JAMA. 2003;289(12):1508-9.

“Self-management is an essential part of chronic disease care, and it includes both patient and provider responsibilities. It is important that our thinking not be limited to its structured patient-education component alone. Interventions that combine various forms of patient education with physician facilitation of collaborative goal-setting are more likely to be successful.”
In response to the article by Bodenheimer et al describing the important role of patient self-management education (Bodenheimer et al. JAMA. 2002;288(19):2469-2475), this letter to the editor calls for a broadened view of patient self-management, beyond the structured, time-limited, educational intervention, to encompass both health care system and provider-based supports for patient self-management. 

· The case study presented in Bodenheimer et al 2002 provides a basis for understanding differences among patients in their approach to managing their health and exploring the role of health care providers in supporting patients in self-management skills development.
Von Korff M, Gruman J, Schaefer J, Curry S, Wagner E. Collaborative Management of Chronic Illness. Ann Intern Med. 1997;127(12);1097-1102.

“Key principles of [social learning and self-regulation] theories include the ideas that 1) illness management skills are learned and behavior is self-directed; 2) motivation and self-confidence (or self-efficacy) in management of illness are important determinants of patients’ performance of self-care; 3) the social environment of the family, workplace, and health care system can support or impede self-care; and 4) monitoring and responding to changes in disease state, symptoms, emotions, and functioning improves adaptation to illness.”
In the collaborative model, health care providers can use behavioral techniques to improve patient self-management. These techniques include: goal-setting, assessing a patient’s readiness for self-management; using action-planning to break complex or difficult tasks into small manageable steps; giving personalized feedback; and enlisting social support, among others. According to the authors, even low-intensity behavioral interventions can be effective in learning or changing patient health behaviors. Collaborative management begins when patients and care providers define problems clearly, using terms that they both understand and agree upon. Even the smallest of steps, such as asking a patient to identify the biggest problems faced in managing illness, may provide the basis for improved collaboration. Patients’ self-management abilities can be enhanced by services that teach skills needed to carry out medical regimens, change health behaviors, and provide emotional support. 
The key elements of collaborative care include: 1) collaborative definition of problems from the perspective of both the clinician and the patient; 2) goal-setting and action planning in the context of the patient’s readiness and skills; 3) a continuum of self-management training and support services; and 4) active, continued follow-up, reinforcement, and re-assessment.
· Training for health care providers in patient self-management support should include practice in each of the key elements of collaborative care.

Warsi A, Wang P, LaValley M, Avorn J, Solomon D. Self-management Education Programs in Chronic Disease. Arch Inter Med. 2004;164:1641-1649.

“While self-management education programs are conceptually appealing, and while there has been growing interest in them as a means of empowering patients, improving outcomes, and reducing health care costs, the findings of this review suggest that not all self-management education programs for all diseases are effective.”
Seventy-one (71) trials of self-management education across several chronic disease states were analyzed for consistency of methodology and data on clinical outcomes. Self-management education programs resulted in small to moderate effects for selected chronic diseases. The findings demonstrated  a lack of consistency in study methodology as well as variability in achieving stated clinical outcomes. Those interventions which included a face-to-face educational component were found to more effective across disease states. In addition, the authors concluded that self-management education programs might be more effective in specific patient subgroups.
· Patient self-management programs which tailor educational content and methodology to individual patients and which are integrated into medical care may prove to me more effective than structured self-management education courses, for which only specific patient subgroups may be ready.
