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2.
Introduction 

2.1
Background/Purpose 

Policy makers and health care experts, including the World Health Organization, Western Health Information Collaborative, Alberta Health and Wellness, Primary Care Networks and Regional Health Authorities have recognized the importance of self-management in chronic illness care. 

In health care, recognition of the challenges of chronic disease management has led to a paradigm shift from the traditional practice of providing disease information and prescriptive therapy to a focus on patient self-management of chronic disease (Bodenheimer et al., 2002; Coleman & Newton, 2005; Wright et al., 2003).  Developed utilizing the theories of self-care, social cognition, self-efficacy, and the stages of change and health belief models, the self-management model recognizes the complexity of behaviour changes and the skill set development required to live with chronic disease (Day, Coles & Walford, 2003; Lorig & Holman, 2003; Flinders, 2003; McGowan, 2005; Paone, 1999; Von Korff et al. 1997).  The self-management model involves two domains, the health care system and everyday life (Curtin, 2005; Coleman & Newton, 2005).  From a patient perspective, self-management involves daily monitoring of symptoms and management of their disease; maintaining, adjusting and developing behaviours to meet life roles; developing ways to cope with the emotional effects of their condition(s) and adopting a lifestyle that promotes health and minimizes symptoms.  In the health care domain, patients work in partnership with health care providers to become knowledgeable about the condition(s) and various treatment options; actively participate in decision making related to disease treatment and management and follow a mutually developed care-plan (Bodenheimer et al., 2002; Coleman & Newton, 2005; Lorig & Holman, 2003, Flinders, 2003). 

Within health care, effective provider support of self-management requires ongoing patient education, collaborative problem definition, careful planning with goal setting, active, sustained follow-up and effective support services (Bodenheimer et al., 2002; Coleman & Newton, 2005; Lorig & Holman, 2003, Flinders, 2003).  Provision of self-care support requires a paradigm shift from the health care provider as expert advisor to an equal partner who recognizes, respects and values the patient perspective and utilizes empowering practices to support the patient decision-making process (Coleman & Newton, 2005; Heisler et al., 2002, Paterson, 2001).  Studies of health care provider self-management support reveal that providers have significant impact on patients’ participation in decision-making, understanding of disease and treatment, self-management confidence and satisfaction (Greene and Yedidia, 2002; Heisler et al., 2002; Glasgow et al., 2003; Ludman et al. 2002; Williams, Freedman & Deci, 1998). 

Studies have demonstrated that implementation of self-management support is challenged by several variables.  Traditional training, difficulty in relinquishing control for decision-making, the power gradient created where practitioners are the holders of expert disease knowledge and provider assumptions that patients share the same goals create barriers for the patient (Day, Coles & Walford, 2003; Eldh, Ehnfors and Ekman, 2005; Paterson, 2001).  The perspectives of patients and health care providers are largely incongruent.  Patients’ perspectives of the key elements for self-management include having confidence in oneself, understanding one’s disease, treatment and body responses, having responsibility for oneself and one’s situation and having the ability to navigate and exercise some control within the health system (Eldh, Ehnfors & Ekman, 2005).  Providers’ perspectives of the important aspects of self-management support include promoting partnership by ensuring the patient has an opportunity to express themselves and participate in decision-making, identifying personal barriers to self-management, goal setting and developing a treatment plan, assisting patients in addressing the challenges of chronic disease and regularly assessing clinical outcomes and psychological status (Day, Coles & Walford, 2003).  Patient expectations of provider support include respect, allotting sufficient time to address concerns, adequate provider availability for appointments and consultation, receiving appropriate and complete information to make decisions, having confidence in the caregiver and recognition of personal context are often not met due to provider behaviours and system issues (Eldh, Ehnfors & Ekman, 2005; Paterson 2001).  In a grounded theory study of nurses' responses to expert patients, Wilson (in press) found there was limited facilitation of self-management and that this may be due to the view of the patient as passive, an over-emphasis on empirical knowledge and a feeling of vulnerability on the nurses’ part towards expert patients.  Paterson (2001) undertook a study to assess provider behaviours in support of empowerment and identified two main themes that created barriers; discounting patient knowledge and experience, and failing to provide the information necessary to make informed decisions. 

The importance of educating health care providers has also been recognized.  A workshop of experts on diabetes self-management concluded that training in educational and psychological aspects of care be embedded in health care provider education programs, that there be locally available programs and that the expertise for training is confined to too few providers thereby impeding delivery of education (Day, Coles & Walford, 2003).  Glasgow et al, (2002) used a five-component heuristic model to teach health care providers the steps for successful patient-centered self-management support and demonstrated improvement in all aspects of self-management care.  The authors concluded that self-management support is essential to successful health care system change. 

The implementation of self-management support is critical for clients in attaining optimal self-management; however there are significant challenges for health care providers in achieving the required practice and system changes.  Although studies reported experiences of trained and non-trained providers in providing self-management support, no studies were found that assessed the baseline chronic disease self-management understanding, beliefs, and practices of providers prior to implementation of self-management interventions.  Nor were there any studies documenting the experiences or practices of nurses providing self-management support in Canada.  As the movement toward self-management continues within the health care system, further research regarding the understanding, beliefs, roles, barriers and facilitators for health care providers in providing support has been undertaken and should assist in filling the research gap. 

2.2
Objectives 

The objective of this study was to provide Alberta RHAs and related healthcare organizations with information to assist the current implementation and evaluation of chronic disease self-management strategies specifically related to home care registered nurses.  As registered nurses working in home care may have significant influence on successful client self-management strategy; this study: 

· Informs Alberta RHAs and associated healthcare organizations regarding the current state of home care registered nurses’ understanding, beliefs, and practices regarding client chronic disease self-management. 

· Identifies facilitators and barriers related to home care registered nurses support of client chronic disease self-management. 

· Identifies gaps in understanding and current practice related to chronic disease self management support. 

· Informs development of education opportunities regarding chronic disease self-management support targeted toward registered nurses. 

2.3
Relevance to Organizations 

Chronic disease self-management has been intensively studied from a client and system perspective; however, there has been little research into health care provider understanding, beliefs and practices.  Communication with managers and health care practitioners from 8 of the 9 Alberta Regional Health Authorities (RHAs) demonstrated that the RHAs are in the early stages of developing a chronic disease self-management foundation through client training initiatives.  An essential component to self-management is health care provider support; however there is no available information regarding current health care provider understanding and practices within Alberta.  For the purposes of developing comprehensive self-management initiatives within the province, an improved understanding of the current perspectives of health care providers would be beneficial. 

3.
Methods 

3.1
Research Methodology 

An exploratory, descriptive research design was used to explore the understanding, beliefs and practices for support of chronic disease self-management among nurses providing front-line home care services in Alberta.  The purposive sampling method drew from a group of nurses working with a clientele that requires chronic disease care.  Three focus groups of 4-8 participants were conducted with rural, urban and First Nations registered nurses to capture their broad work experiences.  Once the focus groups were completed and the field notes reviewed, interview candidates were selected from the focus group participants.  Based on the focus group data analysis, researchers developed additional interview questions and prompts to explore the deeper context of nursing experience related to chronic disease self-management client support.  Three interviews were undertaken with focus group participants who provided a range of perspectives. 

3.2
Data Analysis 

The researchers independently reviewed the focus group transcripts and then met to code individual responses.  Themes were identified through consensus and the information sent to the focus group participants for review and response.  Preliminary data analysis raised questions that were further explored in interviews.  Analysis of the data was undertaken incorporating the information provided in the interviews.  Final analysis and conclusions were developed through a consensus approach.
4.
Results 

4.1
Key Findings and Implications  

Nurses were able to identify some of the key elements of CDSM support, but were unable to articulate CDSM as a framework of practice.  They recognized the shift to education and coaching roles.  They spoke about client independence, respecting client choice and CDSM being a client driven process.  Many felt it reflected the philosophy of home care.  However, when discussion turned to practice examples, there was some disconnect.  Nurses did not articulate the client management perspective whereby clients make decisions on the best route for their care.  Primarily, nurses described client independence as it related to tasks clients engaged in when caring for themselves.  Tasks were always identified with care elements that would otherwise be provided by home care.  There was little discussion about the concept of total self care management, client responsibility, health promotion and changing lifestyles.  

  

Some nurses confused CDSM with the Home Care "Self-Managed Care" service delivery option.  Self-managed care is an alternate method of providing home support services to eligible clients.  Clients or their legal representatives enter into a contractual agreement with Home Care to receive funding to manage their own personal care and support.  Within the parameters of the agreement, and Home Care policies and guidelines, agreement holders are able to decide how, when and by whom their care will be provided. 

  

Nurses recognized that CDSM support requires a shift in their practice and represents a significant change for clients.  They are aware that clients, and especially (but not exclusively) older clients, do have an expectation that the system will take care of them.  Nurses imply the health system has abrogated its responsibility to its clients.  Where clients have historically experienced a health care system that provides for them they are now experiencing a shift to receiving less support with CDSM.  

  

Current system structures such as limited information access, lack of continuity of care, the team practice environment, inadequate support services, and transportation were identified as barriers to implementation of CDSM.  Nurses cited multiple information system issues, ranging from insufficient discharge information to difficulty accessing health care providers and client difficulties when attempting to access their own medical information.  Human resource issues, especially changes in personnel, were identified as a challenge related to continuity of care and team practice.  When speaking of the care team, nurses did not include clients as part of the care team; rather, they emphasized the importance of developing personal relationships with clients based on trust.  In this care relationship, nurses spoke about encouraging clients to attain a maximal level of independence.  Nurses noted it was very difficult to establish and maintain a team practice environment with diverse professionals across settings.  Physician colleagues were seen as having had little exposure to CDSM and, therefore, not understanding of the practice changes required to support CDSM in a team environment.  The nurses in rural areas intimated CDSM support services were not adequate; specific mentions include insufficient diabetic foot care and wound care, challenges in accessing therapy services (OT and PT) and particular difficulty in accessing specialist 
care.  Transportation in rural areas was seen as a barrier to CDSM as many clients had to travel for most services.  Transportation was also noted as a challenge in urban areas, especially among lower income populations. 
Nurses have adopted the language of CDSM but have not yet incorporated all the key elements in their practice.  Home care nurses noted there has been a practice shift whereby clients have assumed greater responsibility for their care.  Research seems to indicate that the CDSM terminology started to be used regularly in home care 18-24 months ago, but mainly to describe traditional practice elements and roles.  None of the nurses in the study stated that they had received formal training in CDSM, with one exception.  One participant had taken the Stanford training program.  In addition, nurses note the shift in their practice was in response to resource challenges, not the introduction of CDSM.  There were resource allocation issues around a growing client list, and in population terms, a growing number of people with chronic diseases.  Increased client independence appears to be - at least in part - an effort to maintain manageable client lists and to move individuals off the home care client list as quickly as is possible. 

4.2 Discussion of Research Findings Related to Literature

Home Care nurses work in a setting that promotes self-care within a philosophy that embraces client independence and respect for client choice. The nurses demonstrated their understanding of the impact on multiple aspect of daily life that chronic disease has on their clients. They identified the need to move beyond the treatment focus and incorporate health promotion and prevention and long term management of disease within the context of the client’s personal lifestyle. These elements are key tenets of CDSM and essential to provider support (McGowan, 2005).

Nurses’ description of their CDSM support practices reflect the challenges for providers described in the literature. Nurses remain the experts, teaching clients the knowledge required to assume tasks for self care. (Day, Coles & Walford, 2003; Eldh, Ehnfors and Ekman, 2005; Paterson, 2001). Decision-making is determined within an established nursing care plan with goals of independence related to tasks as opposed to supporting client’s in developing the capacity to fully manage their disease through learning new skills and incorporating health promotion and maintenance routines in their lifestyle. Some of the challenges nurses face in providing CDSM support are related to lack of system support whereby nurses have high caseloads and limited time to dedicate to the process of CDSM. Inadequate appointment time for full consultation, provider availability and a system geared to providers needs were key barriers to CDSM identified by Day, Coles and Walford (2003).

Nurses recognize and articulate the importance of shifting their practice to a coaching and support role, facilitating client independence through partnership and incorporating health promotion and prevention in their care. They are challenged in shifting their practice by lack of understanding of the concepts of CDSM. Glasgow et al (2002) undertook a program to teach health care providers to engage in effective CDSM support. The program had five components, requiring practice in the clinical setting and report back of progress to colleagues. Feedback from participants after initial completion noted that shifting practice required deliberate effort, experience and time to shift from their traditional practice approach.

5.
Conclusions
Nurses’ current nursing knowledge base and understanding of the need to change practice are potential facilitators to implementation of CDSM. 

Providing formal CDSM education for nurses will promote incorporation of CDSM support in day to day practice, facilitating implementation of the overall strategy. 

Home care nurses may serve as key informants in identifying and addressing the barriers to effective implementation of CDSM at the practice and client level. 

Consistent use of terminology will limit confusion with the "Self-Managed Care" service delivery option in Home Care. 

5.1
Strengths and Limitations of Study 

5.1.1
Strengths
The study was developed and guided by the experience of the research team, an extensive literature review, and SEARCH Canada faculty advisors.  Chronic disease self-management support is pertinent to Alberta health regions at this time as programs and training are expanding.  Home care nurses are the key delivery agents in Alberta and have not been subjects of research; little research with nurses as subjects appears in the literature at all.  This group provided a depth of experience to draw from in exploring the support of self-management in chronic disease.  Limiting the sample to registered nurses limits educational and training variations.  Focus groups allowed a broad exploration of the topic.  Focus group results provided the researchers a guide for interview questions.  Interviews were used to delve into the identified themes and provide richer data for analysis.  Research team members independently reviewed transcripts to identify commonalities and potential themes.  Variations in interpretation were resolved by consensus. 

5.1.2
Limitations
Some limitations exist within this study.  Firstly, the study draws on a very small sample group and the results may not be generalizable.  There is also a possibility that the research elicited socially desirable answers that participants may believe researchers want.  Individuals may say – and believe – they practice a certain way, but their actions may not reflect this accurately.  The researchers acknowledge that what people say about themselves and what they do may not always be congruent. 

5.2
Dissemination 

All participants will receive the complete report of the research study findings.  The study findings will be provided to management and stakeholders within the participating organizations.  Study findings may also be published through conference oral/poster presentations, abstract and/or peer reviewed journal. 

6.
Budget 

Attached is the budget to date.  The research team will review for final payments; outside of the poster print expenditure, it is not anticipated there will be any further major expenditures.  The research team should be able to finalize the budget at the SEARCH conference.
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	Transcription (FG) 
	$200.00 
	4
	$800.00
	$400.00

	Transcription (INT)
	$150.00 
	6
	$900.00
	$0.00

	Facilitator
	$150.00 
	4
	$600.00
	$300.00

	Facilitator travel ($.40 @ 400km)
	$160.00 
	2
	$320.00
	$104.00

	Facilitator meal
	$30.00 
	0
	$0.00
	$0.00

	Facility cost
	$50.00 
	0
	$0.00
	$0.00

	Refreshments 
	$40.00 
	6
	$240.00
	$139.72

	Dissemination (poster)
	 
	 
	$300.00
	 

	Travel Research Analysis
	$1,000.00 
	2
	$2,000.00
	$1,323.01

	 
	 
	 
	 
	 

	 
	 
	 
	 
	 

	 
	 
	 
	 
	 

	 
	 
	 
	 
	 

	 
	 
	 
	 
	 

	 
	 
	 
	 
	 

	 
	 
	 
	 
	 

	 
	 
	 
	 
	 

	 
	 
	 
	 
	 

	 
	 
	 
	 
	 

	 
	 
	 
	 
	 

	TOTALS
	 
	 
	$5,160.00
	$2,266.73

	
	
	
	
	


