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Background and Rationale

Concerns for a comprehensive, patient-responsive system acknowledging patient end of life care preferences were the leitmotiv for four provincial health care SEARCHers to choose to work together on a 2-year collaborative venture. The key imperatives related to this topic are as follows:

· Respecting patients’ end of life care preferences.

· Improving the communication between health care professionals.

· Focus on the transfer of information between care centres
, designated assisted living
, Emergency Medical Services (EMS) and the Emergency Department (ED).

· Identify a system process that supports the provisions of end of life care.

The lack of consistent communication and processes for the transfer of information related to end of life care has in some instances resulted in painful experiences for patients and their loved ones. Currently, in Alberta, this situation has been uncovered at the regional hospice palliative program level through accreditation or other audit-type processes.

While different opportunities were available for collaborative works between the four SEARCHers and regional hospice palliative programs, partnering with the newly established Calgary Health Region (CHR) Care at the End of Life Initiative (CEOL) appeared appropriate because of its core focus to pursue opportunities to enhance the quality of care for all individuals facing the end of life and their families.

The CHR is currently developing a regional code level policy that is consistent across care settings. The LOCATE project intends to inform this work through identifying critical points of transfer, factors, and processes to ensuring that patients’ end of life care choices are communicated in the transfer of information between care centres or designated assisted living facilities, EMS and ED. This will result in comprehensive process maps potentially transferable across the continuum of care and provincially. It will also help documenting outcomes of the process under the dimension “end of life” of the Alberta Quality Matrix for Health developed by the Health Quality Council of Alberta. 1
Finally, this project represents an initial important step in following the provincial recommendations from the Task Force on Continuing Care Health Service and Accommodation Standards 2 for improving continuing care health service.

Literature Review

Introduction

End of life care is interconnected and relevant to any age group, diagnosis and health care setting. It is a time when patients and their families can be at their most vulnerable, and a time when health care providers and clinicians must ensure that patients/families informed decisions surrounding care are respected and well aligned with the medical situation and other relevant circumstances.

End of life care is defined by the Health Quality Council of Alberta 1 as follows:

“Care and support that aims to relieve suffering and improve quality of living with or dying from advanced illness or bereavement”

To date much research surrounding end of life care has investigated facilitating patient decision making, improving communication between patients and clinicians, and the development of advanced directives to guide care. However, no published data could be identified regarding the transfer of information from care centres or designated assisted living facilities to the Emergency Department and how a patient’s end of life care choices are communicated and respected in the process.

Decision Making Process

End of life care decisions have become increasingly important because of an aging population, increasing patient awareness and demands for autonomy, escalating health care costs, new life sustaining technology, and increasing litigation associated with health care. 3, 4
As stated earlier, a large body of research surrounding end of life care has focused on the decision making process between patients, families and clinicians. This research has recognized the importance of improved communication between clinicians with patients and families to facilitate informed decision making and autonomy surrounding end of life care choices. 5-9. This need for increased communication was echoed in a recent study that found less than 23% of seriously injured patients in a total of 5 tertiary care hospitals had discussed end of life care choices and plans with their physician. 9 Other supportive literature indicates that even though many patients want to discuss end of life issues or concerns with their physicians early on in their disease trajectory 10 in actuality they fail to do so even when decisions may be required in the near future. 9
One factor that has recently been recognized to influence end of life care choices for patients centers on the fact that a patient’s choices may change over time in severely ill patients. 11-14 McParland found that nursing home patients’ decisions regarding the desire for cardiopulmonary resuscitation (CPR) as an intervention for end of life care were unstable over a two year period. 11 The authors attribute this finding to the possibility of declining functional and cognitive abilities in patients over time. 11 As well, another study showed that in seriously ill patients the burden of treatment, possible clinical outcomes, and likelihood of outcomes can influence end of life care treatment preferences. 15 

Strategies for Respecting End of Life Care Choices

Inadequate communication between health care providers, patients and families has been identified as a potential barrier in providing quality end of life care for patients. To date much emphasis on supporting and respecting patient’s end of life care choices has centered on the development of treatment plans and directives that clearly identify these care choices.

Advanced directives are defined by Hickman et al. as a “document that details individual treatment preferences about life-sustaining interventions, thus permitting individuals to preserve their autonomy in the face of incapacity”. 16 The majority of advanced directives have been used to instruct health care professionals to initiate, continue, withhold, or withdraw medical treatments such as mechanical ventilation, CPR, dialysis, antibiotics, surgery, invasive diagnostic procedures, or artificial nutrition and hydration. 4, 17 

In provincial health care facilities, the communication of advanced directives or patients’ preferences can take many forms, from simplified Do-not-resuscitate (DNR) orders to code levels. All forms were designed to communicate a patient’s choices concerning end of life care and have their own strengths and weaknesses. Wilson found that although DNR policies are not mandatory in Canadian health care facilities, they have been jointly endorsed by Canada’s national medical, nursing and legal associations. 18 Wilson also found that in Alberta 92% of large health care facilities versus roughly 68% of medium and small health care facilities had a DNR policy. 18
DNR orders were the first prototype of advanced directive policies communicating patients’ end of life care choices since its first inception in 1976. 19 Recent literature has focused on the challenges surrounding DNR and their effectiveness. Hickman et al. state that the focus on cardiopulmonary resuscitation and over simplification of choices within a typical DNR order may incorrectly be interpreted as a broader preference for less aggressive treatment. Wilson goes further by stating that this interpretation may not necessarily reflect a patient’s true wishes. 16 In support of this point of view, Beach found that the presence of a DNR order may affect a physician’s willingness to order a variety of treatments not related to CPR. 20
In comparison, the development of a new generation of advanced care directives may provide increased assistance in ensuring a patient’s end of life care choices are respected. One study found that when comparing patients choices in DNR orders to that of a detailed advanced directive, 77% of patients using the advanced directive selected additional treatment options not available within a standard DNR order. 16 They also found that DNR status alone did not predict level of desired aggressiveness in other categories of treatment, but when combined with additional advanced directive selections provided a much more accurate representation of the patients wishes. 16
Information Transfer

 Even though there has been an enormous body of literature surrounding end of life care choices, very little has explored the processes to ensure patient choices are effectively communicated when patients travel from one care setting to another. More specifically there is sparse information on how a patient’s end of life care choices are communicated and respected when transported between care settings such as care centres or designated assisted living facilities to the Emergency Department. In these critical transfers, how a patient’s end of life care choices are communicated to clinicians, and the effectiveness of this communication has not been explored.

It has been shown that even with assertive end of life planning initiatives and detailed advanced directives a number of unique challenges still exist in this transfer scenario. 21-23 Most importantly, Guru et al (1999) found that the accessibility and transfer of advanced directives in this situation was an ongoing problem. 22 There is also acknowledgement that the development of an out-of- hospital protocol to address the transfer of patients from a care centre to the acute care setting would benefit both the patient and care providers involved. 23
This project wished to further investigate the identified gap in the existing end of life care literature, by partnering with the Calgary Health Region CEOL Initiative to identifying critical points of transfer, factors, and processes involved in the communication of a patients’ end of life care choices when being transferred between CHR care centers or assisted living facilities to the Emergency Department.
.

The Proposed Study

This study is designed to gain an increased understanding of the critical communication points surrounding the transfer of end of life care choices that occurs when transporting patients between care centres/designated assisted living facilities to the Emergency Department. Key findings and outcomes will include:

· Factors and processes that positively and negatively influence the efficient and accurate transfer of this information during the movement of the patient between clinical settings.

· The development of a process map to assist stakeholders and organizations in identifying key factors contributing to enhanced communication of patient’s end of life care choices during transport.

Research Questions

1. In the Calgary Health Region, what are the identified critical points of transfer for a patient’s end of life care choices when being transferred between care centers or assisted living facilities to the Emergency Department  within the City of Calgary? 

2. In the Calgary Health Region what are the identified factors and processes that contribute to timely and appropriate transfer of level of care information for patients transported between care centers  or assisted living  facilities to the Emergency Department with the City of Calgary?

Study Design

The study is an exploratory descriptive study utilizing an environmental scan, focus group sessions and individual interviews.
ENVIRONMENTAL SCAN

Data collection

Environmental scanning is the acquisition and use of information about events, trends, and relationships in an organization's external environment, the knowledge of which would assist management in planning the organization's future course of action. 24
Environmental scanning is an important part of any organization’s effort to formulate plans, policies, and strategies – in short, to plan its future course of action. An understanding of the environment is gained from a scan of internal and external factors and trends that have the potential to influence the organization. A typical scan is a report capturing a view of the environment around the organization. The purpose is to detect new, relevant events and facts.

An environmental scan (See Appendix A) will be conducted to collect valuable information concerning end of life care choice intitiatives and practices within the Calgary Health Region (care centres, designated assisted living facilities and the ED), the Calgary Emergency Medical Services and other organizations with respect to the following key areas:

· Clinical practice standards

· Policies and procedures

· Documentation standards

· Communication tools

· Staff training

· Relevant legislation

During the environmental scan the snowball method will be employed. If key stakeholders are identified that can provide a more comprehensive understanding of policies and procedures surrounding end of life care within their organization, an interview will be sought. The interview will be conducted over the phone or face-to-face. Interviews will be based on an unstructured format surrounding their knowledge and expertise for relevant end of life care policies and procedures within the organization.

Data Analysis

An end of life care planning analysis for strengths, weaknesses, opportunities and threats (SWOT) will be performed in care centres, designated assisted living facilities, EMS and the ED. To match patient preferences to health service activity, the content of SWOT analysis will allow decision-makers within an organization to plan for change by knowing internal strengths, understanding internal weakness, preparing for external opportunities, and minimizing external threats.

FOCUS GROUP SESSIONS

Data Collection

Six focus group sessions will be conducted with clinical staff directly involved in the transfer of patients within the Calgary Health Region from 3 distinct clinical settings:

· Care centres (2 focus group sessions)

· Designated assisted living facilities (2 focus group sessions)
· Emergency Department (2 focus group sessions)

Two other focus group sessions will be conducted with staff from the Calgary Emergency Medical Services.

All focus group sessions will be conducted to explore the experiences of the clinicians in communicating end of life care choices during transportation of a patient from their facility or organization to the Emergency Department. We will ask participants about the strengths and weaknesses of the current transfer of information procedures concerning end of life care choices. (See Focus Group Facilitator Guide in Appendix B)  A pilot focus group session will be conducted by the researchers prior to the scheduled focus group sessions for the 4 distinct clinical areas to validate this facilitation guide for the sessions. 

The groups will be conducted with both a facilitator and a recorder. The facilitator will stimulate discussions. The recorder will monitor and document group processes and produce systematic field notes immediately after the conclusion of each group.

Focus groups will be digitally recorded and transcripted. Focus groups will be isolated to health care professionals directly involved in the transfer of patient end of life care information and only involve participants that volunteer to participate in the study.

Recruitment Strategies

With the assistance of the CHR CEOL team and partners, we will identify potential participants from the four distinct clinical areas (care centres, designated assisted living facilities, Emergency Medical Services and the Emergency Department) who are involved in the clinical processes of transfer of patient information for end of life care choices. Study Information sessions and recruitment posters will be utilized by the researchers in these areas to increase awareness of the study and provide contact information for potential volunteers to facilitate recruitmnent.  Those potential participants that wish to volunteer for the study or require more information about the study to determine their involvement will be required to contact the researchers. No other strategies will be employed to recruit volunteers for this study.  To respect volunteer anonymity and privacy only the researchers directly involved in the study will be privy to the participants that have agreed to volunteer for the study. Volunteers choosing to participate in the study will be followed up by the researchers two weeks and one day prior to the focus group to confirm continued interest and attendance.  

Semi-structured interviews will be conducted for those participants that were unable to attend the Focus group sessions and wish to still participate in the project. Open ended questions will be presented to guide the discussion and collection of data. (See Appendix C)
Inclusion/Exclusion Criteria 
Focus groups will be isolated to health care professionals directly involved in the transfer of patient end of life care information from the 4 identified clinical areas  within the City of Calgary. Only participants that volunteer to participate in the study  and will be included.

Data Analysis

The focus group sessions will provide digitally recorded and transcribed text of the session, facilitators’ observations of group processes and the post session field notes. All text will be transcribed into a word document for data management and subsequently partitioned by clinical settings. Data will be aggregated to collect themes. Inductive content analysis will be used to identify both common themes and variations in perceptions between sessions and clinical settings. Data analysis will also include process mapping of actual practices involved in the critical points of transfer for a patient’s end of life care choices when being transferred between care centers or assisted living facilities to the Emergency Department  within the City of Calgary.  An end of life care planning analysis for strengths, weaknesses, opportunities and threats (SWOT) will be performed in care centres, designated assisted living facilities, EMS and the ED.

Consent

Only those who are willing to volunteer and sign a consent form (See Appendix D) will participate in the project. If a participant chooses to withdraw, materials collected during focus group sessions will be kept until the withdrawal of the participant.

INDIVIDUAL INTERVIEWS

Clinical Staff
Semi-structured interviews will be conducted for those participants that were unable to attend the Focus group sessions and wish to still participate in the project. Open ended questions will be presented to guide the discussion and collection of data. (See Appendix C)

Key Stakeholders

During the environmental scan the snowball method will be employed. If key stakeholders are identified that can provide a more comprehensive understanding of policies and procedures surrounding end of life care within their organization, an interview will be sought. The interview will be conducted over the phone or face-to-face. Interviews will be based on an unstructured format surrounding their knowledge and expertise for relevant end of life care policies and procedures within the organization.

Individual interviews with both clinical staff and key stakeholders will be digitally recorded and transcribed.

Data Analysis

For the individual interviews, data from the recordings will be transcribed into a Word document for data management. Subsequent analysis will be conducted using inductive thematic coding. Data analysis will also include process mapping of actual practices involved in the critical points of transfer for a patient’s end of life care choices when being transferred between care centers or assisted living facilities to the Emergency Department  within the City of Calgary.   

Consent

Clinical Staff

Consent will be sought for all clinical staff asking to participate in a

semi-structured interview. ( Appendix E)

Key Stakeholders

Consent will be sought for all identified key stakeholders volunteering to participate in an unstructured interview. ( Appendix F)

Strengths and Weaknesses of Data 

There is minimal data on effective transfer of information of end of life care choices between different health care professionals. This study will add to the general body of knowledge on this topic. Triangulating the data can assist in validation of qualitative data. Qualitative data is extremely useful when used in the context of the environment. The researchers recognize this  data may not be generalizable to systems of process in other populations.

.

Report

New knowledge obtained from the environmental scan, focus groups and  individual interviews will be integrated into the SWOT analysis to generate lists of strengths, weaknesses, opportunities and threats. The data will be clarified and internally validated, categorized into themes and prioritized. Findings will be translated into a process map and key outcomes will be documented under the dimension “end of life” of the Alberta Quality Matrix for Health.1   The 

identified critical points of transfer  for a patient’s end of life care choices when being transferred between care centers or assisted living facilities to the Emergency Department  within the City of Calgary will be summarized. In addition the identified factors and processes that contribute to timely and appropriate transfer of level of care information for patients transported between care centers or assisted living facilities to the Emergency Department with the City of Calgary will be identified.

Health Information Act and the Protection of Privacy
All data collected for the purposes of this study will comply with Health Information and Privacy protection Acts in enforcement.  Participant data will be recorded with individual identifier numbers unique to the study to protect anonymity.  Paper data will be kept in locked filing cabinets in a secure office with limited access. Computer data will be password protected and will have standard firewall security.

No email transmission of individual data will be carried out.  Access to these data will be restricted to study personnel only.  All data collection, collation, analysis or manuscript preparation will be governed by the principles of the Health Information Act and FOIPP.  All records will be stored, maintained and subsequently disposed of under the regulations set forth by the University of Calgary.

For the purposes of publication of the study results, data will be reported in aggregate manner ensuring the personal privacy of the participants’ involved.
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Appendix A

LOCATE PROJECT ENVIRONMENTAL SCAN

Purpose: To identify current processes and gaps in the transfer of level of care information between care centres or designated assisted living facilities, Emergency Medical Services (EMS), and the Emergency Department (ED) through existing documentation and key informant interviews.

Table 1: Components and Scope of the Environmental Scan

	Components/Scope
	Calgary Health Region
	Calgary EMS
	Others


	Clinical Practice
	· Process for determining resuscitation/level of care preferences of patients in  care centres and designated assisted living facilities

· Process for transfer of information from care centres and assisted living facilities to EMS to ED (including communication and documentation) 

· Process for updates of patient’s choice (frequency, by whom, content, etc.)
	· Process for transfer of information to EMS (including communication and documentation) 


	· Alberta College of Paramedics (scope of practice: e.g. cannot make decision about DNR unless order) 2
· College  and Association of Registered Nurses of Alberta 1
· On-line libraries and publication search engines

	Administration
	· Accreditation (self-assessment survey)

· Policy & resources involved in implementation and sustainability

· Documentation tools (paper or electronic)

· Communication tools

· Indicators (e.g., frequency of DNR)

· QIHI (e.g., data, incident report/adverse events, chart audit to identify performance or best practices)

· Direct cost of CPR in nursing homes and ED (including time and pt/provider ratio)
	· Policy & resources involved in implementation and sustainability

· Documentation tools (paper or electronic)

· Communication tools

· Indicators (e.g., frequency of DNR)

· QIHI (data, incident report/adverse events)

· Direct cost of CPR (including time and pt/provider ratio)
	· Provincial legislation (e.g., Personal Directives Act- status of consultation report) 1
· Provincial government reports (e.g., Continuing Care MLA Report) 1
· Alberta Hospice Palliative Care Association/Canadian Hospice Palliative Care Association 1 

· Canadian Strategy on Palliative and End-of-Life Care 1


	Education
	· Provision of information and training for patients/families (nursing homes) and care providers


	· Training for Paramedics


	· Alberta Health & Wellness (e.g. brochure Saying Farewell) 1
· Caregiver’s Guide distributed to provinces by the Canadian Hospice Palliative Care Association 1 
· Colleges & Universities (e.g., curriculum) 2
· Provincial Health Ethics Network 1


	Research
	· Needs assessment

· Evaluation (e.g., patient, provider, and organization satisfaction; survey to measure quality of care at end of life)
	· Needs assessment

· Evaluation (e.g., patient, provider and organization satisfaction)
	· Alberta Cancer Board Hospice Palliative Care Network 1
· Alberta Cancer Board Palliative Care Research Initiative 1
· Alberta Heritage Foundation for Medical Research 1


Appendix B
Focus Group Facilitator Guide

Introduce facilitator and recorder

Review purpose of session

Thank you for participating in this focus group session. The Calgary Health Region Care at the End of Life Initiative and SEARCH Canada are collaborating on a research project on the transfer of information of patient’s end of life choices between care centres or designated assisted living facilities, Emergency Medical Services and the Emergency Department. We are going to ask you questions about your experiences with transferring patients to the Emergency Department. In particular, we are interested in how a patient’s end of life care choices are communicated during the process. We are looking at identifying critical points during the transfer of this information as well as what strengths and weaknesses exist in the current process. Please ask questions if you need any clarification.

Intended use of information and confidentiality

Review the consent and information letter. e.g., be aware that your comments will be recorded. These will be used to help us identify key themes or issues. We will be holding 8 focus groups. The report will include selected quotations of participants as a way to convey the points arisen. No names will be used in the report so your comments will remain anonymous.

Invitation to refreshments, directions to fire escapes, washrooms

Review of process during the session

Open discussion – My role is to ensure everyone has an opportunity to speak. I’m not looking for consensus or agreement. If you find yourself having a totally different set of experiences, or a different opinion from the rest of the group, I need to hear it; since I’m confident you are not alone. I expect your different experiences in transferring and receiving patients will represent the views and experiences of people who are not participating in the focus groups. I hope you will feel comfortable in speaking up about your experiences. If you choose not to, then the evaluators will miss important behaviors that are not represented. I will start and end the session with general questions about your clinical program. Then I will ask you to think back to specific patient transfers, describe the transfer and describe events, behaviors or actions of those events that made a difference in the transfer of information of the end of life care choices of patients. We want to hear about actions, behaviors or events that contributed to an effective or ineffective outcome. These ‘critical incidents’ are events that happen in your clinical practice every day.

Time available (1.5 hours)

Begin session

1. a) What are your services main responsibilities when arranging a patient transfer to the Emergency Department?

b) What are your services main responsibilities when receiving a patient transfer from EMS?

c) What are your services main responsibilities when receiving a transfer from a facility?

2. Can you walk me through the process of arranging a transfer or receiving a transfer? Can you describe the general process? Who, what, when, why, where, timelines, paperwork
3. How are end of life care choices of patients communicated during these transfers? Who, what, when, why,where, timelines, paperwork
4. Describe a time when a patient’s end of life care choices were communicated well? Interested in a specific event, the specific behaviors and actions of patient, clinicians, and family involved.

5. Describe a time when a patient’s end of life care choices were communicated poorly? Interested in a specific event, the specific behaviors and actions of patient
6. What are some of the strengths in the current process of communicating patient information at transfer points? Who, what, when, why, where, timelines, paperwork
7. What are some of the weaknesses in the current process of communicating patient information at transfer points?

Who, what, when, why, where, timelines, paperwork
8. If you could change one behavior or action when transferring a patient to ensure the communication of end of life care choices what would it be?
What, when, why, where
9. Tell me what would be the best way to share patient information about their end of life care choices with you? Why? How would this help? Can you describe how this would change the outcome?

Thank you for your time and participation today. Is there any other information you would like to share about this topic? Are there questions you thought I might ask but didn’t?

Appendix C

Semi-Structured Interview Questions

Introduce facilitator and recorder

Review purpose of interview

Thank you for participating in this interview. The Calgary Health Region Care at the End of Life Initiative and SEARCH Canada are collaborating on a research project on the transfer of information of patient’s end of life choices between care centres or designated assisted living facilities, Emergency Medical Services and the Emergency Department We are going to ask you questions about your experiences with transferring patients to the Emergency Department. In particular, we are interested in how a patient’s end of life care choices are communicated during the process. We are looking at identifying critical points during the transfer of this information as well as what strengths and weaknesses exist in the current process. Please ask questions if you need any clarification.

Intended use of information and confidentiality

Review the consent and information letter. e.g. be aware that your comments will be recorded. These will be used to help us identify key themes or issues. The report will include selected quotations of participants as a way to convey the points arisen. No names will be used in the report so your comments will remain anonymous.

Review of process during the interview

This is a semi-structured interview. I will start by asking some general questions about your clinical program and then will ask you questions specifically about your experiences with patient transfer to the emergency room and the communication surrounding the end of life care.

1. Approximately how many transfers per month does your service participate in where a patient is transferred from long-term care/assisted living facility to the Emergency Department?

2. What are your services main responsibilities when arranging a transfer to the Emergency Department?

3. What are some of the strengths to this type of transfer system?

4. What are some of the weaknesses of this type of transfer system?

5. How are end of life care choices of patients communicated during these transfers?

6. What are some of the strengths that you see in communicating end of life care choices in this way?

7. What are some of the weaknesses in communicating end of life care choices in this way?

8. Describe a time when a patient’s end of life care choices were communicated well?

9. What is essential in ensuring that a patient’s end of life care choices are communicated during patients transfers?

10. Is there any other information that you would like to share concerning this topic?

� A care centre is the terminology used within the Calgary Health Region when long-term care residents required 24 hour Registered Nursing support.


�  Designated assisted living is geared to people who do not require un-scheduled RN interventions.


� This information will be collected mainly for background purposes or to help identify existing tools or literature related to the broader topic of end-of-life care choices.
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