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“We had one gentleman who wanted to die at home, and his
wife did too, but he was having a lot of issues. So with the
help of the team the nurse was able to keep him comfortable
and keep him at home, and get in the supports they needed.
They had someone on shift through the night and the expert
knowledge available to make everyone comfortable, and he
did have a good death at home.”

[Key stakeholder]

“We got a call from a community nurse that wanted to take
the patient to the hospital. He was not feeling well, was
short of breath, and all sorts of different complaints...The
resource nurse went out to see the patient. He just needed
his pain meds changed a bit, to do this and that. We did
that and he never did go to the hospital.”

[PCT representative]
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Glossary of Terms

Average average is calculated as the mean score.
+/- +/- = standard deviation, which is the average distance between individual
scores from the overall average score.

CAPCE Comprehensive Advanced Palliative Care Education
CCAC Community Care Access Centre

CHRIS Client Health and Related Information System
COPD Chronic Obstructive Pulmonary Disease

DNR Do Not Resuscitate

ED/ ER Emergency Department/ Emergency Room

EOLCN End-of-life Care Network

ESAS Edmonton System Assessment Scale

GPs General Practitioners

LEAP Learning Essential Approaches to Palliative and End of Life Care
LIHN Local Integration Health Network

LRCC London Regional Cancer Centre

LTC Long-Term Care

MDs Medical Doctors

oT Occupational Therapy

PPS Palliative Performance Scale

PPSMC Palliative Pain and Symptom Management Consultant

SWO Southwestern Ontario Palliative Pain and Symptom Management
PPSMCP | Consultation Program

PSW Personal Support Worker

RN/ RPN | Registered Nurse/ Registered Practical Nurse




Executive Summary

INTRODUCTION

A Palliative Consultation Team (PCT) has been established in Sarnia-Lambton, Ontario as part
of the Erie St. Clair End-of-Life Care Network (ESC EOLCN)’s vision for comprehensive,
integrated, coordinated, and high quality hospice palliative/ end-of-life care services, available in
a timely manner, irrespective of diagnosis or care setting for individuals living in the Erie St.
Clair Local Health Integration Network (LHIN). The PCT is a multidisciplinary resource team for
EOL care. The core team, consisting of a Palliative Care Physician, expert nurse/Nurse
Practitioner, and administrative assistant, augmented with resource nurses from service
provider agencies, serve to facilitate system integration and cross sector collaboration. An
unfunded PCT is currently in place in Windsor Essex; as part of this current initiative a PCT was
established in Sarnia Lambton in year one, with expansion to Chatham Kent and enhancements
to the Windsor Essex team planned in years two and three of this three year initiative.

This document describes the methods and results of an evaluation of the PCT in Sarnia
Lambton.

Evaluation Methods

Evaluation Focusing: An evaluation advisory committee was established; members acted as
advisors to this evaluation, providing advice and feedback on the development and
implementation of evaluation tools, facilitating identification of participants and data collection,
and providing feedback on the final evaluation report.

Evaluation Objectives: The identified objectives of the evaluation were to:
i) describe the population referred to the PCT and the services provided
i) identify impacts associated with the PCT
iii) describe the process of developing and implementing the PCT.

Sources of Information: A combination of qualitative and quantitative methods were used to
assess both process issues and outcomes:

o Referral and Service Tracking data were collected from January 1 to March 31, 2009.

o Caregiver Satisfaction Interviews were completed with 15 family caregivers of
individuals receiving care from the PCT.

o Key Stakeholder Survey completed by 13 individuals representing the provider
agencies (supervisors, frontline nursing staff), CCAC (Case Managers, frontline nursing
staff), and primary care physicians.

e Individual Interviews with Key Stakeholders were conducted with 10 individuals to
obtain in-depth information about the effectiveness and impacts of the PCT.

e Focus Group and Individual Interviews with representatives of the PCT were
conducted with a total of 17 individuals order to obtain in-depth information about the
development and implementation of the team.

This evaluation study was approved by the ethics Review Board for Health Sciences Research
Involving Humans, University of Western Ontario.
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RESULTS: Key Findings

OBJECTIVE 1: Describe the Population Referred to the Palliative Consultation
Team and the Services Provided

Referrals: A total of 78 clients were referred to the PCT between December 18, 2008 and
March 31, 2009. Referrals to the PCT have come primarily from the CCAC, family physicians,
and specialists. The average age of clients was 68 years; the majority were men, lived in their
own home and all but one had an available caregiver. Cancer was the most common diagnosis
(78%), and pain the most frequent presenting problem (53%). The average PPS score at the
time of the first assessment was 60%; roughly half of the clients had PPS scores of 60% or less.

Service Provision: Of the 78 clients referred to the team, 75 were seen by team members. A
total of 68 clients received a comprehensive palliative assessment. Seventy-four percent of
clients were seen within seven days of being referred to the team; almost half of all clients were
seen on the same day that they were referred to the team. Clients were mostly assessed within
the clinic (CCAC; 36%) or within their homes (28%). A shared care model of care was the most
frequent (64%) model of care employed. The number of visits per client ranged from 1 — 7 with
an average of 2 visits (+/- 1.4). Treatment recommendations were most frequently involved
medications (new medications or changes/ adjustments to prescribed medications) and related
to nursing visits, either to monitor the client or increase the number of visits. It was estimated
that intervention by the team resulted in hospital avoidance at least 19 times. Referrals to other
health professionals/ services were made for 9 (12%) clients. In these cases referrals were most
frequently made to other physicians and to a social worker. A total of 26 clients (33%) referred
to the PCT have died; 65% of these clients died at home. All of the remaining clients referred to
the PCT continue to remain on service.

OBJECTIVE 2: Identify Impacts Associated with the Palliative Consultation Team

Across all of the sources of information (caregiver and key stakeholder surveys, interviews) the
following impacts associated with the PCT were identified:

Client/ Caregiver Impacts

o Improved quality of palliative/ end-of-life care as evidenced by:
0 improved pain and symptom management

reduced caregiver burden

greater services/ supports provided at home

crisis and hospital avoidance

timely access to care

increased care provider capacity to provide palliative/ end-of-life care
o improved communication with clients

Increased trust/ confidence in home care

Reduced potential for crises

Enhanced support for caregivers

Improved family caregiver capacity to provide care at home

Increased client and caregiver satisfaction

O O0OO0OO0Oo
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Health Care Provider Impacts
e Increased access to resource support for community nurses
e Improved capacity for palliative care
e Increased job satisfaction for resource nurses

Heath System Impacts
e Increased home deaths
Hospital avoidance
Emergency Department avoidance with direct hospital admissions
Shorter hospital lengths of stay
Increased and timely access to palliative care
Improved communication among provider agencies
Improved collaboration among provider agencies
Increased use of standardized tools (PPS/ ESAS) among all care providers
Increased perceptions of care at home as “safe”
Integrated care

OBJECTIVE 3: Describe the Process of Developing and Implementing the
Palliative Consultation Team

Selection of Resource Nurses:
CAPCE Training As a Requirement: Although CAPCE training was perceived to be a
significant benefit and asset for the team resource nurses it was generally believed that it
was not necessary as a mandatory requirement for team members. Passion for palliative
care was considered an essential requirement for team members.
RN vs. RPN Requirements: Designation as a registered nurse was not viewed as a critical
a mandatory requirement for team members; many registered practical nurses were
described as effective palliative care nurses.
On-Call Responsibilities: To date there have been few issues around on-call
responsibilities; team members have been able to meet these responsibilities. Challenges
have been largely limited to financial issues (billing for visits to other agency clients,
reimbursement to team members) and technological issues (failure of pagers to work across
the area).

Development and Implementation of the PCT: Across all sources of information, the following
issues related to the development and implementation of the PCT were identified:

Facilitating Factors:
o Palliative care champions (frontline and leadership levels)
Key stakeholder support
Availability and timing of LEAP education
Easy access to team and palliative care physicians
Frequent team meetings
Effective team coordination
Social work support
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Challenges:
Implementation/ service delivery issues

Limited use of resource nurses

Access to family physicians for updates on client status
Limited family physician support

Timely access to nursing support

Establishing appropriate models of care

Facilitating trust among provider agencies

Logistical issues

Establishing effective communication vehicles

Determining eligibility for the PCT

Technological issues (pagers)

Service delivery issues imposed by geographical boundaries
Limited reimbursement for on-call time

Billing issues associated with nurses visiting other-agency clients

Suggestions for improvements, sustainability and further development

Improve/ increase communication within the team and among care providers
Allow shared access to electronic documentation (CCAC, CHRIS)

Secure ongoing funding

Secure family physician support for the PCT

Expand/ establish palliative care expert teams beyond Sarnia-Lambton
Promote the PCT more widely

Continue opportunities for education and team building

Develop succession plans for the team physician

Access to Hospice

General suggestions for improvements to palliative care

Improve PSW service delivery (punctuality, availability, quality of care)

Increase funding for shift nursing at end of life

Increase opportunities for continuing palliative care education across disciplines and
sectors

Better home construction for home care

Financial support for clients receiving care out of town

Resources/ supports needed for expansion:

Designated team staff:
o0 Team Assistant (full-time)
o0 Team Coordinator
Palliative care champions
Family physician support
Primary care nursing representation on the team
Access to Interprofessional care
Mentorship opportunities
Continuing education and networking

LORETTA M. HILLIER
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CONCLUSIONS

Based on the findings of this evaluation, the following conclusions can be made about the
Palliative Consultation Team:

e The PCT has achieved many of its objectives in a relatively short period of time. Further
development, implementation, and expansion of the PCT has the potential to
significantly impact the quality of hospice palliative/end-of-life care in this region. With
continued success the PCT has the potential to be a model for other regions in the
province. Lessons learned in developing and implementing the PCT in Sarnia-Lambton
should be used to inform the development of PCTs in other areas.

e Although much of the evidence on health system impacts as a result of the PCT is
anecdotal, there were suggestions that these impacts are also being demonstrated in
statistics being maintained by various information systems (CCAC, hospital). Empirical/
objective evidence based on hospital data related to Emergency Department visits for
palliative/ end-of-life care issues, admissions, length of stay, and readmission rates as
well as the number of home deaths would provide stronger evidence of the PCTs ability
to manage care effectively within the community.

e There is much support for the PCT. It has been well received by caregivers and key
stakeholders. Despite some implementation challenges, PCT members have been
satisfied with their accomplishments. Some of the challenges experienced to date are
inherent in the implementation of any new service. The team has an informal process in
place for identifying challenges/issues and has worked towards resolving these to
everyone’s satisfaction.

e Currently, there is much support for the existing resource nurses on the team. They have
been described as dedicated, highly knowledgeable, skilled and passionate about
palliative care. There was general consensus that designation as a registered practical
nurse is adequate for the role, dependent on candidates having the requisite knowledge
and skills in palliative care. Although “passion” for palliative care has been identified as
an important criterion, it should not supersede expertise and experience in importance,
as passion alone does not guarantee competency. The published literature highlights the
importance of expert competency as well as leadership skills and ability to work
collaboratively, improve practice, and develop therapeutic relationships.*

¢ One of the key elements of the PCT’s success is that it builds upon existing capacity for
palliative care within the community. Increased communication and collaboration among
provider agencies is a significant outcome impacting the team’s success. Suggestions
made for improving and sustaining the team have the potential for further capacity
building. In addition to resource supports (funding, shared information systems),
opportunities for continuing education, team building, and better promotion/ marketing of
the team will strengthen capacity to achieve its objectives.

! Tice, M.A. (2006). Nurse specialists in home health nursing: the certified hospice and palliative care nurse. Home
Healthcare Nurse, 24(3):145-7.

Canning, D., Rosenberg, J.P., & Yates, P. (2007). Therapeutic relationships in specialist palliative care nursing
practice. International Journal of Palliative Nursing, 13(5), 222-9.
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e Lack of physician support for the work of the resource nurses poses a threat to the
success of the team; suggestions related to continuing education and promotion of the
team emphasizing the expertise of resource nurses, as well as opportunities for
meaningful collaboration/ interactions between family physicians and team members
could prove to be important strategies for securing physician support.

e One of the anticipated outcomes of the team was the provision of safer environments for
patients and families requiring palliative care at home. Key stakeholder survey results
indicated that the majority of those surveyed believed that safety within the home
environment had not changed as a result of the team. This finding is somewhat
inconsistent with the impacts identified throughout the evaluation. It is quite possible
that the way in which the survey question was phased (How would you rate the current
level of safety within home environments for end-of-life care? How does this compare
with the level of safety within home environments prior to the inception of the Team?)
was not a valid measure of this outcome. Future evaluations should ensure a more valid
and reliable measuring changes to the provision of safe home environments, perhaps
measuring the specific factors that ensure or define safety.

LORETTA M. HILLIER
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1.0 Background and Introduction

The Erie St. Clair End-of-Life Care Network (ESC EOLCN) has envisioned comprehensive,
integrated, coordinated, and high quality hospice palliative/ end-of-life care services, available in
a timely manner, irrespective of diagnosis or care setting for individuals living in the Erie St.
Clair Local Health Integration Network (LHIN). An integrated Hospice Palliative Care system
would serve to connect sectors, use common language tools, coordinate education across
sectors and among disciplines, provide accountability and reporting infrastructures and
encourage each health sector to be part of the integrated system of care. Goals for the
integrated Hospice Palliative Care System are to provide enhancements to system integration,
service integration, and service delivery and supports to consumers (palliative clients and
caregivers). To this end, the ESC EOLCN has received funding from the ESC LHIN for several
initiatives aimed at creating and supporting an integrated Hospice Palliative Care system in this
region; this is a three year initiative. One of these initiatives is the development of a Palliative
Consultation Team (PCT).

The PCT is a multidisciplinary resource team for EOL care. The core team, consisting of a
physician specializing in palliative care (three ‘back up’ physicians are available when the team
physician is away), a team coordinator (registered nurse), a social worker and a administrative
assistant, augmented with nine resource nurses, three from each of the three service provider
agencies contracted to provide nursing services to the CCAC?) who serve to facilitate system
integration and cross sector collaboration in service delivery. The team aims to provide timely
access to consultation support for primary care providers with the expectation that a shared
care model of care will be developed. The PCT provides consultation support, including
comprehensive assessment and care planning (considering all domains of care), consultation
reports to Primary Care providers, client and family education and counselling, follow-up and
direct care provision, as needed, across sectors. The team conducts regular clinical rounds to
review care of clients on their caseload. The team is ‘mobile’, visiting clients wherever they
reside or are receiving care (in their homes, hospital, long-term care or rest homes). A clinic
operating out of the Community Care Access Centre (CCAC) is also part of this program.
Consultation, support, and direct care are provided by the most appropriate member(s) of the
team with support from other team members as needed. An overview of how the team functions
is presented in Appendix A, including eligibility criteria and referral prioritization.

The main objectives (goals) of the Expert Palliative Care Team are to:

e improve access to effective palliative care for clients at the end of life, including expert
pain and symptom management

¢ help shift care of the dying from acute care settings to appropriate alternate settings of
individual preference (e.g. home, community living homes, residential hospices,
retirement homes etc.)

o keep clients in their homes longer
develop quick response capacity to prevent clients from going to the Emergency
Department (ED) / being admitted

o facilitate earlier discharge from hospital

2 These agencies are: Bayshore Health Care, VHA Home Health Care, and the VON.
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e improve integration across the care continuum, thereby reducing duplication of services
(enhancing efficiency)

e improve primary care providers’ knowledge, skills and confidence in reducing the
severity and distress associated with end of life symptoms through consultations and on-
going, practice-based point of care education, thereby creating more clinical capacity in
the community

e improve client/family and provider satisfaction with the palliative/ end-of-life care and
quality of dying

e improve the overall standard and quality of care delivered to client/families at the end of
life

e Dbuild an innovative model of care which synergistically leverages current provider
systems and strengths and is robust and versatile enough to be maintained even with
changes in personnel

¢ enhance concordance between clients’ preference and place of death

e educate clients and families on how to manage end of life care in the home

e contribute to a more sustainable health care system.

Anticipated outcomes are summarized in the program logic model presented in Appendix B.

An unfunded PCT is currently in place in Windsor Essex; as part of this current initiative an PCT
was established in Sarnia Lambton in year one, with expansion to Chatham Kent and
enhancements to the Windsor Essex team planned in years two and three. The team
commenced operation on January 1, 2009. This initiative is a collaboration between the North
Lambton Community Health Centre and the CCAC; the EOLNC has assumed an advisory role
for this initiative.

This document describes the methods and results of an evaluation of the PCT in Sarnia
Lambton.

2.0 Evaluation Methods

2.1 Evaluation Focusing

The evaluation objectives and methods were initially developed with Beth Lambie, Director,
ESC EOLCN. A small evaluation advisory committee was developed consisting of:
e Ann Brignell, Palliative Pain and Symptom Management Consultant
e Barb Frayne, Coordinator, Palliative Consultation Team
e Julie Johnston, Coordinator, Palliative Pain and Symptom Management Consultation
Program
Beth Lambie, Director, ESC EOLCN
Glen Maddison, Palliative Care Physician, Palliative Consultation Team
Shari Scarpelli, Administrative Support, Palliative Consultation Team
Andrew Ward, Senior Manager, Client Services, ESC CCAC
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Advisory committee members acted as advisors to this evaluation, providing advice and
feedback on the development and implementation of evaluation tools, facilitating identification of
participants and data collection, and providing feedback on the final evaluation report.

Key Stakeholders for this evaluation include: PCT members, consumers (clients, caregivers),
CCAC and service provider agencies, Community Health Centres, (CHC), area hospitals, family
physicians, and the ESC LHIN.

2.2 Evaluation Objectives
The identified objectives of the evaluation were to:

iv) describe the population referred to the PCT and the services provided:
e Who made up the PCT (numbers/ disciplines)?
How many clients were referred to the PCT?
How many initial visits were conducted?
How many clients have been assessed?
Who were the clients being assessed? (age, gender, place of residence,
diagnosis, Palliative Performance Score, location/sector at time of assessment)
What was the response time to referrals?
What were the activities of the team (assessment, follow-up, direct care, other
activities)?
How many clients received follow-up?
How many clients received direct care from team members?
How much time did each visit take? (time per visit, time per client)
How many members of the team were involved with each client?
How long did clients remain on service?
How many clinical rounds were held?
How many referrals (calls) were received ‘off hours'?
What was the model of care employed with each client (shared care, primary
care)?
e Who received the consultation report (primary care, client, Community Service
Provider agency, CCAC, acute care)?
o Where did clients die (home/ hospital/ nursing home)?

v) identify impacts associated with the PCT:

Health System impacts:

e What impact does the PCT have on EOLC service within the community?

¢ What impact does the PCT have on the number of deaths that occur at home? In
hospital?

¢ What impact did the team have on acute care LOS for clients requiring palliative
care?

¢ What impact did the team have on admission to Emergency Department visits by
clients requiring palliative care?

Client/ Caregiver-related impacts:
¢ What impact does the PCT have on client/ caregiver satisfaction with:
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access to assessment, care, and support services?
pain and symptom management?
timeliness of access to assessment, care, and support services?
coordination of care across providers and sectors?
communication with providers (response to their questions and
concerns)?
communication among providers (degree to which each provider involved
is informed and aware of that clients’ status and treatment plans)?
o Informed decision-making process (i.e., do they feel they have enough
information with which to make treatment/care decisions)?
0 preparation for death (EOL care, death management, post-death
process).
What impact does the PCT have on client/ caregiver satisfaction with
assessment, follow-up, and care provided by the team (e.g., time spent with team
members, explanations, results, overall perceptions of the assessment/ follow-
up/ direct care provision)?
What impact does the PCT have on meeting client/ caregiver preference for
place of death (concordance between preference and actual place of death)?

O O0OO0OO0Oo

o

Provider-related impacts:

What impact does the PCT have on provider satisfaction with:

o Care integration?

o Communication regarding consultation results and care planning?

o0 Care coordination and care planning for those requiring palliative care?
What impact does the PCT have on primary care provider’'s capacity to manage
palliative care/ EOL issues independently within their practice?

What impact does the PCT have on physician confidence and comfort in their
ability to manage palliative care/EOL issues independently in primary care?
What impact does the PCT on building capacity for EOL among resource nurses
(service provider agencies, CCAC)?

vi) describe the process of developing and implementing the PCT:

What factors facilitated the development and implementation of the PCT?
What were the challenges associated with implementation and what are the
potential strategies to overcome these?

What factors facilitated and challenged the development of the resource nurse
team? How were individuals selected? Were they able to meet the on-call
responsibilities (timeliness, quality of care)? Were their needs for capacity
building met?

What service delivery issues have arisen?

What are the lessons learned in the development and implementation of the
PCT?

What are suggestions for improvement? For sustainability? For expansion to
other counties?

What are potential next steps for the PCT?
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2.3 Design and Sources of Information

A comprehensive evaluation framework for the Sarnia Lambton PCT was developed based on
the program logic model for this initiative. This evaluation framework is presented in Appendix
C. The following sources of information were used to achieve the objectives of this evaluation; a
combination of qualitative and quantitative methods were used to assess both process issues
and outcomes.

2.3.1 Referral and Service Tracking

Referrals were tracked from the start of the project, January 01, 2009, to March 31, 2009
The PCT (administrative assistant) maintained records of the clients served (demographic
information, service delivery and service outcomes). A list of data tracked is presented in
Appendix D.

2.3.2 Caregiver Satisfaction Interview

Caregivers of clients served by the PCT were invited to participate in a brief telephone
satisfaction interview. Caregivers acted as a representative/ proxy for clients, as it was
anticipated that clients, many of whom were at end of life, would not be able to participate in the
interviews. Caregivers were contacted a minimum of three weeks from their first contact with
team members. The purpose of this interview was to obtain information related to:

e satisfaction with services received from the team (access, timeliness, care coordination,

communication, informed decision making, preparation for death).

¢ for clients who have died — satisfaction with the management of death and location.

e suggestions for improvements to EOLC services.
The interview guide used for these interviews is presented in Appendix E.

Consistent with guidelines for the conduct of ethical research with consumers, caregivers were
informed by a member of the PCT that an evaluation of the team was underway that involved
the completion of a brief telephone interview; a letter of information was provided to them
regarding the evaluation study. Caregivers who agreed to allow the team to share their contact
information with the evaluation consultant, were contacted by the consultant to provide more
information about the study, answer questions, to invite them to participate in the interview and
obtain informed consent.

A total of 17 caregivers expressed an interest in participating in the interviews; 15 completed an
interview (88% response rate; 2 caregivers were not interviewed because they could not be
reached by telephone). The interviews ranged in length from 6 to 21 minutes (average = 13
minutes).

A high proportion of caregivers (40%) participating in the interviews were spouses of the care
receivers; the remaining caregivers were children, siblings and parents of the care receivers. At
the time of the interview the majority of the care receivers were at home; two care receivers had
recently died (See Table 1).

LORETTA M. HILLIER
Health Care Research and Evaluation
Imhillier@rogers.com



Table 1. Caregiver Relationship to Care Receiver and Disposition (N = 15)

Percentage (#)

Caregiver relationship to care receiver:
Spouse/ partner 40.0% (6)

Child 26.7% (4)

Sibling 26.7% (4)

Parent 6.7% (1)

Care receiver disposition:
At home 73.3% (11)

In hospital 13.3% (2)

Deceased 13.3% (2)

2.3.3 Key Stakeholder Survey

A survey was developed for key stakeholders including representatives from local service
provider agencies (supervisors, frontline nursing staff), CCAC (Case Managers, frontline nursing
staff), and primary care physicians who were involved with the team directly, or indirectly
through the implementation of treatment plans/ recommendations developed by the team.
Questions were asked related to their level of satisfaction with:

¢ their level of satisfaction with the work of the team (capacity building, consultation
support, timeliness of access to assessment, care)
satisfaction with the assessment and resulting treatment recommendations
overall perceptions of the effectiveness of the team
impacts (outcomes) of the team
suggestions for improving EOL service delivery.
Outcomes were assessed using a post-pre methodology,® in which respondents were asked to
rate current (i.e., post-PCT involvement) outcomes (e.g., changes to care) and were then asked
to rate the current outcome as compared to before the inception of this initiative. The key
stakeholder survey is presented in Appendix F.

Potential respondents were identified by the evaluation Advisory Committee. The survey was
administered on-live via Survey Monkey (www.surveymonkey.com). Consistent with the method
of survey distribution recommended by Dillman,* potential respondents were invited to complete
the survey via e-mail and received follow-up reminders via e-mail to complete the survey. The
survey was available for completion for a 2-week period from March 19 to April 2, 2009. A total
of 18 invitations to complete the on-line survey were distributed (excluding 5 invitations that
were undeliverable); 13 surveys were completed (72% response rate).

The majority of survey respondents (53%) were registered nurses. There was much variability in
the amount of time that respondents have been employed in their current profession (range = 2

®Rockwell, S.K., & Kohn, H. (1989). Post-Then-Pre Evaluation. Journal of Extension, 27(2), 1-7.
4 Dillman, D.A. (2000) Main and internet surveys. The Tailored Design Method 2" Ed. New York: John Wiley and
Sons.
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- 38 years), with the average being 22 years. The majority of survey respondents (54%) have
practices in which greater than 51% of their clients require palliative/ end-of-life care and the
majority (77%) have worked with the PCT in regards to a least 6 and up to 20 clients in the past
three months.

Table 2: Description of Survey Respondents (N=13)

Demographic Variable Percentage (#)

Discipline :
Physician 7.7% (1)

Registered Nurse 53.8% (7)

Case Manager 30.8% (4)

Agency nursing supervisor 7.7% (1)

Number of years working in their field (N =12)

Average (+/-) | 22years (13)
Range 2 — 38 years

Percentage of clients in practice requiring
palliative/ end-of-life care
Not applicable 15.4% (4)

None 0
Less than 25% 15.4% (2)
26% - 50% 7.7% (1)

51% - 75% 30.8% (4)
Over 75% 23.1% (3)

Contact with PCT in the past three months
In regards to more than 21 clients 0

11-20 clients 38.5% (5)

6 -10 clients 38.5% (5)

1-5 clients 23.1% (3)
Not at all 0

2.3.4 Individual Interviews with Key Stakeholders

Interviews were conducted with a purposeful sample of key stakeholders. The purpose of these
interviews was to obtain in-depth information about the PCT, specifically:
o effectiveness in meeting objectives for clients/caregivers and care providers
e potential health system, provider, and client/ caregiver-related impacts
o identification of factors (enablers, barriers, challenges) impacting implementation/ use of
the team
¢ identification of strategies to overcome barriers and challenges
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e suggestions/ recommendations for enhancing EOL service delivery.
The interview guide for these interviews is presented in Appendix G.

These individual telephone interviews were conducted between March 24 and April 6, 2009.
Key stakeholders were identified by the evaluation Advisory Committee. A total of 10 individuals
participated in these interviews: one supervisor and one palliative care nurse representing each
of the three service provider agencies and four CCAC Oncology Case Managers. Participants
were given the interview questions in advance of the interview. The interviews ranged in length
from 18 to 51 minutes (average = 28 minutes).

2.3.5 Interviews with the PCT Representatives

A focus group interview and individual interviews were conducted with members of the PCT and
team organizers in order to obtain in-depth information about the development and
implementation of the team, specifically:

e factors facilitating the development and implementation of the PCT

e challenges/ barriers to implementation and strategies to overcome these

e lessons learned

e suggestions for improvement, sustainability, further development and implementation of

the team in this setting and as expanded to other counties, and

e potential impacts (client, physician, and system related).

The interview guide for this interview is presented in Appendix H.

A focus group interview was conducted on Tuesday March 31, 2009 in conjunction with a
regularly scheduled team meeting. Fifteen individuals participated in this focus group interview;
two individuals participated in individual telephone interviews. A total of 17 individuals
participated in these interviews with representation from: three service provider agencies (N =
8), the PCT (N = 7; physician, nurse, Nurse Practitioner, administrative assistant, social worker,
organizers), CCAC management (N = 1), and acute care (N = 1). The focus group interview was
60 minutes in length; individual interviews were approximately 20 minutes in length.

2.4  Data Collection and Analysis

Referral and service tracking data was compiled by the PCT (Administrative Assistant). The
PCT distributed information sheets to caregivers and identified those interested in participating
in an interview. The evaluation consultant distributed invitations to complete the key stakeholder
survey. Survey data were analyzed using SPSS15.0.° Descriptive statistics (frequencies,
means, standard deviations) were generated for numeric variables. Content analyses were
conducted on open-ended responses using an inductive analysis approach, in which common
themes are identified and categorized.® The evaluation consultant conducted all of the
interviews. All of the interviews were tape-recorded and transcribed. Data analysis was
consistent with recommended practices for qualitative data.’

® SPSS 15.0. Chicago, IL: SPSS Inc., 2007.
e Cavanagh, S. (1997). Content analysis: Concepts, methods, and applications. Nurse Researcher, 4, 5-16.
" patton, M.Q. (2002). Qualitative Evaluation and Research. Thousand Oaks, CA: Sage.
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2.5

This evaluation study was approved by the ethics Review Board for Health Sciences Research

Ethics Review Board Approval

Involving Humans, University of Western Ontario.

3.0 Results

The following is a summary of the highlights and main themes that have emerged from the

evaluation. Detailed presentation of the results of the referral and service tracking is located in
Appendix I; the results of the interviews with caregivers and key stakeholder survey are located

in Appendices J and K, respectively.

3.1

OBJECTIVE 1: Describe the Population Referred to the Palliative
Consultation Team and the Services Provided

KEY FINDINGS

Referrals: A total of 78 clients were referred to the PCT between December 18, 2008
and March 31, 2009. Referrals to the PCT have come primarily from the CCAC,
family physicians, and specialists. The average age of clients was 68 years; the
majority were men, lived in their own home and all but one had an available
caregiver. Cancer was the most common diagnosis (78%), and pain the most
frequent presenting problem (53%). The average PPS score at the time of the first
assessment was 60%; roughly half of the clients had PPS scores of 60% or less.

Service Provision: Of the 78 clients referred to the team, 75 were seen by team
members. A total of 68 clients received a comprehensive palliative assessment.
Seventy-four percent of clients were seen within seven days of being referred to the
team; almost half of all clients were seen on the same day that they were referred to
the team. Clients were mostly assessed within the clinic (CCAC; 36%) or within their
homes (28%). A shared care model of care was the most frequent (64%) model of
care employed. The number of visits per client ranged from 1 — 7 with an average of
2 visits (+/- 1.4). Treatment recommendations were most frequently involved
medications (new medications or changes/ adjustments to prescribed medications)
and related to nursing visits, either to monitor the client or increase the number of
visits. It was estimated that intervention by the team resulted in hospital avoidance at
least 19 times. Referrals to other health professionals/ services were made for 9
(12%) clients. In these cases referrals were most frequently made to other physicians
and to a social worker. A total of 26 clients (33%) referred to the PCT have died; 65%
of these clients died at home. All of the remaining clients referred to the PCT continue
to remain on service.

LORETTA M. HILLIER
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3.1.1 Referrals to the Palliative Consultation Team

A total of 78 clients were referred to the PCT between December 18, 20082 and March 31,
2009. An average of 24 new clients were referred per month; number of referrals remained
relatively the constant over the first three months that the team has been in place. Of the 78
clients referred to the team, 75 were seen by team members. Two were not seen by the team
because they were admitted to hospital; one client died prior to the team visit. In total, the team
has conducted 190 client consultations (home and clinic visits, case reviews at team rounds).

Table 3: Number of Clients Referred to the PCT between
December 18, 2008* and March 31, 2009

Number of Clients

Number of clients of referred:

(December 18, 2008 — March 31, 2009) 78
Referrals per month:

December 2008 5

January 2009 25

February 2009 21

March 2009 27

Number of clients seen by the team: 75

Number of clients assessed: 68

Total number of consults (home and clinic
visits, case reviews at team rounds) 190

* Although the team officially commenced operation on January 1, 2009, some referrals were accepted
in advance, starting on December 18, 2008.

Referrals to the PCT have come primarily from the CCAC, family physicians, and specialists
(See Table 4).

Table 4: PCT Referral Sources (N = 78)

Referral Source Percentage (#)
Community Care Access Centre 39.7% (31)
Family Physician 21.8% (17)

8 Although the team officially commenced operation on January 1, 2009, some referrals were accepted in advance,
starting on December 18, 2008.
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Referral Source

Percentage (#)

Specialist 19.2% (15)
Community Nurses 11.5% (9)
Hospital/ Emergency Department 5.1% (4)
London Regional Cancer Program 2.6% (2)

Table 5: Demographic Information for Referred Clients (N = 78)

Demographic Information Results
Age (years)
Average (+/-) 67.5 (12.4)
Range 25* - 95
Gender Male 57.7% (45)
Female 42.3% (33)
Place of Residence
Own home 100% (78)

Retirement Home/ Long-Term Care

0

Available Caregiver

98.7% (77)

Diagnosis (at time of assessment):
Cancer**

85.9% (67)

Asbestosis/ COPD / Pneumonia 3.8% (3)
Congestive Heart Failure 2.6% (2)
Amyotrophic lateral sclerosis (ALS) 1.3% (1)
Unknown 6.4% (5)
Major Presenting Problems:
Pain 52.8% (38)

Physical symptoms***
Psychological symptoms****
Maintenance visit

33.3% (26)
24.4% (19)
2.6% (2)

LORETTA M. HILLIER
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Table 5 presents demographic information on the clients referred to the PCT. The average age
of clients was 68 years; the majority were men, lived in their own home and all but one had an
available caregiver. Cancer was the most common diagnosis (86%), and pain the most frequent
presenting problem (53%). The average PPS score at the time of the first assessment was 60%;
roughly half of the clients had PPS scores of 60% or less.
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Demographic Information Results

PPS Score (at time of first assessment): Average 60%
60% or less 50.6% (38)

Note: Percentages may not sum to 100% due to missing values.

* Only one client was <40 years of age; the majority (68%) were over 61 years of age (See Appendix E).

** | ung cancer: N = 20; 25.6%; GI (esophagus, stomach, bowel, rectum N = 8; 10.3%; Leukemia/
Lymphoma (Hodgkin’s & Non —Hodgkin’s): N = 6; 7.7%; all other types of cancer (breast, prostate, cervix,
ovary, endometrial, brain, gall bladder, liver, kidney, palate, pancreas, pharynx) occurred in less than 5
(6.4%) clients per each type of cancer.

***Physical symptoms such as: cough, edema, nausea, bowel issues, chemotherapy side effects, shortness
of breath.

***Pgychological symptoms such as: anxiety, agitation, depression, confusion.

3.1.2 Service Provision

Of the 78 clients referred to the team, 75 were seen by team members (See Table 6). Two were
not seen by the team because they were admitted to hospital; one client died prior to the team
visit. A total of 68 clients received a comprehensive palliative assessment; consistent with
expected targets (as outlined in the evaluation framework), over 90% of clients were assessed
using standardized tools. Seventy-four percent of clients were seen within seven days of being
referred to the team; almost half of all clients were seen on the same day that they were
referred to the team. Clients were mostly assessed within the clinic (CCAC; 36%) or within their
homes (28%). The amount of time required to complete an assessment ranged from 10 — 60
minutes, with the average being 39 minutes (+/- 20 minutes). In the majority of cases (62%),
team reports were distributed within 5 days of the initial visit or assessment; 23% of reports
were distributed on the same day of the initial visit or assessment. Reports were distributed to
the CCAC (97%), service provider agency (48%) and physicians (family, specialists; 16%).

Table 6: Number of Clients Seen and Assessed by the PCT

Percentage (#)

Number of clients seen by the team 96.2% (75)

Number of clients assessed 60.7% (68)

Time from Referral to First Contact (N = 61):

Same day 47.5% (29)
1 -7 days (1 week) 26.2% (16)
8 — 14 days (2 weeks) 11.5% (7)
15-31 days (3-4 weeks) 11.5% (7)
Greater than 1 month 3.3% (2)
Assessment Location: Clinic 36.0% (27)
Home 26.7% (20)
Emergency Department 1.3% (1)
Rounds 20.0% (15)

LORETTA M. HILLIER
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Percentage (#)

Time required to complete assessment:
Average (+/-) | 38.5(20.1) minutes
Range 10 - 60 minutes

Time from initial visit/ assessment to report
distribution (N = 26):

Same day 23.1% (6)
1-5days 38.5% (12)

7 - 14 days 15.4% (4)

More than 20 days 15.4% (4)

Note: Percentages may not sum to 100% due to missing values.

Table 7 presents the health professionals involved in each case and the model of care
employed. The team physician and resource nurses were involved in the majority of cases. A
shared care model of care was the most frequent (64%) model of care employed.

Table 7: Percentage (number) of Health Professionals Involved and the
Model of Care Employed

Percentage (Number)

Health professionals involved in care:
Team Physician 74.7%(56)
Team Coordinator 41.3% (31)
RN/ RPN 76.0% (57)
Social Worker 20.0 % (15)
Case Manager 30.7% (23)

Other Physicians 2.7% (2)
Model of Care employed:

Shared Care 64.0% (48)
Primary Care 18.7% (14)

The number of visits per client ranged from 1 — 7 with an average of 2 visits (+/- 1.4; See Table
8). Treatment recommendations were most frequently related to medications (new medications
or changes/ adjustments to prescribed medications) and related to nursing visits, either to
monitor the client or increase the number of visits. It was estimated that intervention provided by
the team resulted in hospital avoidance at least 19 times. Referrals to other health
professionals/ services were made for 9 (12%) clients. In these cases referrals were most
frequently made to other physicians and to a social worker. A total of 26 clients (33%) referred
to the PCT have died; 65% of these clients died at home. All of the remaining clients referred to
the PCT continue to remain on service.
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Table 8: PCT Service Provision: Number of Visits, Treatment Recommendations,

and Referrals to Other Professionals/ Services

Percentage
(Number)
Total number of visits (assessment, follow-up,
direct care) per client:
Average (+/-) 2.2 (1.4)
Range 1-7

Treatment Recommendations:
Medication (new, change, adjustment)
Nursing — monitor, increase visits

40.0% (30)
16.0% (12)

Equipment-related* 6.7% (5)
Diagnostic testing (blood work/ x-rays) 4.0% (3)
Catheter/ Feeding tube 4.0% (3)
Symptom Response Kit 2.7% (2)
Other** 12.0% (9)
Referrals to other health professionals/
services:
Referral to family (6) and palliative care physicians
(2 10.7% (8)
Referral to social worker 8.0% (6)
Occupational Therapist 1.3% (1)
Physiotherapist 2.7% (2)
Neighbourlink 1.3% (1)
Number of clients discharged from service: Q***

Length of client stay on service (time from date
of referral to discharge date):

Not applicable

Number clients that have died:

33.3% (26)

Place of death: (N = 26)
Home
Hospital

65.4% (17)
34.6% (9)

Note: Percentages do not sum to 100% due to missing data.

*Equipment-related recommendations included use of: CADD pump, oxygen, Spenco mattress pad
**QOther recommendations included: education, emotional support, EOL care plan
*** Only those clients who have died are now considered “off service”; all other clients (N = 52) remain on

service.
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3.3

OBJECTIVE 2: Identify impacts associated with the Palliative Consultation

Team

KEY FINDINGS

Client/ Caregiver Impacts

e Improved quality of palliative/ end-of-life care as evidenced by:
0 improved pain and symptom management

reduced caregiver burden

greater services/ supports provided a home

crisis and hospital avoidance

timely access to care

increased care provider capacity to provide palliative/ end-of-life care
o improved communication with clients

Increased trust/ confidence in home care

Reduced potential for crises

Enhanced support for caregivers

Improved family caregiver capacity

O O0OO0OO0Oo

Health Care Provider Impacts
e Increased access to resource support for community nurses
e Improved capacity for palliative care
¢ Increased job satisfaction for resource nurses

Heath System Impacts
e Increased home deaths
Hospital avoidance
Emergency Department avoidance with direct hospital admissions
Shorter hospital lengths of stay
Increased and timely access to palliative care
Improved communication among provider agencies
Improved collaboration among provider agencies
Increased use of standardized tools (PPS/ ESAS) among all care providers
Increased perceptions of care at home as “safe”

Integrated care

3.3.1 Client and Caregiver-Related Impacts

Caregiver Satisfaction: Figure 1 presents caregivers overall ratings of satisfaction with their

first visit with the PCT. All of the caregivers reported that they were satisfied with the PCT, with

the

LO

majority (67%) being “extremely” satisfied.
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Figure 1: Caregiver Ratings* of Satisfaction with the PCT
B Somewhat satisfied

@ Very satisfied

0O Extremely satisfied

Satisfaction Ratings

* 7-point rating scale: Extremely, very, somewhat dissatisfied/ Neither dissatisfied nor satisfied/
somewhat, very extremely satisfied. None of the caregivers provided ratings of dissatisfaction.

Caregivers’ ratings of satisfaction with a number of aspects of the team: timeliness, care
coordination, the amount of information with which to make treatment or care decisions, and
preparation for what will happen next are presented in Figure 1. All of the caregivers reported
being satisfied with these aspects with the majority providing ratings of “very” or “extremely”
satisfied. Consistent with expected targets for caregiver satisfaction (outlined in the evaluation

framework), greater than 90% of caregivers were satisfied with the PCT service.

100+
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Figure 2: Caregiver Ratings* of Satisfaction with
Various Aspects of the PCT

04

@ Neutral

B Somewhat
O Very

O Extremely

—
=
Timeliness Care coordination Amount of Preparation for
information future

* 7-point rating scale: Extremely, very, somewhat dissatisfied/ Neither dissatisfied nor satisfied/
somewhat, very extremely satisfied. None of the caregivers provided ratings of dissatisfaction.
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All of the caregivers reported being satisfied with the way the team responded to their questions

and concerns and the level of communication among all of the different care providers or
services involved in their loved one’s care, with all of the caregivers providing ratings of “very”

and “extremely” satisfied (See Figure 3).
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Communcation with Caregivers and Among Care

Figure 3: Caregiver Ratings* of Satisfaction with the PCT's

Providers O Neutral
0O Somewhat
@ Very
O Extremely
Communication with caregivers Communication among care providers

* 7-point rating scale: Extremely, very, somewhat dissatisfied/ Neither dissatisfied nor satisfied/
somewhat, very extremely satisfied. None of the caregivers provided ratings of dissatisfaction.

Caregivers were asked to identify at least one thing that they really liked about the team and the
service or care provided; these are summarized in Table 9. Caregivers indicated that they liked

the quality care received, particularly in comparison to prior to the inception of the team/ other
services involved, timeliness of access to care, the level of communication about the clients
status and treatment, and the compassionate and caring nature of all team members.

Table 9: Things Caregivers Liked About the PCT and Service/ Care Provided

Quality Care

pain right away.”

“They've been more helpful than any other doctors or services so far.”

“Awesome care. The health system did not fail us. He was treated like a king and that's
what he deserved. It was perfect. | liked that [Team physician] came to the house.
That's a great idea.”
“Second to none. [Team physician] has gone beyond the call of duty. [Team physician]
has made my husband comfortable. Things had fallen through the cracks before we
saw [Team physician] and he fixed things.”

Timeliness of Access to Care
“It has been first class. It was a Friday and our nurse came and was not at all happy
with him, his symptoms. Within 4 hours a team member was at the house. They called
[Team physician] and his medication was changed right away and this controlled his
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“It has been really helpful to me to deal with issues. I'm just a phone call away. | can
call them and they are available right away.”
“Accessibility - easy to access help when needed.”

Good Communication

“They are good at sitting down and explaining things to me. What | should expect and
what to do if something happens. What to look for, which is good because I'm not a
nurse.”

“Very informative, straightforward. They were upfront and honest.”

Emotional support (compassionate, caring nature)

“They are very compassionate, honest and caring and have really helped us.”

“We had a family meeting today with all my brothers and sisters there. They didn't
make us feel rushed. There was so much compassion. You could tell they cared. | don't
think we'd get this anywhere else. We are so lucky to have this in Sarnia.”
“Friendliness”

When asked if there was anything about the team or the service/care they received that they did
not like, the majority of caregivers (73%) indicated that they had no complaints to make about
the care they have received from team members. Those that did have a complaint reported
issues that were not directly related to the team, or within the team’s control, such as the lack of
consistency in the nurses/PSWs from the provider agencies that go into the home, PSW quality
of care issues and lack of punctuality in attending appointments (“We had some problems with
the PSW from the [service provider agency], quality of care issues, she didn't show up on time
and sometimes she didn't show up at all.”), and limited coordination of appointments between
various nursing visits.

Additional interview comments made by caregivers reflected their satisfaction with the team and
gratitude for the care they have received, as illustrated by the following comments:

“Care has been exceptional. They have been very honest with us, helping us to prepare.
The whole experience has been wonderful.”

“Long may it continue!”
“It's a wonderful service - we are grateful that the service is available.”
“So far | have been very happy with the care. It's very unique that they have this service.”
“Qverall, we're very satisfied. Everything is going great. We have everything we need at this
time.”

Client and Caregiver Impacts as ldentified by Key Stakeholders and PCT Representatives

Interviewed key stakeholders and PCT representatives identified a number of impacts for clients
and caregivers associated with the PCT; these are summarized in Table 10.
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Table 10: Summary of Client/ Caregiver-Related Impacts as Identified by Key
Stakeholders and PCT Representatives

Client/ Caregiver Impacts

Improved quality of care

Increased trust/ confidence in home care

Reduced potential for crises

Enhanced support for caregivers

Improved family caregiver capacity to provide care at home

e Improved quality of care: Overall, it was perceived that palliative/ end-of-life care has
improved, particularly related to pain and symptom management. Improved care was
attributed to the increased support available for primary community nurses. It was also
noted that with the support of the resource nurses, primary nurses can continue to
provide care to their regular clients thereby maintaining consistency in care.

“The quality of the palliative care that [clients] have received at end-of-life care has
greatly increased, with better knowledge base, they’re getting advanced clinical
assessments. | find now advanced pain and symptom management, their
medication counselling is superb. | have great things to say about that. They
acknowledge where pain medications can be improved or where medications related
to bowels can be improved. They just go the extra mile, by looking at the whole
picture.” [Key stakeholder]

“I know that at the end of life people are so scared to leave their home because they
are so afraid they’ll never come back. So anything we do for them that allows them
to stay in their home and if that means having one more resource person to problem
solve or somebody else’s expertise to come along and facilitate the problem solving
at home instead of having to make a trip to the emergency room, always a positive
impact on clients.” [Key stakeholder]

e Increased trust/ confidence in home care: Improved quality of care has resulted in
clients and caregivers trusting and having confidence in the care that is available in the
community.

“They [clients] seem to be at peace with everything that's happening. They don’t
seem to be finding fault or anxious that something is being missed. So I think the fact
that they know the nurse can get a hold of the doctor, and the doctor will make home
visits, | think all that is really connected to make them feel trust in the system. “[Key
stakeholder]

e Reduced potential for crises: Effective care planning and support from the team has
reduced the potential of crises; these crises often result in an ED visit and/ or
hospitalization.
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“More players have input into developing the care plan... This has the potential to
reduce crises because the plans are effective and well implemented.” [Key
stakeholder]

e Enhanced support for caregivers: The specialized counselling and support provided
by the team increases caregiver understanding of their loved one’s condition, assists
them to make informed care decisions and reduces their distress.

“I think that it helps the care givers by giving them additional counselling, you know
and support during the difficult times with the end-of-life care, and regarding the
management, like the physical and psychological changes. Just understanding them
more and providing spiritual and related practical issues, and dealing with the whole
picture.” [Key stakeholder]

e Improved family caregiver capacity: Improved pain and symptom management and
support to families has resulted in family caregivers being better equipped and
supported to care for their loved one at home without significant increases in requests
for shift nursing. However, it was emphasized that shift nursing is a significant resource
that allows clients to remain at home as long as possible or to die at home.

“Shift care hasn’t gone up. | think the family, families are accepting that and because
of the quality of the nursing care | think maybe they're able to manage a bit better...
the night shifts especially are still important in their care, but I'm finding that a lot of
them [caregivers] are doing it with only having shifts, say in the last few days or the
last week of life as opposed to the last month, which his sometimes when things start
to go downhill.” [Key stakeholder]

3.2.2 Health Professional-Related Impacts

Key Stakeholder Satisfaction: The majority (69%) of the key stakeholders survey respondents
rated the work of the PCT as “good” (46%) or “very good” (23%); See Figure 4.

Figure 4: Key Stakeholders Ratings of the
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Using a 5- point scale (1 = not at all; 5 = extremely satisfied), survey respondents were asked to

rate their level of satisfaction with a number of aspects of team functioning. Table 11 presents

the rank ordering of their satisfaction with these aspects of team functioning based on average

ratings. Generally, ratings ranged from moderate (3.3) to moderately high (4.3) levels of
satisfaction. Survey respondents were most satisfied with treatment recommendations/

planning, availability of team members for consultation and the quality of assessment

conducted. Key stakeholders were least, but still moderately satisfied with integration of care

across health sectors. Consistent with expected targets (as outlined in the evaluation
framework), over 90% of key stakeholders were satisfied with the PCT.

Table 11: Rank Ordering of Key Stakeholders Satisfaction with Various Aspects
of Team Functioning (N = 12)

Average
Ranking Aspects of Team Functioning (+/-)* Range
1 Treatment recommendations/ planning 4.3 (:65) 3-5
2 Availability of team members for consult 4.3 (:69) 3-5
3 Quality of assessment 4.3(62) 3-5
4 Timeliness of access to assessment 42(72) 3-5
5 Follow-up 4.1(.58) 3-5
6 Client/ family readiness for death 4.1(67) 3-5
7 Direct provision of care 4.1(79) 3-5
8 Communication 4.0 (.95) 3-5
9 Integration of care across care providers 38(72) 3-5
10 Care coordination 3.8 (84) 3-5
11 Integration of care across health sectors 3.3(.87) 3-5

* As rated on a 5 point rating scale: 1 = not at all satisfied; 5 = extremely satisfied.

Capacity Building: The majority of key stakeholder survey respondents (54%) reported that

their use of assessment tools (ESAS, PPS) has increased as a result of the PCT (See Figure 5).
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Figure 5: Use of Clinical Assessment Tools*:
Change as s Result of the PCT
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*5 point rating scale: Much increased, increased, neither increased nor decreased,
decreased, much decreased. Increased use = sum of much increased/ increased
ratings; Decreased use = sum of much decreased/ decreased ratings.

Note: Percentages do not sum to 100% due to missing values.

Similarly, key stakeholder survey respondents were asked to rate the extent to which the quality
of care they provide to clients requiring palliative/ end-of-life care has changed as a result of
their involvement with the PCT. The majority of respondents (62%) reported that quality of care
has improved, with equal percentages (31%) indicating that that care that “improved” or “much
improved (See Figure 6).

Figure 6: Quality of Care Provided by Key
Stakeholders*: Change as s Result of the PCT
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*5 point rating scale: Much improved, improved, neither improved nor worsened,
worsened, much worsened. Improved = sum of much improved/ improved ratings;
Worsened = sum of much worsened/ worsened ratings.

Note: Percentages do not sum to 100% due to missing values.

The majority of key stakeholder survey respondents (54%) reported that as a result of the PCT
they were now more capable of managing clients requiring palliative/ end-of -life care; 39%
indicated that their ability to do so had not changed as result of the team (See Figure 7). These
results are less than expected targets (as outlined in the evaluation framework; expected target
— 90% of providers reporting increased capacity).
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Figure 7: Ability to Manage Clients Requiring Pallative/
EOL Care*: Change as s Result of the PCT
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*5 point rating scale: 1 (less capable now), 2, 3 (about the same), 4, 5 (more
capable now); Less capable now = sum of ratings of 1 and 2; More capable
now = sum of ratings of 4 and 5.

Health Care Provider Impacts as Identified by Key Stakeholders and PCT Representatives

Interviewed key stakeholders and PCT representatives identified a number of impacts for
health care providers associated with the PCT; these are summarized in Table 12.

Table 12: Summary of Health Care Provider-Related Impacts as Identified by Key
Stakeholders and PCT Representatives

Health Care Provider Impacts
e Increased access to resource support for community nurses
e Improved capacity for palliative care
e Increased job satisfaction for resource nurses

e Increased access to resource support for community nurses: With 24/7 access to
the team community nurses are better supported, particularly when dealing with complex
cases and crisis situations as well as during nights and weekends when family doctors
are not available.

“Just the fact that there’s 24/7 access to [resource nurses], which really makes a
difference too, | mean that’s great for the nursing staff that are in the home. They
know that they always have someone they can rely on.” [Key stakeholder]

“If we didn’t have the team and if we can’t contact the doctor on the team then
there’s nothing we can do. Almost all the family doctors are not available after
[hours]. Now some of them will give you a contact number for the evening, for what's
really close to end of life, but generally until they're right at the end. Most family
doctors, they’re gone out of their office at 3:00 and that’s that. All you could do is
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you're best, and then send them to the ER if you can’t do anything for them.” [Key
stakeholder]

Additional support provided by the team has resulted in increased comfort and
confidence among community nurses, as illustrated in the following comment:

“I think it’s just that there’s a lot more, a better comfort level with any of the nurses
knowing that they all have access to the team and all the different levels of expertise
available any time.” [Key stakeholder]

One key stakeholder noted that it may be too early to comment on whether the team has
had an impact on community nurses, but that this will likely occur with time.

“As far as supporting their fellow health care providers, | think that in time the, the
idea of this team will become more common place. | believe it’s still new enough that
people are still getting used to the fact that there is another resource out there for
them to call upon.” [Key stakeholder]

o Improved capacity for palliative care: It was noted that capacity among family
physicians to provide palliative care has improved over the past year so that the team is
better supported to provide optimal and timely care. As an example, it was noted that
more physicians are willing prescribe medication to reduce pain, anxiety, and breathing
issues. Consistent with this, it was noted that capacity for palliative care has increased
among agency nurses as reflected in the following comments:

“The nurses who are involved in the team indirectly are getting education and
feedback from the team nurses, so that would be then be enhancing their
knowledge.” [PCT representative]

“Well | think certainly that a primary nurse, once she accessed it [the PCT], | think
she gets more experience and she’s had back up and her confidence goes up. In the
next situation she has a better idea of how to proceed, or feels more confident in her
own judgment or certainly know the avenues for and when to access the extra
support.” [Key stakeholder]

e Increased job satisfaction for resource nurses: It was noted that the resource nurses
serving on the team have enjoyed their role on the team and have experienced
increased job satisfaction.

“| can tell you that the three nurses that work for this organization that serve on that
team, have a higher level of job satisfaction because of their ability to contribute their
expertise. And there’s a sense of pride that goes with it. These three nurses work
hard to gain the knowledge they have in palliative care and | think there is a higher
sense of job satisfaction without a doubt.” [Key stakeholder]
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3.2.3 Health System-Related Impacts

Improved Quality of Palliative Care: Key stakeholder survey respondents identified a number
of impacts/ outcomes associated with the PCT, many of which were reflected improved quality
of care as evidenced by:
0 improved pain and symptom management
reduced caregiver burden
greater services provided a home
crisis and hospital avoidance
timeliness of access to care
increased care provider capacity to provide palliative/ end-of-life care
improved communication with clients.

OO0OO0OO0OO0OOo

Use of Health System Resources: Key stakeholder survey respondents were asked to identify
any key or most significant impacts associated with the PCT. The majority of identified
outcomes were related to hospital avoidance (prevention and reduced visits to the ED).
Similarly, it was noted that collaborative care among provider agencies and the PCT has
optimized the use of existing resources. The impact of the team on health system resources is
reflected in the following comments:

“Able to get direction, orders, visits by MD's after hours when normally GP's unavailable.
This is a huge benefit to the client as well as the nurse. Avoids ER visits.”

“Information sharing, effective interdisciplinary communication, learning, care planning have
all been enhanced.”

“The collaborative approach at the team meetings increases the resources for problem
solving.”

“Decreased ER visits, decreased visits to Palliative Care Unit for symptom management.”

Safety within Home Environments: Key stakeholder survey respondents were asked to rate
the current level of safety within home environments for palliative/ end-of-life care in comparison
to prior to the inception of the PCT. Generally, the majority of respondents (62%) reported that
the level of safety within home environments had not changed as a result of the team; 31%
indicated that safety had improved (See Figure 8). These results are less than expected targets
(as outlined in the evaluation framework; expected target — 90% of providers reporting safer
home environments as a result of the team).
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Figure 8: Safety with the Home Environment*: Change as s

@ Less safe now
0O About the same
0O More safe now

Change Ratings

*5 point rating scale: 1 (less safe now), 2, 3 (about the same), 4, 5 (more safe now); Less

safe now = sum of ratings of 1 and 2; More safe now = sum of ratings of 4 and 5.

Note: Percentages do not sum to 100% due to missing responses.

Health System-Related Impacts as Identified by Key Stakeholders and PCT

Representatives

Interviewed key stakeholders and PCT representatives identified a number of health system

impacts associated with the PCT; these are summarized in Table 13.

Table 13: Summary of Health System-Related Impacts as Identified by Key

Stakeholders and PCT Representatives

Heath System Impacts

Increased home deaths
Hospital avoidance
Emergency Department avoidance with direct hospital admissions
Shorter hospital lengths of stay
Increased and timely access to palliative care
Improved communication among provider agencies
Improved collaboration among provider agencies
Improved care coordination
Increased use of standardized tools (PPS/ ESAS) among all care
providers

Increased perceptions of care at home as “safe”

e Integrated care

e Increased home deaths: It was noted there has been an increase in the number of
home deaths over the same time period last year, and there is greater concordance
between client wishes and place of death. For example, it was noted that while many

LORETTA M. HILLIER

Health Care Research and Evaluation

Imhillier@rogers.com

26



clients/ family members may prefer a home death fears about limited support prevent
them from doing so. Support provided by the team allows clients and caregivers to make
informed decisions and care plans with the result that many choose to die at home.

“We've had a number of ‘good deaths’ at home that may not have happened without
the team.” [PCT representative]

“There’s always going to be pain with cancer and they [clients] just have no idea that
we would be able to manage that for the most part at home. They just kind of
automatically think you have to go to the hospital. So when they find out, yea, they
can be at home and as long as we can control the pain, and that’s very likely, then
they’re usually that's what they want to do.” [Key stakeholder]

“The increased supports and timeliness of access to care has resulted in the clients
and caregivers being more comfortable about deciding to remain at home at end of
life.” [Key stakeholder]

o Hospital avoidance: Access to care and supports in place to provide care at home was
noted to prevent ED visits, particularly avoidable ED visits. In addition, with the formation
of the team, the team physician as a palliative care specialist no longer requires a
physician referral to see clients; therefore clients can be seen by the team physician as
needed to prevent ED visits and potentially subsequent hospital admission. Consistent
with this, it was noted that admissions from the community to the hospital palliative care
unit have reduced since the inception of the team, reflecting a more appropriate use of
hospital resources.

“The fact that very clearly the clients that would have went in to the ER at end of life
if they became complex and did not have the team care, a large portion of those
clients would have went to ER at end of life and they would have died in hospital,
taking up a hospital bed. They would have been admitted to the hospital.” [PCT
representative]

“Well | think one thing that I'm seeing too is less referrals to the palliative care unit. |
think our out of town people, when the supports weren't there, that was kind of their
only option and then our palliative care unit was being utilized for pain and symptom
management, and | see that that is decreasing somewhat, because we are able to
do that in the community.” [Key stakeholder]

e Emergency Department avoidance with direct hospital admissions: Team support
and collaboration with admitting physicians has allowed clients requiring hospitalization
to be directly admitted to the hospital without having to be admitted to the ED first. This
reduces stress on the ED system as well as stress and anxiety for clients and family
members.

“Even when they [clients] do go to hospital, it's having this team and being able to
resource with the doctor, we can usually do direct admit as opposed to them going to
emerg... So that in itself is pretty big. It takes that anxiety and even decreases the
system and ER assessments.” [Key stakeholder]
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e Shorter hospital lengths of stay: Supports available in the community through the
team have allowed clients to return home sooner than previously. In addition, as the
team is able to maintain clients at home for as long as possible, those who go to hospital
are there for shorter lengths of stay.

“Even when people do get admitted it's often for less time. They stay longer at home
and then go in for 2- 3 days, then die. It's too bad we couldn’t get them through those
2 days but in the past they might have spent 2 -3 weeks in the hospital. But we're
able to keep them at home until the very end.” [PCT representative]

“I think they [clients] build a better trust. They see the symptoms are being managed,
so they're not, keen to get into the hospital. And if they go in it just may be their last
24 hours as opposed to a week. So it may not totally prevent people from going to
hospital, but it certainly | think decreases the amount of time people are spending in
hospital.” [Key stakeholder]

e Increased and timely access to palliative care: The team has been able to respond
quickly to new referrals, usually within 24 hours, and immediately to crisis situations.
This response time prevents ED visits and emotional distress for clients and family
members. Moreover, it was noted that the team is able to mobilize needed equipment,
supplies, and home laboratory services in a timely manner.

“[The team] gets everyone on the same page quicker with biweekly rounds.
Everyone is present therefore they get started on planning and implementation
quicker.” [Key stakeholder]

“The assistance that they [PCT] provide helps to expedite testing and interventions
that maybe they [clients] would have waited longer to see a specialist or all the
services that are required for better symptom management are there.” [Key
stakeholder]

¢ Improved communication among provider agencies: With the implementation of the
team there is improved communication among provider agencies so that medical and
social issues, particularly crises, are managed in a timely and efficient manner
regardless of which provider agency the resource nurse team member and client are
associated with.

“I think it's also helpful, if somebody has a potential for crisis, are being brought
forward so that those who are on call are made aware of it. So again the
communication is broader because you're using the different resources from the
agencies on the team. So if the client is from point A, but your resource nurse is from
point C, they still have an awareness of the client where they might not have before.”
[PCT representative]

“Overall, effective communication throughout the whole system has certainly
improved with the community, with all the stakeholders, with everybody involved with
direct and indirect care, it's much more visible and that impacts the flow and the
outcomes.” [Key stakeholder]
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e Improved collaboration among provider agencies: With the implementation of the
team there is improved collaboration among provider agencies. Moreover, increased
partnerships and networking among the nurses from different agencies has contributed
to capacity building and increased resource support for nurses.

“I think there’s getting to be a build of trust too between the different providers.” [Key
stakeholder]

“There is a cohesiveness, the team has really impacted the cohesiveness especially
among organizations, which we needed desperately. So there was a real trust factor
missing from organizations, so | think that's really made a difference.” [Key
stakeholder]

e Improved care coordination: All of the key health professionals/ services involved in a
client’s care are now working together to identify needs and develop coordinated care
plans in a more timely and efficient manner.

“It [PCT] has also helped with coordination, and for the case managers to know that
the team is available, | believe it has definitely impacted at their end as well.” [Key
stakeholder]

“All of the key players pull together for end-of-life care. It falls into place easily with
the team because the key players are better partnered. There seems to be less push
and pull at end of life to get clients what they need.” [Key stakeholders]

“It's much easier to identify the needs of the client if everybody is at the table
representing all of the services, care, and all of that information be included in the
CHRIS and shared with everybody. It allows for a much better way of navigating the
client, at end of life so that all their needs are identified. Everybody has the most up
to date information and to act upon it... that's something that hasn’t happened before.
We're now, instead of having one report from one individual care provider, about the
service plan changes you have all care providers and you have social work as well,
and the physicians who can all determine any given needs in that rounds and then
determine how to move forward. Much more comprehensive and much more team
focused.” [PCT representative]

o Increased use of standardized tools (PPS/ ESAS) among all care providers: Use of
assessment tools has increasingly become common place as well as increasing
frequency of updates on test scores (e.g., re-administration of the PPS as client
condition changes). The use of these tools has resulted in