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Background
As the population continues to age, more people will die in long 
term care (LTC) homes

These people represent one of society’s most frail and 
marginalized populations who often struggle with managing 
multiple chronic conditions and social isolation

Palliative care is complicated for residents who suffer with 
dementia due to the gradual loss of their cognitive abilities
decision-making related to care needs often rests with family members or 

health care professionals
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Palliative Approach in LTC
Begins when residents are admitted into LTC, most have chronic, 
life-limiting conditions

Based on symptom management and residents needs, not 
prognosis

Interdisciplinary approach to care within a holistic perspective, 
resident-focused

Focus on preparation and care planning

Need for family education and support

2015-10-05 SPA-LTC PROJECT - TVN FUNDED 2014-2016 7



5 Year Project (2009-2014)
Goal of the Community University Research Alliance funded by 
the Social Sciences and Humanities Research Council (SSHRC)  
entitled Improving the Quality of Life of People Dying in Long Term 
Care Homes was to improve quality of life for people who are 
dying in LTC homes through developing palliative care programs 
using a process of community capacity development (PI: ML 
Kelley) 

Developed toolkit for other LTC homes to access:

www.palliativealliance.ca

SPA-LTC builds on this work by implementing and evaluating 
some of these tools
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http://www.palliativealliance.ca/


SPA-LTC Project: 
An Overview



SPA-LTC Project Methods 
Participatory Action Research Study 
Champion Team

Advisory Board

Program Components Shift with feedback and evaluation

Mixed methods
Focus group data

Surveys

Chart data 

Multiple Case Study Design
4 LTC sties
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Community Palliative 

Care Consultants

Research Team
Advisory Board: Partners & Decision Makers

LONG TERM CARE HOME

Develop PC Champion Team

• opinion leaders

• meet bimonthly

Hold Comfort Care Rounds

• meet bimonthly

• PC consultant to attend

• education and reflection

Implement PPS

• weekly if <30%

• monthly if > 30%

Bereavement Follow-up

• occurs 1 month post-

death

• LTC staff calls family to 

provide support and 

referral if needed

EOL Family Care Conferences

• occurs if PPS<30%

• family completes questionnaire 

before FCC

• family meets with IP team

SPA-LTC Core Components



Preliminary findings from 
our pre-implementation 
focus groups



Focus Group Purpose
 Develop an understanding on different stakeholders’ 

perspectives of what palliative care means

 Engage knowledge users at the front end of the research

 Examine perspectives and reactions to proposed study 
interventions
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Focus Group Participants 
A total of  20 focus groups were conducted in all four 
participating homes with 124 participants: 

24 residents

14 family members

33 personal support workers (PSWs)

25 nurses

21 support staff 

4 volunteers

3 Other

2015-10-05 SPA-LTC PROJECT - TVN FUNDED 2014-2016 14



Focus Group Analysis
Three step process of analysis informed by grounded theory 
approach
Open coding

Axial coding

Selective coding

Coding structure developed with resident data and refined with 
analysis of other stakeholder groups
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Findings –Main Themes
Overarching sense of passivity amongst residents
Did not see themselves as agents of their own care

Conceptualizations of palliative care trajectory limited
Residents focused on post mortem

Staff focused on final days of life

Public nature of death and dying impacted residents’ and 
families
Highlighted for residents what they felt t be ‘good’ vs ‘bad’ end of life 

care

Made families worried about feeling abandoned when residents died

Fears not expressed to staff
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Implications Adaptations to 
Intervention
Development of illness trajectory pamphlets
Meet informational needs expressed by families

Help to activate early identification and discussion

Development Methods
Material from 5 on-line sites

Reviewed by specialists in palliative care (PC) (n= 2) and 
Alzheimer's and dementia (n=1), LTC staff (n= 34) and residents 
(n=1) 

Assessed for readability
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An Illness Trajectory Resource 
for Dementia Caregivers



Preliminary findings 
from our staff surveys



Staff Survey Purpose
 Gather base line data on overall state of staff knowledge 

and comfort with palliative care

 Examine possible differences between registered, staff, 
support staff and PSWs on knowledge and comfort

 Tools selected were Not discipline specific

 Guide implementation by site specific areas requiring 
attention 
 Trends in knowledge gaps 
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Staff Surveys
Training, Experience and Role
education, occupation, hrs per week

Inter-professional Collaboration for Palliative Care 
attending rounds, reviewing charts, attending care conferences

 Intensity of Professional Collaboration Survey (Sicotte et al., 2002)

17 items, 5 point likert scale

Comfort and Knowledge Related to End-of-Life Care
End-of-Life Professional Caregiver Survey (Lazenby et al., 2012)

28 item, 5 point likert scale



Summary of Staff Survey 
Participants
A total of 296 staff surveys were collected in all four 
participating homes (42% response rate, overall). The total 
amount of surveys collected among staff are as follows: 

119 PSWs (40% of total responses)
44% PT & 56% FT; 66% between the ages of 35-54

66 Nurses (22% of total responses)
30% PT & 70% FT; 63% between the ages of 35-54

103 support staff (35% of total responses)

8 Allied Health Professionals (3% of total responses)
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Preliminary Between Groups 
Analysis
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Descriptive statistics were compiled for items related to 
nurse and PSW roles and responsibilities within a palliative 
care context

Specific survey items were also evaluated for differences 
between nurses and PSWs in responses across end-of-life 
care knowledge and practices (t-tests)

Between groups ANOVAs were also performed to explore 
differences between nurses, PSWs and support staff on items 
related to staff and peer support resources 



Findings Descriptive Analysis
PSWs & Nurses

2015-10-05 SPA-LTC PROJECT - TVN FUNDED 2014-2016 24

Nurses more integrated in care planning than PSWs

85% of PSWs say they have contributed to the development of care 
plans compared to 97% of nurses

63% of PSWs say they have attended care conferences compared to 
83% of nurses



Findings – PSWs & Nurses
End of Life Caregiver Survey
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Nurses PSW

Item M SD M SD T-test

I am knowledgeable about cultural 

factors influencing end-of-life care 
2.75 1.03 2.24 1.36 6.66*

I am comfortable dealing with 

patients’ and families religious and 

cultural perspectives 
3.16 0.88 2.82 1.36 3.17

I can recognize when patients are 

appropriate for referral to hospice 
2.91 0.92 2.21 1.34 13.54**

I am familiar with palliative care 

principles and national guidelines 
3.08 1.09 2.80 0.93 2.89

*p<.05

**p<.001



Findings – PSW, Nurses & Support Staff
End of Life Care Caregiver Survey
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Support 

Staff

Nurses PSW

Item M SD M SD M SD F-test

I have personal resources to 

help meet my needs when 

working with dying patients 

and their families 

1.69 1.30 2.88 1.13 2.43 1.35 16.11**

I feel that my workplace 

provides resources to support 

staff who care for dying 

patients 

2.39 1.49 2.97 1.03 2.93 1.38 5.92*

*p<.05

**p<.001

Post hoc bonferroni tests found no significant differences between nurses and PSWs on these survey 

items. However, compared to both nurses and PSWs,  support staff were significantly less likely to 

indicate they had access to resources to support their work with this population.
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