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Welcome
• Today’s webinar will be hosted by CFN’s
Manager of Research & KT: Amanda Lorbergs

• We will answer as many Qs as time permits
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Reminder: Survey & Webinar

•

Survey will pop up on your screen after
webinar
•

•

Feedback on how to improve webinar series

Webinar slides & video available for viewing
online within 1-2 days at:
•

www.cfn-nce.ca
2019-11-13

cfn-nce.ca/news-and-events/webinars

Next CFN Webinars
Register at:
http://www.cfn-nce.ca/webinars/
• Wednesday, November 27, 2019 at 12 noon ET
Developing patient-provider partnerships across the system – CFN-funded Catalyst Grant
Program – Paul Stolee, University of Waterloo

• Wednesday, December 4, 2019 at 12 noon ET
Integrated Approach to Palliative Care in Acute Care (iPAC-AC) – CFN-funded Catalyst Grant
Program – Kelli Stajduhar, University of Victoria, Neil Hilliard, Fraser Health Authority, Richard
Sawatzky, Trinity Western University
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2020 CFN Training
Programs
• Application Packages for 2020 Interdisciplinary
Fellowship & Summer Student Awards Programs due
Monday, December 16, 2019 by 12 noon EST
• Intent to Apply must have been submitted
• Visit: www.cfn-nce.ca/training/ for more details
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Presenter
Making SENSE with Families in Long-term
Care: A Knowledge-to-Action Study
• Associate Professor in the School of
Nursing at the University of British
Columbia
• Received her PhD and BSN in Nursing from
UBC; MS in Nursing from the University of
Western Ontario
• Research focuses on improving the
inclusion of families in long-term care
homes
www.cfn-nce.ca
2019-11-13

Jennifer Baumbusch,
RN, PhD, MSN, BSN
University of British Columbia

Making SENSE with Families in Long-term Care:
A Knowledge-to-Action Study
November 13, 2019
Webinar

Presented by Principal Investigator: Jennifer Baumbusch (@GERONursing)1
Co-Investigators: Elisabeth Drance1, Deborah O’Connor1, Alison Phinney1,
R. Colin Reid1, Patricia Anne Rodney1, Jo-Ann Tait2, Catherine Ward-Griffin3
University of British Columbia1, Providence Health Care2, University of Western Ontario3

Agenda
• What is the knowledge to be translated? How will it
be translated?
• Purpose and Research Objectives
• Study Procedures
• Results

• Pre-Survey
• Workshop Series
• Post-Survey/Debrief

• Methodological Lessons Learned
• Discussion and Implications

What is the knowledge to be translated?
• Existing literature about families in LTRC
• Family role is ambiguous and largely invisible
• Families often feel excluded from decision-making, unsure of
how they can contribute/boundaries with staff roles
• Negative experiences lead to poor mental health outcomes for
family and staff, affects quality of care for residents
-Puurveen, Baumbusch & Gandhi, 2018, Journal of Family Nursing, 24(1), 60-85

• Recommendations from family participants in a 4-year
CIHR-funded study: Inviting Dialogue on Experiences of
Active involvement in Long-term care (IDEAL)
-https://gero.nursing.ubc.ca/research/current-projects/ideal/

How will knowledge be translated?
• Intervention research with families in long-term care
homes is limited.
– Interventions that have been conducted have
focused on psycho-education with/and support for
family members, as well as relationship-building
between families and staff.
» Baumbusch, Minaker & Leblanc (manuscript in development)

• Our study employed a collaborative approach in which
the intervention was co-constructed with family
members.

What is SENSE?
•
•
•
•

S: Support
E: Education
N: Networking
SE: Sustained Engagement

Purpose & Research Objectives
The purpose of the study was to pilot a collaborative knowledge
translation intervention with families in a LTRC setting.
Research objectives:
1. Identify key areas for education, peer support and networking
for families.
2. Develop, implement, and evaluate a series workshops that are
co-created and delivered by family members and clinicians.
3. Assess the impact of SENSE workshops on a) knowledge about
issues in long-term care and b) sense of involvement in care.

Study Procedures
This was a multimethod intervention
• Pre & post surveys
• Workshop debriefing
interviews
• Participant
observation and
field notes
• Workshop
development team
member interviews

Study Timeline
• Winter 2016/17
– Pre-surveys

• Spring 2017

– Workshop series
– Three workshops scheduled every two weeks (April 10,
April 24, May 8)

• Summer 2017

– Data analysis and interpretation

Setting & Overview of Participants
• Setting:

– 90 bed owner operated long-term care home

• Participants:

– N=36: Pre-survey
– N=11: Workshop participants
– N=19: Post-survey (8 workshop attendees, 11 nonattendees)
– N=4: Family members on workshop development
team

Pre-Workshop Survey

Pre-Workshop Survey
• 82 pre-workshop surveys were mailed out to primary
contact family caregivers in November and December
2016.
• 36 usable surveys were returned (44% response rate).
• The pre-workshop survey had three sections: (1)
socio-demographics; (2) Family Involvement and
Importance of Family Involvement (FI&IFI) scale; (3)
workshop preferences.

Demographics:
Family Member
(N=36)

Paid Employment

Education

Gender

Age (years)

Full-time
Part-time
Retired
Other

11
5
18
3

PhD/MD
Masters
Undergraduate
College
High School

4
6
14
8
4

Female
Male

24
12

35-64
65-79
80+

18
16
2

Relationship to resident

Demographics:
Family Member
(N=36) (cont’d)

Child
Friend
Child-In-law
Sibling
Spouse
Other/No response

15
2
1
2
14
2

Residents’ main diagnosis
Dementia
Stroke
Dystonia
Schizophrenia
No response

29
2
1
1
3

Residents’ gender

Residents’ age (years)

Woman
Man
No response
Mean
Range

20
15
1
79
59-100

Family Involvement and Importance of Family
Involvement Scale

• 20 items

• 2 scales (present in facility vs important to me)
Sample statements:
•

•
•

I feel like I am involved in decision-making about my family
member’s care when he or she cannot make decisions for
themselves
Administrators have asked my opinions about the quality of
care provided at this facility.
I feel comfortable phoning staff members and talking to
them about how my family member is doing

Fig. 1 Suggested
Reid, Chappell,topics
Gish, marked
2007
“highest level of
interest”

Results of Family Involvement Scale, Pre-Survey
(N=36)
SCALE

M(SD)

F-INVOLVE
F-IMPORT

49.8 (10.1)
61.6 (10.5)

RANGE
Actual
32 - 77
31 - 76

Possible
20 - 80
20 - 80

There was a significant gap between family members’
actual involvement and their perceived importance of
involvement in their relative’s care [t(35) = -5.6, p = 0.00]

Pre-Survey: Workshop Content
32 respondents expressed interested
in attending the workshop series.
Based on findings from the IDEAL
study, three topics were suggested
and participants ranked them from
highest to lowest amount of interest.
Suggested topics marked
“highest level of interest”

Workshop Series

Workshop Overview
• 9:30 – 10: Registration
• 10 – 12: Workshop
(education & support)
• 12 onwards: lunch and
networking

Workshop
Participants

Paid Employment

Education

11 Family Members attended
the workshops

5 attended all three workshops
5 attended two workshops
1 attended one workshop

Full-time
Part-time
Retired

2
3
6

PhD/MD
Masters
Undergraduate
College
High School

1
2
3
4
1

Female
Male

8
3

Gender

Age

Mean (years)
Range (years)

Relationship to resident

65-69
35-80+

Child
Friend
Spouse

3
1
7

Residents’ main diagnosis
Dementia

11

Workshop 1: Being an Effective Advocate
Outline






Welcome & Introductions
The who’s and what’s of communication
The legal framework for decision-making
The concerns & complaints ladder
Additional resources for advocates

Feedback Sheet Questions

Layout and seating for Workshops

 What did you like best about the
workshop?
 What should we do differently?
 Other comments?
Fig. 1 Suggested
topics marked
“highest level of
interest”

Highlights from Feedback
What participants liked best about the workshops:
 The opportunity to share stories of caregiving and compare
journeys with other caregivers.
 Eager to highlight need for systemic reforms.
 Learning practical information.
 Participants appreciated the range of experiences and
backgrounds in the room, the food and opportunity to socialize
during lunch, as well as the support from research team
members.
Fig. 1 Suggested
topics marked
“highest level of
interest”

What participants thought could be improved:
 Participants wanted to hear more from the researchers, in
terms of their insight and expertise.
 A better balance of sharing their stories, practical information
and “big picture” insights.
 Much of the information presented would have been more
useful to them at earlier stages in their caregiver journey, and
for the future workshops they would like information about
caregiving in the later stages of dementia and end of life.
Fig. 1 Suggested
topics marked
“highest level of
interest”

Workshop 2: Understanding the Progression of Dementia
Outline:
 Welcome & (re)introductions
 What would you like to take
away from today’s workshop?
 From medical to relational
care
 Medications: the good, the
bad & how to decide
 Later stage of dementia

Note: Feedback sheet changed to ‘two stars
and a wish’ for the second and third
workshop.
The P.I.E.C.E.S framework for decoding Dementia-related behaviours

Fig. 1 Suggested
topics marked
“highest level of
interest”

Highlights from Feedback
Stars:

Wishes:

 Sharing their personal
experiences

 More time, a longer
workshop.

 Excellent and appropriate
information from experts

 Less lengthy discussion of
issues individuals
experience with the
system.

 Information helped
participants understand
why certain care plans are
recommended by staff re:
cause and effect for
symptoms and
medication

 It was difficult to take in
all of the important
information.
Fig. 1 Suggested
topics marked
“highest level of
interest”

Workshop 3: Making Moments Meaningful:
Spending Time with Your Relative
Outline:
 Welcome &
(re)introductions
 What would you like to
take away from today’s
workshop?
 Take care of the caregiver
 Making moments
meaningful for everyone

SENSE Post-Workshop Lunch

Fig. 1 Suggested
topics marked
“highest level of
interest”

Highlights from Feedback
Positive:
 The networking and
support during lunch.
 ”The workshops gave me a
voice.”
 Felt supported by other
participants and
researchers.
 Appreciated suggestions
for ‘meaningful moments.’

Areas for Improvement:
 Some participants felt
others told the same story
repeatedly at each
workshop.
 Desire for tailored
information based on the
relationship with resident
(e.g. spouse or child).
 Wished that there was an
ongoing workshop series
once a month. Fig. 1 Suggested
topics marked
“highest level of
interest”

Post-Workshop Survey and Debrief

Post-survey results from 11 family members who did not attend the workshop
series:
Reasons for non-attendance at the workshops

Between the preand post-surveys:

1
1

4

 4: relatives died.
 4: relatives
transferred (2 to
another facility,
1 to hospital).

2

2

Time of Day
Topics were not of Interest
Was not able to Commit to all Three
Distance & Travel Expense
Personal Illness

Fig. 1 Suggested
topics marked
“highest level of
interest”

Post-survey results from 8 family members who attended the workshop series:
Workshop Participant Felt Was Most Helpful for
Their Relationship with Resident:

2

Workshop Participant Felt Was Most Helpful for
Their Relationship with Staff:

2

1

2

2

1

0

2
4
Workshop 1: Being an Effective Advocate
Workshop 2: The Progression of Dementia

Workshop 1: Being an Effective Advocate

Workshop 3: Making Moments Meaningful

Workshop 2: The Progression of Dementia

All

Workshop 3: Making Moments Meaningful

Abstain due to Death of Resident

Fig.
Abstain due to Death of Resident

1 Suggested
topics marked
“highest level of
interest”

6 out of 8 of participants noticed a

change in their involvement at the facility
since the beginning of the workshop series

“I have been less involved in my father’s
care and held staff more accountable.”
FM21

6 out of 8

participants created new connections with
families where their relative lives.

“I Ifound
foundititvery
veryhelpful
helpfultotosee
seehow
how
others
othershave
haveproblems
problemsand
andsolutions
solutionsI I
didn’t
didn’treally
reallyknow
knowtoo
toomuch
muchabout.
about.
Comparing
toto
mymysituation
Comparingstories
stories
situation
opened
openedmy
myeyes
eyesand
andprovided
providedideas
ideasof
what Iofshould
doing.”
what be
I should
beFM25
doing

“More communication with
staff/admin. More relaxed time with
loved one.” FM13

2 out of 8 participants connected

outside of the workshop with other
participants. (an additional 3 reconnected
Fig. 1 Suggested
with FM they already knew).
topics marked
“highest level of
interest”

Methodological Lessons Learned
• Family members bring different learning styles,
personalities and experiences to the group.
• It may be better to have groups based on familial
relationship and/or different times of day to
accommodate people who work full-time.
• Family members need different information at various
points in their journey.
• Small sample size/participant group needs to be
considered in relation to methods.

Discussion & Implications
• Contrary to some research and anecdotal information,
family members do want to be involved in their relative’s
care and are willing to participate in facility-based
activities.
• This research offers an alternative to Family Councils,
which have not been demonstrated to improve family
involvement or inclusion.
• Further research is needed that considers ways to
include i) diversity of family needs and ii) develop
capacity among family members to lead workshops.

Contact Information:
Jennifer Baumbusch
Associate Professor
UBC School of Nursing
gero@nursing.ubc.ca
Twitter: @GERONursing
Facebook: GERO at UBC

Post-webinar survey
Survey will pop up on your screen after webinar
• Feedback on how to improve webinar series

Next webinar
Wednesday, November 27, 2019 at 12 noon ET: Developing patientprovider partnerships across the system – CFN-funded Catalyst Grant
Program – Paul Stolee, University of Waterloo

Project contact
Jennifer Baumbusch: gero@nursing.ubc.ca
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