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Welcome
Dear Knowledge Network M
Members,
On October 27th and 28th w
we held the 4th Summit of the Knowledge Network
in Rural and Remote Dementi
Dementia Care in Saskatoon. Forty-five people participated in the Thursday evening p
poster session and the Friday knowledge exchange
meeting. On behalf of the res
research team, I want to thank everyone who attended and contributed to the success of this yearÊs Summit. We look forward
to this opportunity each year to discuss our research findings and our plans for
future studies, and we value your suggestions and ideas. I would like to thank
our keynote speaker, Dr. Janice Keefe, for traveling all the way from Halifax to
present her research, and for judging this yearÊs student poster prize.

If you did not attend
the Summit in 2011, and
are interested in attending Summit 5 in 2012
please contact Debra
Morgan at
debra.morgan@usask.ca

At the Summit I provided some background about an exciting new initiative
launched by the Canadian Institutes of Health Research, focused on
Community-Based Primary Healthcare. This initiative will support research
teams to conduct interdisciplinary research to develop, implement, and evaluate innovative models for chronic disease management and improve access
to primary healthcare for vulnerable populations. On October 17th 2011 we
held a consultation and planning meeting with 53 stakeholders, including family members, healthcare providers, and administrators. The aim of the meeting
was to identify gaps in primary healthcare for individuals with dementia and
their caregivers in rural and remote settings, and to identify new models of care
that could be implemented and evaluated under this new research program.
We are using the recommendations from the consultation to develop a team
grant, which we are calling Rural Dementia Action Research, or RaDAR.
I would like to acknowledge the Canadian Dementia Knowledge Translation
N
Network, which provided funding to evaluate the Summit as a knowledge excchange strategy. The Canadian Institutes of Health Research, and the
Saskatchewan Health Research Foundation also supported the Summit through
S
tthe CIHR-SHRF Applied Chair in Health Services and Policy Research that I
hold.
h
Sincerely,

Debra Morgan
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Introduction to the Summit
Following the order of events as described in the Summit
mit agenda, which is
reproduced on page six, this report summarizes the activities
ctivities of the 4th Annual
Summit of the Knowledge Network in Rural and Remote
ote Dementia Care held in
Saskatoon on the 27th and 28th of October, 2011.
The Knowledge Network in Rural and Remote Care held
eld its first face-to-face
Summit meeting in 2008. The groundwork for the Knowledge
l d N
Networkk started
d
years before the first Summit with an interdisciplinary team focused on research,
interprofessional training, and capacity development at the University of
Saskatchewan. The Team has come to be know as the Rural Dementia Care team,
and includes researchers from a variety of disciplines. The Rural and Remote
Memory Clinic at Royal University Hospital operates today because of the teamÊs
work to bring a variety of disciplines and technology together to better serve
people living in rural and remote areas of the province.
In 2009 Dr. Morgan was awarded a five year jointly-funded CIHR-Saskatchewan
Health Research Foundation Applied Chair in Health Services and Policy Research.
The aim of the chair, titled Healthcare Delivery Across the Continuum for Rural and
Remote Seniors with Dementia, is an integrated program of research, mentoring
and education, and knowledge translation and exchange. The Knowledge
Network in Rural and Remote Dementia Care is a key activity of this applied chair,
and the Summit is an important annual opportunity for the Network.

Not including the
Saskatoon-based members
of the Network or outof-province guests, rural
members of the Network
travelled an average
550 km round-trip to attend
the Summit in Saskatoon.

The sharing of knowledge and expertise among members of the Network is an
important goal of the annual Summit meetings. The Network includes a diverse mix
of: researchers interested in rural and remote dementia care, people who work to
provide care to those with dementia in rural and remote areas, and individuals,
families, and friends affected by dementia.
As this report outlines, Network members this year had many opportunities to
both share their knowledge and learn from one another. On page 14 is Summit
attendeeÊs feedback on this yearÊs Summit, and you will find further resources and
more information in the appendices at the end of this report.
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Thursday Evenin
Evening Poster Session
Rural Idyll vs. Rural Deficiencies: Dementia Care in Rural Family Practice

Delivering Cognitive Rehabilitation by Telehealth to Individuals with
Dementia in Rural Areas
Rachel L. Burton & Megan E. O’Connell

BACKGROUND
• What is cognitive
rehabilitation?
9 Individualized treatment that
helps people with cognitive
impairments (i.e. memory
problems) set and attain
personally relevant functional
goals.
9 Can help individuals with
dementia and their loved ones
find ways to manage better in
their daily lives.
9 Currently, treatment requires
approximately eight weekly inperson sessions with a trained
clinician.
• What is the purpose of this
project?
9 Evaluate the acceptability and
feasibility of delivering cognitive
rehabilitation through
telehealth.

PHASE 1
Interest in Cognitive
Rehabilitation

PHASE 2
In Person and Telehealth
Delivered Treatment

Conduct interviews and
administer a questionnaire in
order to:
•Ask Memory Clinic patients and
caregivers if they are interested
in cognitive rehabilitation.
•Understand how those who are
interested would like help in
their daily lives.
•Ask if travel to Saskatoon for
treatment is feasible and if
telehealth delivered treatment is
preferred.

• Replicate previous research
that has provided cognitive
rehabilitation to individuals with
dementia and their caregivers
in person (i.e., Clare et al., 2010).
• Provide cognitive rehabilitation
over telehealth to patients and
caregivers.
• Compare the efficacy of in
person and telehealth delivered
treatment.
• Document and explain how
cognitive rehabilitation needs to
be modified to be implemented
using telehealth.
Reference and Acknowledgements
Clare,L.,Linden,D.E.J.,Woods,R.T.,Whitaker,R.,Evans,S.J.,Parkinson,C.H.,…
Rugg,
M.D.(2010).GoalͲOrientedCognitiveRehabilitationforPeopleWithEarlyͲStage
AlzheimerDisease:ASingleͲBlindRandomizedControlTrialofClinicalEfficacy.
AmericanJournalofGeriatricPsychiatry,18, 928Ͳ939.doi:10.1097/JGP
0b013e3181d5792a.

This research is supported by an Alzheimer
Society Research Program Doctoral Award and
in kind support from Telehealth Saskatchewan.

THE PERSONHOOD IN DEMENTIA QUESTIONNAIRE:
DEVELOPMENT AND PSYCHOMETRIC TESTING
Paulette Hunter, M.A., St. Thomas More College, University of Saskatchewan
Thomas Hadjistavropoulos, Ph.D., Department of Psychology, University of Regina
Sharon Kaasalainen, R.N., Ph.D., School of Nursing, McMaster University

William Smythe, Ph.D., Department of Psychology, University of Regina
David Malloy, Ph.D., Kinesiology and Health Studies, University of Regina
Jaime Williams, Ph.D., Department of Psychology, University of Regina

Contact: Department of Psychology, St. Thomas More College, University of Saskatchewan, S7N 0W6, phunter@stmcollege.ca, Tel: (306) 966-2175, Fax: (306) 966-8904

ABSTRACT
It has been proposed that beliefs about loss of personhood in dementia (e.g., the
belief that personality disappears as dementia progresses) lead to poorer patient
care. Since most of the evidence to support this claim is anecdotal, we developed
the Personhood in Dementia Questionnaire with the objective of encouraging
research in this area. We conducted a literature review and consulted with
subject matter experts to develop a 64-item draft questionnaire that was
administered to 60 nurses and special care aides at long-term care facilities. We
then improved the questionnaire by removing items that reduced the
questionnaire’s internal consistency or were associated (r ≥ 0.20) with a measure
of socially desirable response bias. Finally, we studied the convergent validity of
the questionnaire by examining its correlation with a person-centred dementia
care scale. The resulting 19-item Personhood in Dementia Questionnaire has
good internal consistency reliability (α = 0.873). It is not significantly influenced
by social desirability (no items were significantly correlated with a measure of
socially desirable response bias). After controlling for social desirability
responding, convergent validity was supported by a moderate and statistically
significant (r = 0.385) correlation with a scale measuring person-centred care and
discriminant validity was supported by a non-significant correlation with a scale
measuring beliefs about cancer and its treatment (r = .198). Initial results suggest
that the Personhood in Dementia Questionnaire may have good potential for use
in empirical research on person-centred dementia care.

INTRODUCTION
• Frameworks for person-centred care are increasing in popularity in
Canada. For instance, the Alzheimer’s Society of Canada (2011)
recently developed a set of person-centred Guidelines for Care.
• The premise behind person-centred care frameworks is that
negative beliefs about personhood in dementia can result in
compromised patient care (e.g., Kitwood, 1997).
• We wanted to contribute to emerging empirical research in this
area by testing this claim.
• We decided to develop a questionnaire to measure long-term care
workers’ beliefs about personhood in dementia.
• This poster describes the development and psychometric
properties of the questionnaire, which we called the Personhood in
Dementia Questionnaire.

FIGURE 1: SAMPLE PDQ ITEMS
• Most residents with dementia are still capable of making some informed
choices about their lives.
• Residents with very advanced dementia are so low-functioning that they
are no longer persons.
• Residents with dementia contribute to a sense of community within our
long-term care facility.
• As dementia advances, residents with dementia no longer experience
basic feelings such as pleasure.

DISCUSSION

METHOD
• First, we conducted a literature review to identify definitions of
personhood in the philosophical and psychological literatures. These
definitions were described in terms of the following themes:
Rationality, Sentience, Psychological continuity, Bodily continuity,
Emotional capacity, Agency, Human being
• Then, we conducted group and individual interviews with key
informants (nurses and special care aides who regularly work with
patients who have dementia diagnoses). We inquired about the
rewards and challenges of their work, and about care practices.
Using a qualitative method called thematic content analysis
(Burnard, 1991) we identified themes about personhood that were
reflected in interviewees’ responses.
• Next, we used the themes identified in the literature review and by
key informants to generate an initial item pool comprised of 64
items. See Figure 1 for sample items.
• We administered this initial version of the Personhood in
Dementia Questionnaire to 60 nurses and special care aides who
work in long-term care.
• A survey was used to identify low subject matter expert
agreement on item themes. Only items with subject matter expert
agreement of 80% or higher were retained (see Figure 2).
• Statistical analyses were then used to identify the items with the
weakest psychometric properties. These items were also removed
(see Figure 2).

RESULTS
• The resulting 19-item Personhood in Dementia Questionnaire has
good internal consistency reliability (α = 0.873). See Figure 1 for
sample items.
• It is not significantly influenced by social desirability (no items
were significantly correlated with a measure of socially desirable
response bias).
• It is nonetheless important to control for socially desirable
response bias when comparing this questionnaire with other
measures of patient-centred attitudes. Some measures are
significantly influenced by social desirability.
• After controlling for social desirability response bias, convergent
validity was supported by a moderate and statistically significant
correlation (r = 0.385) with the personhood subscale of the PersonDirected Care and Environmental Support for Person-Directed Care
measure (White, Newton-Curtis, & Lyons, 2008). See Table 1.
• After controlling for social desirability response bias, discriminant
validity was supported by a non-significant correlation (r = .198)
with the Cancer Attitudes Questionnaire (Lebovitz, Groen &
Goetzel, 1984). See Table 1.

• Initial results suggest that the Personhood in Dementia
Questionnaire may have good potential for use in empirical research
on person-centred dementia care.
• It can be used to test whether beliefs about personhood predict
intended or observed behaviour toward patients with dementia.
• It can also be used to evaluate changes in beliefs about
personhood following staff training in person-centred care.

FIGURE 2: DEVELOPMENT OF THE PDQ

Debra Morgan

Julie Kosteniuk

Anthea Innes

John Keady

University of Saskatchewan
debra.morgan@usask.ca

University of Saskatchewan
julie.kosteniuk@usask.ca

University of Stirling
anthea.innes@stir.ac.uk

University of Manchester
West Virginia University
john.keady@manchester.ac.uk rgoins@hsc.wvu.edu

Introduction
The problem of dementia care in Canada
• Most patients with dementia can be assessed and managed
adequately by family physicians (FPs), with the exception of patients
requiring specialist referral for specific reasons (CCCDTD3, 2007).
• FPs face numerous obstacles in their efforts to provide quality
dementia care: lack of support, time, cost, stigma, diagnostic
uncertainty, and difficulties in disclosing a diagnosis.
The problem of dementia care in rural Canada
• Social geographers challenge the assumption that rural living is
mainly characterized by a strong sense of community and is more
harmonious than urban living, with research that rural people are
marginalized by the harmful effects of agricultural chemicals,
un(der)employment, income disparity, and inaccessibility to services
(e.g., health) (Boyd & Parr, 2008).
• Rural and remote patients with dementia face considerable
challenges in obtaining quality care: distance to services, high cost of
accessing services, lack of appropriate services, health care
professional shortages, insufficient public awareness of dementia,
and possible lack of family caregivers living close by.
Collaborative models of dementia care
• Collaborative dementia care is provided by an interdisciplinary team
of 2 or more health care professionals, offering continuous support
over the course of the illness to both patients and caregivers.
• Supplementing FP-based dementia care with collaborative dementia
care models can improve care quality and patient/family satisfaction
(Callahan et al. 2011).

Objectives
TABLE 1: PARTIAL CORRELATION AMONG THREE MEASURES OF PATIENT-CENTRED
CARE, CONTROLLING FOR SOCIAL DESIRABILITY RESPONDING1

1. Personhood in Dementia Questionnaire
2. Person-Directed Care measure2
3. Cancer Attitudes Questionnaire

1
1.000
.385
.198

2
.385
1.000
.181

3
.198
.181
1.000

To investigate:
• rural FPs’ perceptions of
their roles in providing care
to patients with dementia
• rural FPs’ preferred models
of collaborative care
• the implications of FPs’
rural setting for caring for
patients with dementia

REFERENCES
Alzheimer’s Society of Canada (2011). Guidelines for care: Person-centred care of people with dementia living in nursing
homes. Retrieved from http://www.alzheimer.ca/english/care/framework.pdf

Burnard, P. (1991). A method of analysing interview transcripts in qualitative research. Nurse Education Today, 11, 461–
466.
Kitwood, T. (1997). Dementia reconsidered: The person comes first. Philadelphia, PA: Open University Press.
http://www.cbc.ca/sask/yourvoice/

Paulhus, D. L. (1991). Measurement and control of response bias. In J. P. Robinson, P. R. Shaver, & L. S. Wrightsman (Eds.),
Measures of personality and social psychological attitudes (pp. 17–59). New York: Academic Press.
White, D. L., Newton-Curtis, L., & Lyons, K. S. (2008). Development and initial testing of a measure of person-directed
care. The Gerontologist, 48, 114–123.

This project was supported by a CIHR Doctoral Research Award to Paulette Hunter and by a grant from the Saskatchewan Health Research Foundation to Dr. Thomas Hadjistavropoulos (PI). The authors would also like to thank the Regina Qu’Appelle Health Region and its staff for supporting this project.

http://www.cbc.ca/sask/yourvoice/

The list of poster titles and
authors as presented at
the Summit is reproduced
in Appendix D, page 22 of
this report.

Methods
Sample
• Drawn from 99 eligible FPs
who referred >1 patients to the
Rural and Remote Memory
Clinic, a one-stop clinic in
Saskatoon (SK) providing
diagnostic support for rural and
remote patients presenting
with atypical and complex
dementia

Note: Significant correlations are printed in bold font. The Balanced Inventory of Desirable Responding (Paulhus, 1991) was
used to control for social desirability responding. 2This is an abbreviation for the Person-Directed Care and Environmental
Support for Person-Directed Care measure (White et al., 2008).

Lebovits, A. H., Groen, L. G., Goetzel, R. Z. (1984). Development of the Cancer Attitudes Questionnaire. Cancer, 54, 1124–
1129.

http://www.cbc.ca/sask/yourvoice/

Data collection
• Oct. 2010 – March 2011
• Semi-structured telephone
interviews
• Participants received a $50
honorarium
• Ethical approval from
University of Saskatchewan
Behavioural REB

Turner Goins

Norma Stewart

Carl D’Arcy

Drew Kirk

University of Saskatchewan
norma.stewart@usask.ca

University of Saskatchewan
carl.darcy@usask.ca

University of Saskatchewan
andrew.kirk@usask.ca

Results
Participants (N=15)
• 13 male FPs (87%)
• 9 (60%) in practice <10 years in current location
• 12 (80%) practiced with >1 other FPs
• 9 (60%) managed >10 patients with dementia
monthly
Family physician role
 Family support and education were mentioned
more often than any other role
 Other roles included
 managing treatment and monitoring patients
 recognizing and diagnosing dementia
 day-to-day troubleshooting
 ensuring patient safety
 coordinating healthcare services
“First of all the family...is anxious and not sure. The
individual himself or herself are agitated, unsure,
frustrated, so a lot of support for the individual, for
the family, for family members, if they have a
spouse and children...that’s very important to
provide that kind of support, reassurance to the
entire group.” (ID117)
Preferred collaborative models
 All FPs would like to see more collaborative models
in dementia care:
 a role for a nurse or one other healthcare
professional trained specifically in dementia care
 specialty clinics
 case managers
 FPs cited possible benefits of nurse involvement:
making home visits that FPs currently do not
conduct, offering specialty care based on the latest
developments, offering expert care to patients in
advanced stages of the disease, and facilitating
urgent referrals to specialists.
“I personally believe there should be more people
involved. Especially with more advanced stages of
the disease...it doesn’t really matter. Anyone with
geriatric skills or background in geriatric training. It
can be a nurse practitioners, it can be someone in
the community that’s trained. It doesn’t really
mater. As long as it’s someone that’s trained in that
field.” (ID121)

Acknowledgements
This research is supported by:
• Dr. Debra Morgan’s Applied Chair in Health Services and
Policy Research (2009-2014), funded by CIHR and the
Saskatchewan Health Research Foundation for the research
program Healthcare Delivery Across the Continuum for Rural
and Remote Seniors with Dementia.
• The CIHR Strategic Training Program in Public Health and the
Agricultural Rural Ecosystem (PHARE) and Partner Institutes
including the Institute of Cancer Research, Institute of
Circulatory and Respiratory Health, Institute of Infection and
Immunity, and the Institute of Population and Public Health
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Rural Idyll
 FPs valued the close social proximity
between themselves, patients,
families, and healthcare workers
 Closer social proximity improved FPs’
personal knowledge of patients
“I think we know our patients
personally as well...we know where
they work, so I can speak to the
people who they work for and I speak
to the family, the children, the wife.”
(ID149)
 Dual relationship of healthcare
workers as both relatives (or friends)
and healthcare professionals was
perceived as an advantage
“Our seniors don’t see 30 different
home care workers a month...” (ID30)
Rural Deficiencies
 Rural-urban inequities in access to
urban specialists
 Insufficient and non-existent local
healthcare and social services
 Lack of physically proximate services
caused inequities in patient care
between rural and urban regions, and
placed a large burden on FPs to fill in
the gaps for their patients.
“We don’t have day respite programs
or whatever you have in the city you
know where someone who is working
can have their elderly parent spend
the day – those programs don’t exist
in the north.” (ID110)

Conclusions
 Collaborative dementia care that reaches
out to rural patients and caregivers to
improve their access to diagnosis,
management, support, and health system
navigation may overcome the rural
deficiencies of physical distance,
transportation, healthcare staff shortages,
and dearth of services.
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Examining the Relationship Between Facilitation and
Sustainability of an Educational Program in Rural LongLong-Term
Care Homes
Tracy Danylyshen-Laycock

Doctoral Student, Health Sciences, University of Saskatchewan

Background
One of the characteristics of dementia is that individuals may display some
type of responsive behaviours (e.g., combative). Many staff in long-term
care (LTC) homes report that they do not have the appropriate skills to
manage these behaviours. Research has shown that training alone does
not support sustained change in caregiver practice. There are many factors
that influence the implementation of knowledge. Research utilization and
sustainability of practice changes have been studied within acute care
studies, however, there is limited research of the factors that influence
research use in LTC.

Facilitation

The Gentle Persuasive Approaches
Program
The GPA program is a dementia specific training program
designed for all staff in LTC who work with residents with
responsive behaviours.
It utilizes the “train-the-trainer” teaching method. GPA Master
Trainers are responsible for training GPA Coaches from the LTC
homes.
GPA Coaches then return to their individual sites to provide staff
from all departments with this training.

Facilitation is the “process of enabling (making easier) the
implementation of evidence into practice” (Harvey, 2002, p. 579). This
definition implies that facilitation is conducted by a particular individual,
within a specific role, designed to help out others.

Research Purpose
Although the Promoting Action on Research Implementation in Health
Services framework (PARIHS) has been utilized in various acute care
settings (Brown & McCormack, 2005) little is known about which
dimensions of facilitation are most important or how they operate in long
term care settings.
The purpose of this research is to examine the relationship between
facilitation and the sustainability of best practice guidelines in care homes,
with a particular focus on an educational intervention for staff aimed at
management of responsive behaviours (Gentle Persuasive Approaches
Program).

Research Questions
1.

What is the relationship between facilitation and sustainability of
training programs in rural long-term care homes? What types of
facilitation (roles, skills, and attributes) are associated with
sustainability?

2.

In what ways do the internal GPA Coaches act as facilitators during
and after program implementation? How do these activities
compare to others who may play a facilitation role internally and
externally?

3.

What is the role of leadership in sustainability of the GPA program?

Methods
A cross-sectional, retrospective qualitative design will be used for Study
1 (Retrospective). Study 2 (Prospective) will utilize a longitudinal, multisite, comparative case study method.
Study 1
•Site Selection and Participants
Five rural long-term care homes in Saskatoon Health Region who
have implemented the GPA program.
Administrators, Directors of Care, Managers, GPA Coaches,
nurses, and nursing aides.
•Data Collection/Procedures
Semi-structured interviews with the Administrators, Directors of
Care, Managers, GPA
Coaches, and nurses.
Focus groups with the nursing aides.
•Data Analysis

Promoting Action on Research
Implementation in Health Services
(PARIHS) Framework

Data will be analyzed using a qualitative, inductive approach, using
the constant comparative method (Glaser & Strauss, 1967).

Study 2
•Site Selection and Participants

Successful Implementation is a function of the nature and type of
Evidence, the qualities of the Context in which the evidence is being
introduced, and the way the process is Facilitated (Kitson et al.,
1998).

Two rural long-term care homes in Saskatoon Health Region where
the GPA program has not yet been implemented
All staff within the two long-term care homes.

Sub-elements of the PARIHS Framework:

•Data Collection/Procedures

Evidence = research, clinical experience, patient experience, & local
data/information
Context = culture, leadership, & evaluation
Facilitation = purpose & skills/attributes

•Data Analysis

Each of these three elements and their sub-elements can be
placed on a continuum from low to high.
The higher on the continuum that evidence, context and facilitation
fall, the more likely it is that knowledge will be implemented in
practice.

Four data collection strategies will be used in this study: direct
observation, shadowing, semi-structured interviews, and document
review.

The data from each case will be analyzed as a whole. An inductive,
grounded approach will be used within each case, using the
constant comparative method.
For the cross-case analysis, relying on theoretical propositions and
examining rival explanations will be used.
An interpretive pattern-matching approach will be used to compare
the patterns of findings between Study 1 and Study 2.

Thursday eveningÊs pre-Summit program included registration, a welcome greeting from Debra Morgan, and an evening-long scientific poster session featuring
sixteen posters and displays. The posters and displays featured projects from
researchers and decision makers.
Presenters included: Rachel Burton, Allison Cammer, Donna Dalziel and Steve
Kowal, Tracy Danylyshen-Laycock, Nicole Haugrud, Paulette Hunter, Julie
Kosteniuk, Catherine Lacny, Xiangfei Meng, Megan OÊConnell, Hanna St. DenisKatz, Norma Stewart, Sheena Walls-Ingram.

Student Poster Prize
St
Sin the first Summit in 2008 students from a variety of disciplines have been
Since
important participants. The Summit not only provides a learning opportunity,
imp
but also an opportunity to strengthen studentÊs communication skills with others
about their area of research interest.
abo
This year, thanks to the financial support of Pfizer, the Summit offered a
student poster prize. Posters were adjudicated by the Summit Keynote
speaker, Dr. Janice Keefe. Catherine Lacny, a medical student from the
University of Saskatchewan, won for her poster: Patient Variable Predictors
of Cognitive Impairment Severity at Memory Clinic Presentation.

From l to r: Tracey Jason, Debra Morgan, Catherine Lacny, Andrew Kirk,
Chandima Karunanayake pose in front of Catherine’s award-winning poster
during the evening poster session.
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Verbal Fluency Changes in Dementia

Care Aides Understanding of and Reporting of Aggressive Incidents
Incidents
A. Cammer1, D. Morgan1, N. Stewart2, M. Crossley3

N. Haugrud, M. Crossley, M. Vrbancic,
M. O’Connell, & D. Morgan

• Individuals are required to produce as many words as
possible in one minute1
• Phonemic fluency: all words have to start with a specific
letter (e.g. “C”, “F”, “L”)
• Semantic fluency: all words have to belong to a specific
category (e.g. animals or tools)

• Study Goal: Compare verbal fluency
performance in different dementia
subtypes

• Both tests require the ability to search memory
effectively, the ability to inhibit inappropriate responses,
and the ability to remember rules

• Alzheimer`s disease (AD)
• Lewy Body Dementia (DLB)

• FTD-lang group:
• consistently impaired across measures and produced
more errors

• Behavioural variant frontotemporal Dementia (FTDbv)

• VD and DLB groups:
• impaired on all measures except average cluster size

• Language variant FTD (FTD-lang)

• Semantic fluency requires intact semantic memory or
memory for what words mean and how they are related
• Phonemic fluency requires intact lexical memory or
memory for word sounds and spelling
• Strategy use on verbal fluency tests:
• People tend to group related words on these tests
(clustering) then shift to another group of words
(switching)2

• MCI group:
• preserved phonemic total words and all clustering and
switching variables
• AD group:
• preserved phonemic fluency but impaired semantic
cluster size

• Compared healthy older adults to individuals with:
• Amnestic Mild Cognitive Impairment (MCI)
• Vascular Dementia (VD)

• What do these tests tell us about cognitive abilities
and brain functioning?

• all clinical groups impaired semantic total words

• FTD-bv group:
• more impaired on phonemic compared to semantic
fluency
Phonemic Fluency

Semantic Fluency
Total Words
Produced

MCI

AD

I

I

FTD-bv
I

VD
I

DLB

FTD-lang

I

I

Total Words
Produced

MCI

AD

N

N

FTD-bv
I

VD

DLB

FTD-lang

I

I

I

Total Switches

N

I

N

I

I

I

Total Switches

N

N

I

I

I

I

Average Cluster Size

N

I

N

N

N

I

Average Cluster Size

N

N

N

N

N

I

N

N

N

N

N

N

Number of Errors

N

N

N

N

N

I

Number of Errors

I=Impaired; N=Normal

I=Impaired; N=Normal

• Groups of words are related by subcategory (semantic
fluency) or by sound (phonemic fluency)

Dog
Cat
Hamster
Pig
Cow
Horse
Farm
Fast
Fame
For
Forest
Fold

Cluster of pets
Switch
Cluster of farm animals

Cluster starting with FA
Switch
Cluster starting with FO

Experiencing aggressive behaviour when working in long-term care is very common,
particularly from residents with dementia. It is estimated that approximately 38% of
care workers experience violence ‘more or less every day’ (Armstrong, et al., 2009)
This study is a follow-up to a previous study, “Exploring Issues of Physical Aggression
Toward Care Aides in Long-term Care (LTC)” (D.Morgan et al.)
Findings from that study include:
• Much physical aggression is not reported nor formally recorded
• Care Aides are able to articulate behavioural and systemic factors that precipitate

aggressive incidents
• When they are reported, aggressive incidents are typically examined from the

vantage of an isolated episode
• Focusing on the specific incident emphasizes caregiver behaviour and practice but

masks broader contextual factors that exacerbate aggression
Without accurate tracking of aggressive incidents, the magnitude of this issue cannot
be fully determined
With this in mind, we explored incident reporting processes and Care Aides’
understanding and conception of physically aggressive incidents within their worklives
and from a broader, systemic approach

Methods
•55 focus group discussions were
conducted with a total of 44 Care
Aides representing all but one
Regional Health Authority in
Saskatchewan (far north)

Example of clustering and switching:

Take Home Message
•Total word production is a sensitive measure of dementia
•Clustering and switching strategies help differentiate
groups
.

References
1. Lanting, S., Haugrud, N., & Crossley, M. (2009). The effect of age and sex on clustering
and switching during speeded verbal fluency tasks. Journal of the International
Neuropsychological Society, 15, 196-204.
2. Troster, A. I., Fields, J. A., Testa, J. A., Paul, R. H., Blanco, C. R., Hames, K. A., Salmon,
D. P., & Beatty, W. (1998). Cortical and subcortical influences on clustering and
switching in the performance of verbal fluency tasks. Neuropsychologia, 36, 295-304.

•4 focus group discussions were audio
recorded and transcribed; detailed
notes were taken in the case of the
fifth discussion
•Discussions were thematically
analyzed
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Background

Discussion

Introduction
• What are verbal fluency tests?

1Canadian

Findings
Thematic analysis of focus group discussions yielded 4 salient categories:
Cognitive Impairment and Ability to Control Behavior
Care Aides noted that they determined whether an act of aggression was an ‘incident’ based partly on whether
the resident had cognitive impairment or not - the resident’s ability to control his or her personal behaviour:
• “If he doesn’t realize what he’s doing is wrong, then that’s not an incident.” “…because it’s somebody’s
normal behaviour you don’t report a pinch.” “If it’s out of character that might be an incident.”

Power and Hierarchical Relationships
Care Aides reported limited power to effect change in care practices or policies, that they were often objects
of blame when physical aggression was exhibited and that this stymied incident reporting and communication
in general, that other carers’ perceptions or experiences are more valued, also the societal role of caregiving:
• “In what other profession can you get slapped and pinched and hit and sworn at … and it has to become

just part of your job? …and that’s not right.” “We just get so acclimated to it and we just take it” “It reflects
on us as a group of women caregivers, how little we value ourselves.” “We are the low-lives of all of it.”

Futility with Follow-Up Processes
The lack of follow-up or perceived effect from filing incident reports fostered apathy in reporting:
• “If I fill out an incident report, it is with the hope there can be something done to give us a protocol, give us
something to fall back on the next time …you address it so that when it comes up again you have some
resources, some knowledge learned from previous ones, but unfortunately all the incident reports we have
ever filled out, they just kind of float away.” “Nothing becomes of it. Do we really have time to chart for that?”

Systemic Normalization of Aggression
There was a sense of learning to lessen the impact of physical aggression over time, an adaptation over time
to view incidents as commonplace or a normal part of the job and therefore not record or report:
• “What’s the sense of writing all this paperwork; it’s been going on for 3 or 4 years. We’re just so used to
it…” “I used to fill them out all the time … I’m not even wasting my time.” “It becomes such a common
thing eventually that you don’t pay any attention to it anymore.” “We’re being conditioned.”

Guiding Questions for Focus Groups:
• Whathappenswhenyouexperiencephysical
aggressionfromaresidentinyourcare?
• Whatdoyouconsidertobeanaggressiveincident?
Howdoyoudecidewhatisan‘incident’ andwhatis
‘normal’?Isthereadefinitionorstandard?
• Whatisthereportingprocessatyourworkplace?
Aretherepolicies/rules?Howdoyoudecidewhat
toreport?Whathappensafterreporting?

Conclusions
• Care Aides implicitly determine the worth of documenting an incident of
physical aggression based on a number of complex, interrelated factors
• Reports of physical aggression require thorough investigation and follow-up;
the value of the report is relational to its use within the care team and within the
facility or department

Acknowledgements

Setting

Study Design

Saskatoon’s Rural & Remote Memory Clinic (RRMC)
combines interprofessional clinical practice, research and
training to provide convenient “one day” access to diagnostic
assessment for patients with memory problems living in
remote or rural regions of Saskatchewan. RRMC patients are
referred by their family doctor, and are followed up by the
Clinic team via Telehealth and in-person visits. The RRMC
operates under a family-centred model of care, involving the
patient’s family and/or caregivers at all points.

Informal caregivers who accompany the patient to the initial
full-day diagnostic assessment at the RRMC are invited to
participate in interviews at 3 points over the year following
their first visit to the RRMC:
Clinic Day : initial in-person interview
Six Months later: telephone interview
In progress
One-Year follow-up: in-person interview
Interviews were analyzed using a
grounded theory approach

Noticing First Signs

>> A
Caregivers and Patients typically notice
first symptoms of memory problems around
2 years before they arrive at the RRMC .
Sometimes an incident triggers the helpseeking process, and sometimes it is a
gradual recognition that symptoms are not
“normal”. Caregivers see being proactive
as important:
“…I noticed a lot over the holidays and thought we’d
better…tackle this earlier than later…”
Son of RRMC Patient

Getting a Referral

N e e d

t o

“I went for how many years now I’ve been mentioning it [to
the Doctor] that I’ve noticed … mentioning about her
memory and they did these kind of little tests or something
and asked her like, what date it was, …, and he would say
well he didn’t really see any, uh, difference. And only last
year he finally, he would refer us.”
Daughter of RRMC Patient

“I tried to phone the [Doctor’s] clinic, wrote more letters,
never to be answered back.”
Daughter of RRMC Patient

Indigenous
Indigenous Peoples’
Peoples’ Health
Health Research
Research Centre
Centre (IPHRC)
(IPHRC) Undergraduate
Undergraduate Research
Research Award
Award 2011
2011
Hannah
Hannah St.
St. Denis-Katz
Denis-Katz &
& Margaret
Margaret Crossley
Crossley (Supervisor)
(Supervisor)

“…my brother didn’t think there was anything wrong…[With
a diagnosis] …we have… something … more concrete to
deal with rather than just observations that [Brother] won’t
deal with.”
Daughter of RRMC Patient

“… so then my daughter phoned and she says, ‘what did
[Doctor] say?’ and I say well there’s nothing wrong. Well she
says ‘I’m going to go back to… the original doctor and find
out.’ So she went in and I don’t know what she said to him
but she said we want some action. So he said ‘okay I will
make arrangements.’”
Husband of RRMC Patient

“I went to see his most recent doctor and I basically… I said
can you please write a referral to this remote memory clinic.
And he did.”
Daughter of RRMC Patient

Achieving a referral is an intervention itself;
it is a response to the caregivers’ need to
do something.
“…just finally the fact that somebody is seeing him and
trying to sort out what’s the problem for him”
Wife of RRMC Patient

Methods, Participants, Results, and
Conclusions

Introduction

Diagnoses:
15 Alzheimer Disease; 4 Mild Cognitive Impairment; 3 Frontal
Temporal Dementia; 1 Vascular Cognitive Impairment;
5 Normal; 2 Inconclusive

Getting a Diagnosis

K n o w >>

We See It
“…as a caregiver…you know the symptoms. You notice
there’s a change and … [doctors] don’t believe you…and
maybe the changes are so small that there’s really nothing
they can do about it but I think they should at least
acknowledge that…we’re…we’re not imagining it. It’s for
real. You know, that’s the frustrating part.”
Daughter of RRMC Patient

Taking Charge
For some, getting a referral from the family
physician is a straightforward process.
Many however experience getting stuck,
either by patient resistance to seek
assessment but more often by the family
physician.

Development Work with the Northern Cultural Assessment of Memory (N-CAM): A
Cognitive Screen for the Detection of Cognitive Impairment and Dementia in
Aboriginal Seniors

Demographics
30 Clinic Day interviews
44 participants (caregivers)
16 spouses ; 24 adult children ; 6 other

The pre-diagnosis journey culminates at the RRMC
Diagnostic Assessment appointment.
What do caregivers expect the Assessment to
provide?
Answers - Guidance – Explanation – Confirmation
“ . To know where to go from here. Like what decision
should we be making? Do we need to step in, and, we
don’t even know if she’s able to look after her own
finances. ”
Daughter of RRMC Patient

Performance on mental status screening tests (e.g.,
MMSE) is influenced by culture, language, and
education.
Culturally appropriate assessment protocols are
needed to advance knowledge about normal aging
and the prevalence of dementia among Aboriginal
seniors.
 The Northern Cultural Assessment of Memory (NCAM) was developed through a partnership between
faculty and graduate students from the University of
Saskatchewan, Rural and Remote Memory Clinic
(RRMC), and home-care staff and health managers
residing and working in the North (Keewatin Yatthé
Regional Health Authority).

Qualities of the N-CAM
The N-CAM does not assume formal education and
is administered in the preferred or first language of
the senior

“…you have a person go from day to night, uh, just to
know…what caused it…would help.”
Wife of RRMC Patient

 The N-CAM has been designed for home-based
assessment by front-line health workers and includes
family caregivers in the assessment of activities of
daily living and changes in functional status

“…sometimes when you know what’s happening it’s a
relief…then you learn to deal with it and move forward.”
Daughter of RRMC Patient

The N-CAM has been designed to incorporate colour,
humour, and familiar images and materials to better
engage Aboriginal seniors

Conclusion
Most caregivers in this study were actively seeking
help for the patient and sometimes had to “take
charge” to keep the process moving. They
described “needing to know” so that they could
move forward, both practically (decision-making)
and psychologically (accepting the diagnosis,
dealing with it). Providing a diagnosis for suspected
dementia is therapeutic and a positive outcome in
its own right.

 When the N-CAM is used in a clinical setting, family
caregivers are included in the assessment of
activities of daily living to better identify potential
changes in functional status, and to ensure that it
can be administered in the preferred language of the
senior.

Figures:Neuropsychology faculty and undergraduate research
students traveled to Ile a la Crosse to participate in a one day
workshop (July 2011) with home care staff and managers with
the Keewatin Yatthé Regional Health Authority.

Experience at Westside Clinic
• With the IPHRC Undergraduate Research Award normative
data was collected at Westside Community Clinic in
Saskatoon
• Summer research project began with shadowing the
neuropsychology team at the RRMC during clinic days, as
well as familiarization with the N-CAM and the Grasshoppers
& Geese (G & G), another neuropsychological test developed
for cross-cultural assessment.
• Data collection at Westside Community Clinic began in early
June.
• My favorite part of the study was collecting stories from
participants about important experiences during their
previous week that I would ask them about later as a
measure of recall for recent autobiographical events.
• Although most participants did very well at recalling the
details of their autobiographical stories, it was the stories
themselves that amazed me because they ranged from what
seemed to me to be ordinary to the most tragic events I
could ever imagine happening.
• Working with an Aboriginal population was not easy due to
the high percent of participants that suffered from
addictions, but at the same time, that work could not have
been more rewarding, seeing the happiness I brought many
participants as an Aboriginal youth trying to make a
difference in the Aboriginal community.
• I also had some amazing experiences such as the trip up
North to lle a la Crosse to help out with a workshop about
the administration of the N-CAM.
• During the workshop I had a chance to meet some of our
Northern partners who have been working with us to
develop the N-CAM for many years, as well as talk to them
about the work I was doing at Westside Community Clinic.

• A health and culture interview, standardized crosscultural measures of memory and language (G & G,
Lanting et al., 2011), and the N-CAM were administered
to volunteers recruited through the Westside Clinic.

Discussion

• Participants (N = 81, 41 males, 92% Aboriginal, age
range from 19 to 81 yrs) endorsed high levels of chronic
health and social problems, including 70% with
addiction problems, 48% with hepatitis C, 38% with a
history of head injury, and 68% with less than high
school education.
• N-CAM scores ranged from 73 to 99 (M = 93.4) on a
scale from 1 to 100, and had statistically non-significant
and small associations with age (r = -.165) and
education (r = .20). Importantly 95% of participants
were rated as fully cooperative and only 16% as testanxious.
• Associations were highly significant with standardized
tests of memory (r =.513), confrontational naming (r =
.508), and semantic associations (r = .601),
demonstrating good construct validity.
•

Participants with scores below 80 (N=5) on the N-CAM
performed in the impaired range on one or more of the
standardized tests.

• In conclusion, the N-CAM, developed through
community-based partnerships, is a brief and welltolerated cognitive screening protocol that demonstrates
sensitivity to differences in higher brain functions and
impairment, but not to age- or education-effects in
Aboriginal adults and high-risk inner city residents.
• These data increase our confidence in using the N-CAM
with individuals of Aboriginal background and highlight
the strengths and weaknesses of the tool. With the
normative data in place, the N-CAM is now much closer
to being ready for release and use across Canada.
Reference: Lanting, S., Crossley, M., Morgan, D., & Cammer, A. (in press). Aboriginal

experiences of aging and dementia in a context of sociocultural change: Qualitative
analysis of key-informant interviews with Aboriginal seniors. Journal of Cross Cultural
Gerontology.

During the evening session it was announced that Debra Morgan had just been
named as the 2011 recipient of the CIHR Betty Havens Prize for Knowledge
Translation in Aging, with the award presented at the Canadian Association of
Gerontology annual meeting in Ottawa. Betty Havens was a leading gerontologist committed to improving the lives of senior citizens, with notable achievements in health service research. The Betty Havens Prize for Knowledge Translation recognizes excellence in knowledge translation, and provides financial
support to continue excellence in knowledge translation in Canada.

A booklet with all of the
posters displayed at the
Summit is available. See
‘Supplemental Resources’
on page 15 for more
information about how to
obtain a copy.
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Summit Agenda
Agenda

Knowledge Network in
Rural and Remote Deme
ntia Care
4th Annual Summit
October 27th & 28th
Sheraton Hotel – Saskatoo
S
n

As guests registered for
the Summit they were
provided with a binder
of resources and information for the meeting.
This included handouts
of the slides of each
presenter.
To request a copy of
this information, please
see “Supplemental Resources” on page 15.

Thursday, October 27th - She
raton Hotel – South &
7:00 pm – 10:00 pm

West Rooms

Registration, Wine and Cheese
Poster session and informal net
working.
Please join us in the South-W
est room to review posters whi
ch highlight a
variety of projects from summit
attendees. Appetizers will be
served, and a
cash bar will be available.

Friday, October 28th - Sherato
n Hotel – South &

West Rooms

8:00 am - 8:25 am

Registration and Breakfast
served in the

8:30 am – 9:00 am

Intro, welcome, and overview
of

South/West room

day – Debra Morgan

9:00 am – 10:00 am

Keynote by Dr. Janice Keefe,
Professor in the department of
Family Studies
and Gerontology at Mount Sai
nt Vincent University - Halifax
10:00 am – 10:30 am Mornin
g Break and Coffee
Knowledge Network in Rural and
Remote Dementia Care
Healthcare Delivery Across the Continuum for Rural
and Remote Seniors with Dementia

10:30 am – 12:00

Noon to 1:00 pm

Lunch served in the South/W

1:00 pm – 1:45 pm

Donna Dalziel and Steve Kow
al present: Active Engageme
nt for LTC
Residents

1:45 pm – 2:30 pm

Dr. Andrew Kirk presents: Dia
gnosing Dementia

2:30 pm – 3:00 pm

Allison Cammer presents: Eva
luation of The Summit as a Kno
wledge
Translation Strategy.

October 27th & 28th, 2011

Fourth Annual Summit

Saskatoon

Panel Discussion: Roles and
Activiti

es of a Continuing Care Consult
Beverly Greenwood, Jean Nels
ant
on, and Deb Coleman present
followed by moderated
discussion period.
est room

A light refreshment will be pro
vided during this session.
3:00 pm - 3:30 pm

Results from the October 17th
, 2011 Consultation to Plan New
Models of
Rural Primary Healthcare for
Persons with Dementia.

3:30 pm – 3:45 pm

Wrap-up of the Summit – and
evaluation.
Adjourn – thank you for you
r participation and have a saf
e trip home

3:45 pm
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Meeting Introduction and Overview
verview
Friday morning Dr. Morgan welcomed attendees and spoke
poke about the history of the current Rural Dementia Care research team at the University of
Saskatchewan. She highlighted the New Emerging Team
m (NET) grant that
brought the team together in 2003 and funded their activities
ivities through to
2009. She also explained how her Applied Chair in Health
ealth Services and
Policy Research (2009 - 2014) currently funds research activities of the
team, and how this annual Summit meeting is an integral
al activity of her
research Chair.

Dementia care in rural
and remote areas

Over the past three years the Summit has played an important role as a
knowledge translation and exchange activity annually bringing together
both researchers and decision makers to learn from each other. This
Summit includes a Âlook inwardÊ as attendees will evaluate the Summit itself
on its merits as a knowledge exchange activity.



age is the main risk factor for dementia



seniors are over-represented in rural areas





As the team looks toward the future of their research in dementia care, one
research area of interest is a community-based primary healthcare
initiative. More information about this initiative, and an opportunity to
gather input was an important activity of the Summit afternoon.
Dr. Morgan brought some important reports to the attention of all attendees
at the start of the day: The Alzheimer Society of CanadaÊs 2010 Rising
Tide Report, and the World Alzheimer Report 2011. Both reports comment
on the rising incidence of dementia, and the expected continued increase
in prevalence of dementia both locally and globally. The call, in the reports, for more and earlier action to address the impact of dementia on our
community was a poignant note on which to start the day and a point that
was echoed by many of the Summit presenters.



15% of population of cities



22% of towns and villages (SK Trends Monitor, 2007)

… but less access to specialized dementia care
services in rural and remote areas
low population density creates challenges in delivering
community-based primary healthcare and specialist
services

“Decision Maker”






an individual who makes decisions about, or influences,
health policies or practices
can be practitioners, educators, administrators, community
leaders, elected officials, and individuals within the media,
health charities, patient user groups, or the private sector
individuals who are likely to make use of the results of the
research
Reference: CIHR

The Rural & Remote Memory Clinic Team
Nursing
Neurology
Neuropsychology
Physical Therapy
Neuroradiology
Geriatric Medicine
Sociology
Internal Medicine
Geography

Stakeholders from throughout Saskatchewan were present at the Summit,
including people who make decisions about or influence health policies
or practice (Decision Makers). Participants included representatives from:
Rural services, Primary healthcare and chronic disease, Long-term care,
Home care, Health Region Administration, Nurse Practitioners, Family physicians, Family members, Research team members and students, and the
Alzheimer Society of Saskatchewan.

Debra Morgan, Andrew Kirk, Margaret Crossley, Vanina Dal
Bello-Haas, Sheri Harder, Jenny Basran, Norma Stewart, Carl
D’Arcy, Dorothy Forbes, Jay Biem, Lesley McBain, Megan
O’Connell

Goals of this Summit
1.

2.

Knowledge exchange between
and among decision makers
and researchers
¾

Poster presentations

¾

Keynote: Dr. Janice Keefe

¾

Presentations and discussions

¾

Evaluation of Summit as KTE

Future research directions
¾

Community-Based Primary
Healthcare initiative

¾

Consultation with DecisionMakers held Oct 17th
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Morning Keynote
Dr. Janice Keefe
Dr. Janice Keefe, professor at Mount Saint Vincent University, Halifax, in the Department of Family Studies and Gerontology, and
Director of the Nova Scotia Centre on Aging provided the keynote
address at this yearÊs Summit.

Why are they important?
Caregivers play a vital role in the continuing care of
elderly & persons with a disability
– unrecognized & undervalued
– role & expectation of caregivers is ambiguous
Caregiving does not end when a person goes into
long term care
Caregivers should be supported
– preventive for own health issues
– sustain caregiving role
Lack of standardized tools to understand their needs

In her presentation, Family/Friend Caregivers: Even „the backbone‰
needs support, Dr. Keefe spoke about the critical, yet often invisible
role of friends and family in providing in-home care to our aging
population. Dr. KeefeÊs research program is focused on the quality of
life of older people and their caregivers, including projected demand
and supply of chronic care needs over the next 30 years, and evaluating the impact of different financial support policies for family/
friend caregivers. Further, her work involves development and practical application of screening tools to assess caregiver needs and
risks, and on-line training for professionals who interact with informal
caregivers.

POLICY DOMAINS
Health/Continuing Care  Income Security
 Respite care/Home Care
 Recognize caregivers as a client
Assess caregiver needs

Employment/Labour

 Direct Financial Support:
 Caregiver Payment/allowance

 Pension Schemes
 Reduced penalty for dropout
 State pays pension credits

 Leave policy – Employment Insurance
 Labour Standards policy

 Taxation System

Health Human Resources
Training and Standards
Improve working conditions
Focus on Recruitment and retention
Wages and Benefits

 Inclusion of care expenses
 Expansion of Tax Credits

 Social Security
 State pays employment/
sickness insurance

Funding from SSHRC, HRSDC, Health NS, PHAC.

What do we know already?
Research has shown that:
9 The number of older adults with chronic disease and cognitive
impairment is increasing
9 These seniors rely on support and ADLs from spouses, family and
friends
9 There is a link between conjugal caregiving and caregiver burden
and psychological distress
9 Spousal caregivers of someone with cognitive impairment have
differing experiences
9 There are positive outcomes of caregiver assessment for cgs and
practitioners
9 There is limited research on the needs and issues of male
caregivers

Selected articles and
references from
Dr. Keefe’s keynote are
reproduced in Appendix E
of this report on page 23.
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Dr. KeefeÊs research indicates that informal caregivers are essential,
and that they need to be given support and choice in their roles.
Policy makers need to consider the economic, social, and health
care costs of not supporting caregivers.
Janice Keefe, PhD is a Full Professor in the Department of Family Studies
and Gerontology at Mount Saint Vincent
University and holds appointments at Dalhousie UniversityÊs Faculties of Medicine
and Graduate Studies and UNBÊs School
of Graduate Studies. In 2002 she was
selected as Mount Saint VincentÊs first
Canada Research Chair in Aging and
Caregiving Policy and has received
provincial and international recognition of her research. In 2006,
she was awarded the Lena Isabel Jodrey Chair in Gerontology and
appointed Director, Nova Scotia Centre on Aging. Dr. KeefeÊs research areas are caregiving policy and practice, continuing care
policy and rural aging. She currently leads three CIHR-funded research teams - one projecting human resources needed to care for
older Canadians over the next 30 years, another with caregivers
of spouses with a cognitive impairment and a third which examines
nursing home resident quality of life.
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Morning Panel Discussion:
Roles and Activities of a Continuing
Care Consultant
Following Dr. KeefeÊs keynote was a panel presentation and discussion about the role of Continuing Care Consultants in the provision
of dementia care services in Saskatchewan. Consultants Beverly
Greenwood, Jean Nelson, and Deb Coleman shared their expertise
and knowledge and explained some of the work that they do in rural
communities, the reasons for and process behind referrals made to
them, and some of the assessments that they do. They all commented
on the impact of dementia and dementia-related behaviours in the
communities that they serve. They also each shared strategies to
address change in the systems that provide continuing care that are
being developed and implemented throughout the province.

Responsibilities
z

Consultative services for persons with
“difficult to manage” behaviours

• Persons with dementia, ABI, developmentally
challenges, mental health diagnoses,
addictions
z

Participate in evaluating, planning &
developing services & programs for
current & future needs
CCC Role & Changes Over Time

After their presentations, there was ample time for discussions with
the attendees, and many questions were fielded from the group.

88

Consultations - Source of
Referrals
LTC

Cognitive Performance Scale – New Clients
Cognitive Performance Scale 2010-2011

60
50
40



30

Based on 151 Clients

20
10



0
0

1

2

3

4

5

6

*Provincial vision in regards to program
development and enhancement of
services.
* ‘Core’ provincial $ to be designated for
geriatric services and programming per
each health region.
* Increase knowledge and awareness of
health care professionals.

Acute
Care

Community

Psychiatrists, Physicians, Nurses, Social Workers, Managers/Operators, Families
CCC Role & Changes Over Time

86

Score 0-6

FUTURE GOALS


GPA



Environmental
assessments



Philosophy of care



Staff enhancement



Life story work



Palliative care



Indiscriminate usechemical restraint



Use of telehealth



Team approach



Move community and
acute care









* Supporting and assisting community /
social resources to address issues of
boredom and loneliness.
*Increase awareness and knowledge for
seniors – addictions; gambling; abuse
*’Pooling’ of exsisting resources
* Outreach teams
* Enhanced services – eg: geriatrician
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Afternoon Presentation:
Active Engagement for LTC Residents
Donna Dalziel and Steve Kowal started the afternoon session with
an energetic presentation about their project Active Engagement for
Long-Term Care Residents.

“DementiaCareResidentstypicallyencounter40
stimulationepisodes eachdaywhiletheaverage
healthyindividualhasmorethan300encounters”

•

“Residentsthattakepartin
activeengagementactivities
aremorelikelytohavea
goodnightssleep.”
SCA

Last year Donna was a panelist at the Summit and shared her experiences as a caregiver to her husband who is living with
frontotemporal dementia. Since last year, Donna and Steve have
been working on Active Engagement, and finding ways to enrich the
lives of people with dementia living in long-term care. Their message
to the attendees is that finding ways to engage people with dementia
in purposeful activity is important. Regardless of the complexity of
the task, or the carerÊs perception of the activity, Donna and SteveÊs
experience has shown that people with dementia benefit from the
experience and activity.
Donna received a $10 000 award from the Saskatchewan Union of
Nurses for this project. With assistance from Steve and Barb Steen,
they have been able to put their project into action in a long-term
care facility in Prince Albert. They involved students from Prince Albert schools in assisting residents with activities. They have observed
that the residents who are engaged in activities enjoy themselves,
and that they are subsequently less likely to engage in behaviours
that are challenging for care staff.
As well, care staff are learning to
use activities to engage residents
who had otherwise been relatively
non-communicative.
Donna and SteveÊs presentation was
dynamic, and they involved Summit attendees as they demonstrated
many of the activities and tools they
use in long-term care with residents.

Movingthroughresistance
towardsexpandingtheActive
EngagementMovement
•
•
•
•

Leadwithaneyeonthefuture
Innovationisthekey
Modeltheway
Haveapassionforthepossible
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Afternoon Presentation:
Diagnosing Dementia
Dr. Andrew Kirk, department of Neurology Division Head at the
University of Saskatchewan, provided an overview of the process of
diagnosing dementia.
Dementia can be the result of a number of causes, and understanding the underlying cause is important for planning treatment and can
help those with dementia and their families and carers better prepare
for the future. A differential diagnostic method is used to identify
what may be the cause of dementia in an individual. A multi-disciplinary team approach to diagnosis can be beneficial to the process.
Dr. Kirk highlighted some of the more prominent causes of dementia
and the specific symptoms and pathology that accompany each:
Ć Lewy Body disease
Ć Frontotemporal Dementia and variants:
° Progressive non-fluent aphasia
° Semantic dementia
Ć Vascular dementia
Ć Alzheimer Disease

DEMENTIA
¾ “an

acquired persistent impairment of
intellectual function with compromise in at
least three of the following spheres of
mental activity: language, memory,
visuospatial skills, emotion or personality,
and cognition (abstraction, calculation,
judgement, etc)”
• Cummings and Benson, 1983

SYMPTOMS
¾ Memory

loss
performing familiar tasks
¾ Language problems
¾ Disorientation
¾ Poor judgement
¾ Trouble calculating
¾ Misplacing things
¾ Difficulty

Finally, Doctor Kirk shared some of the current treatment options for
Alzheimer Disease, and possible treatments currently being investigated noting that no available treatments halt the progression of the
disease, they merely slow it down.

Direct Cost of AD in Canada
¾ $5.5 billion/year
¾ Per patient costs increase with disease
severity
z $9,451 for mild
z $25,724 for moderate
z $36,794 for severe
¾

Costs increase with severity of mood and
behavioral symptoms
Ostbyte T, et al. Can Med Assoc J 1994;151:1457-1464.
Hux MJ, et al. Can Med Assoc J 1998;159:457-465.
The Canadian Alzheimer Society website (www.alzheimer.ca) Nov. 6, 2003.
Murman DL, et al. Neurology 2002;59:1721-1729.

DIAGNOSING ALZHEIMER’S
DISEASE
¾ History
z Patient
z Family

¾ Physical examination
¾ Neurological examination
¾ Mental status examination
¾ Blood tests
¾ CT Scan
¾ Neuropsychological assessment

Report of the 4th Annual Summit of the Knowledge Network in Rural and Remote Dementia Care - October 27 & 28, 2011
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Afternoon Presentation:
The Summit as a Knowledge Translation Strategy
In 2011, we received a small grant from the Canadian Dementia
Knowledge Translation Network to formally evaluate the Rural
and Remote Dementia Care Summit as a knowledge exchange activity. The goals of this evaluation project are to:

EvaluationoftheSummitasaKnowledge
TranslationͲExchangeStrategy
 ǡ
  
 ǫȋȀǫȌ
•   

 ǫ
•  

ǫ
•

1. Learn which key features of a knowledge exchange activity
make it worthwhile to rural dementia care stakeholders.
2. Aid participants in reflecting on what knowledge exchange
does for them, how it informs their work, what they gain from
engaging in knowledge exchange, and how capacity is developed among participants.
3. Contribute to the body of evidence on knowledge exchange in
rural dementia care and help stakeholders better tailor knowledge exchange opportunities.
In order to accomplish these goals, last fall we conducted twelve
semi-structured interviews with group members. Interviewees were
asked about their participation in past Summits, what they have
gained from Summit activities and how the Summit has impacted
their work. At the 2011 Summit, all those in attendance were invited
to take part in focus group discussions to evaluate the Summit as
a vehicle for knowledge exchange. Five groups were formed and
participant-led focus group discussions were conducted and audiorecorded.
Currently, the transcripts of the interviews and focus group discussions are being analyzed. Results of this evaluation project will
prese
presented at the 2012 Summit.
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Afternoon Presentation:
Results from October 17, 2011 Consultation
The last session of the Summit was a review by Dr. Debra Morgan of the
results from a consultation meeting held on October 17th, 2011 with local,
provincial, national and international guests. The consultation was held in
preparation for future research focused on primary healthcare providers
and dementia in rural and remote communities. The consultation meeting
was made possible because of funding from a Community-Based Primary
Health Care Planning Grant that was awarded to the team by the Canadian Institutes of Health Research (CIHR).
The researchers leading the consultation will be applying for research team
funding from CIHR for a Community-Based Primary Healthcare Team Grant.
The two priority areas identified by CIHR are:
- Chronic Disease Prevention and Management in CBPHC
- Access to Appropriate Community-Based Primary Healthcare for Vulnerable Populations.
Dr. Sridhar
Dr. Morgan outlined some of the activities of the meeting on the 17th, and
Vaitheswaran
(above)
shared some of what was learned from the group -- valuable feedback that
and
Alan
Murdoch
will help the research team shape their research questions and identify key
present at CBPHC
community supporters as they move forward with their team grant
Consultation meeting,
application.
October 17th, 2011 in

The research team members for this initiative include: Debra Morgan, Julie
Kosteniuk, Margaret Crossley, Megan OÊConnell, Andrew Kirk, Norma
Stewart, Vanina Dal Bello-Haas, Dorothy Forbes, Anthea Innes, John Keady, Sridhar Vaitheswaran, and Alan Murdoch. The team members include
several researchers based in the United Kingdom, including Dr. Sridhar
Vaitheswaran and Alan Murdoch who travelled from Scotland to attend the
meeting on October 17th.

Saskatoon.

Community-Based Primary Healthcare
Initiative: Two Priority Areas

o

The Executive Summary from the report from the October 17th, 2011
meeting: Planning for the Rising Tide: New Models of Rural Primary
Healthcare for Persons with Dementia is included in Appendix A of this
report on page 16.
A complete copy of the report from the
CBPHC meeting is available by contacting
Julie Kosteniuk: julie.kosteniuk@usask.ca or
phone at 306-966-8773
Community-Based Primary Healthcare (CBPHC)
Initiative funding announcement

o

o

2.

1.

Research
o

o

3.

develop high-quality research evidence

Capacity
build new CBPHC capacity

Knowledge Translation & Exchange:
o

increase use of research evidence by decisionmakers in policy-making, clinical, and community
settings

CBPHC Team Grants
o

Panelists at October 17th, 2011 CBPHC meeting.

Support researchers and decision makers to
come together to build collaborations and identify
needs and priorities before embarking on a full
CBPHC Team Grant application
Meeting was held Oct 17, 2011 in Saskatoon

What approaches are effective in improving access and
outcomes in high risk groups

Objectives of the Community-Based
Primary Healthcare (CBPHC) Initiative

CBPHC Planning Grants
(awarded Oct 2011)
o

How do we best prevent, treat, manage, and coordinate
care for individuals with chronic illness?

Access to Appropriate Community-Based
Primary Healthcare for Vulnerable Populations

2.

2.
1.

Better Systems: Chronic Disease Prevention
and Management

1.

Support interdisciplinary, cross-jurisdictional
teams of researchers

Report of the 4th Annual Summit of the Knowledge Network in Rural and Remote Dementia Care - October 27 & 28, 2011
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2011 Summit Evaluation
Of the forty-five attendees
attende at this yearÊs Summit, thirty individuals completed and returned the Sum
Summit evaluation form. Those thirty responses provide valuable feedback on this yearÊs event, and will allow us to improve
for Summit 5.
We asked evaluation
respondents how they would
describe their role at the
Summit, the responses from
the 30 evaluations are graphed
below.

The respondents who a
attended the poster session on Thursday indicated
that the session was a good use of their time, and provided opportunities for them to learn more about research and to interact with researchers and others interested in dementia care. We learned that our efforts
to increase the visibility of, and opportunities to interact with, the poster
presenters was noticed by attendees - with some positive feedback.
The majority of respondents strongly agreed, or agreed that FridayÊs
Summit was a good use of their time, that the meeting ran smoothly, with
opportunities to share ideas, meet other Network members, and that they
enjoyed the food and meeting rooms at our host hotel.

We heard that what people enjoyed most at this yearÊs Summit were: the
diversity and range of presenters, the guest keynote presenter, the poster
How would you describe your role? session and networking, the chance to hear from other professionals
working in the same field, and learning more about the research currently
Researcher
underway.
Work with people with dementia
Student
Other
Family member
Administrative work in dementia care

"I look forward to the
Summit every year."

We heard that next year we can improve on our successes by: communicating the date for next yearÊs Summit well in advance, maintaining a
balance of research/clinical/front-line stakeholder presentations, inviting
CEOs of health regions and policy makers such as government officials
and institution administrators, providing time at the end of the day for
interaction with the presenters so that planning and networking can continue before the group disperses.

"All 4 Summits have been excellent. We all leave with new knowledge and
"Excellent. Wonderful opportunities re-motivated to further our work with dementias."
to discuss research with students
"This was my first one, I would like to do it again."
and others."
"Great mix of decision makers and researchers. Very relevant topics
by presenters."
"It also makes us aware of the big job yet to be done."
"Had a great time, learned a lot, look forward to next year!"
"The diversity of presentation is really important to
get all perspectives on the issues of dementia care."
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"The guest speaker and the presentation by Dr. Kirk - excellent.
The active engagement was excellent and good timing of session."
Report of the 4th Annual Summit of the Knowledge Network in Rural and Remote Dementia Care - October 27 & 28, 2011

Supplemental Resources
Attendees of the Summit came from around the province and across Canada, and share
a common interest in rural and remote dementia care. Pages 20 & 21 of this report
include contact information for members of the Decision Maker Advisory Council and
Research Team members.
Copies of handouts and information provided during this yearÊs Summit including: biographies of Decision Makers and Researchers, copies of the Poster Session booklet, slide
shows as presented during the Summit, and copies of the binder distributed to all participants of the Summit are available. Please contact Duane Minish, Research Assistant,
at duane.minish@usask.ca or phone: 306-966-4098 for assistance in obtaining these
resources.

World Alzheimer Report 2011

7KHEHQHÀWVRIHDUO\GLDJQRVLVDQGLQWHUYHQWLRQ

The full World Alzheimer Report 2011 The benefits of early diagnosis and intervention, is
available for download at: www.alz.co.uk/research/world-report-2011
The UK-focused Spotlight on Dementia Care A health foundation improvement report is
available for download at http://www.health.org.uk/publications/dementia-care/

Updates

World Alzheimer
Report 2011
OCTOBER 2011

Debra Morgan is collaborating on an International Virtual Centre of Excellence for rural
dementia care with: Anthea Innes (United Kingdom), Peter Birkett (Australia), and David
Edvardsson (Sweden). The group met and started their collaboration at the Alzheimer
Disease International (ADI) Conference in Toronto in 2011. The 2012 ADI conference is
being held in London, and the Collaborators will all be there to participate in a Rural Dementia Care Symposium as well as to continue their work on the Virtual Centre of Excellence at a pre-conference meeting at Bournemouth University.

Spotlight on

DEMENTIA CARE
A Health Foundation improvement report

Identify Innovate Demonstrate Encourage

Spotlight on
Dementia Care 2011

The Rural Dementia Care team in Saskatoon, whose work has been funded in part by
the Saskatchewan Health Research Foundation (SHRF), has been chosen as one of five
representative case studies exploring and evaluating the impact of SHRF-funded health
research. The team has participated in interviews and provided information about their
work to date. When a report from this case study is available we will share it with the
Knowledge Network group.
Team members Morgan, Cammer, Stewart, Crossley, DÊArcy, Forbes, and Karunanayake
have published a paper titled Nursing Aide Reports of Combative Behavior by Residents
with Dementia: Results from a Detailed Prospective Incident Diary. It examines nursing
aidesÊs perspectives of specific incidents of combative behaviour from nursing home residents with dementia, particularly their attributions for the behaviours. The paper will be
published in the Journal of the American Medical Directors Association, and is currently
available on-line. The DOI for the paper is: 10.1016/j.jamda.2011.07.003

Go online and learn more, visit the Team’s website:
www.cchsa-ccssma.usask.ca/ruraldementiacare/

Report of the 4th Annual Summit of the Knowledge Network in Rural and Remote Dementia Care - October 27 & 28, 2011
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Appendix A
Executive Summary - Planning for the Rising Tide:
New Models of Rural Primary Healthcare for Persons
with Dementia (Planning Session meeting Oct 17, 2011)

KEY MESSAGES
The current picture of healthcare services for rural people with mild cognitive impairment and
dementia and their caregivers, according to Planning Session participants:
Services are often not available or accessible
ME
E
TIME

Prevention
awareness
is low

Symptom
recognition
is late

Diagnosis
is made
late

Post-diagnostic
care is inadequate

Long-term care
admission is frequently
premature or crisis-driven

Gaps in healthcare
Symptoms of mild cognitive impairment (MCI) and dementia are challenging to recognize early in the
disease for families and healthcare professionals, and may be attributed to normal aging. Some people
feel that a diagnosis of dementia carries a stigma.





Families typically seek help when they have reached a crisis point. As a result, diagnosis is frequently
delayed.



Post-diagnostic care services are not consistent across the province and can be difficult to access, such
as primary care and home care services.



Long-term care admission is frequently either premature or crisis-driven. Individuals with dementia
and their caregivers do not receive the range of services they need in order remain as independent as
possible and to stay in their own homes for as long as possible.

The way healthcare services should look for rural people with mild cognitive impairment and
dementia and their caregivers, according to Planning Session participants:
Services should be more available and accessible
TIME

Prevention
awareness is
widespread

Symptoms
Diagnosis is
are recognized made earlier
earlier

Post-diagnostic
care improves

Long-term care
admission is a
planned process

Improve healthcare by:
 Improving early recognition of mild cognitive impairment (MCI) and dementia symptoms among the
public and healthcare professionals.


Improving access to early diagnosis of MCI and dementia among the rural and remote population.



Improving post-diagnostic care for rural and remote people with MCI and dementia and support to
their caregivers throughout the continuum of care.



Supporting caregivers to allow people with dementia to stay in their homes longer, reduce caregiver
distress, and delay admission to long-term care.
Key recommendations by participants:
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Develop dementia care facilitators to provide case management and system navigation
Offer education and training to improve the knowledge base of healthcare professionals
Establish guidelines to improve prevention, early detection, and diagnosis
Introduce care pathways for primary healthcare professionals
Support a provincial and national strategy for dementia
Lobby provincial government to recognize dementia as a chronic disease
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Appendix A
1. EXECUTIVE SUMMARY
Team Objectives
Our team’s objectives are to develop and implement an interdisciplinary and cross-jurisdictional
(national and international) program of research to improve the delivery of healthcare to persons
with mild cognitive impairment (MCI) and dementia and their caregivers in rural and remote
primary healthcare settings.
Background
Our team has been working together since 2003 to deliver services, in person and by telehealth,
to persons with dementia in rural and remote (northern) Saskatchewan through the Rural and
Remote Memory Clinic in Saskatoon and related projects (e.g. telehealth support group for
caregivers). With Dr. Debra Morgan as Principal Investigator, the team was originally funded in
2003 by Canadian Institutes of Health Research (CIHR) as a “New Emerging Team (NET).”
Saskatchewan Health has continued to fund the Rural and Remote Memory Clinic’s services
since the research demonstration project ended in 2009. Since then, the NET team has continued
its momentum with research funding from CIHR and the Saskatchewan Health Research
Foundation, with guidance from a 27-member Decision-Maker Advisory Council. Other funding
organizations have also provided support for research, trainees, and research-related travel.
The Rural and Remote Memory Clinic in Saskatoon provides diagnostic support, management,
and follow-up for rural and remote patients presenting with atypical and complex cases of
dementia and mild cognitive impairment. However, the clinic also receives referrals for
relatively uncomplicated patients, indicating that family physicians are not sufficiently prepared
to meet the current need for diagnosing and managing patients with Alzheimer’s disease and
other dementias. In addition, our team’s research over the last several years points to a
significant need for new ways to deliver care to people with mild cognitive impairment and
dementia, as well as to their caregivers.
The impetus for the October 17th Planning Session was supported by a call from CIHR for
Planning Grant applications of $25,000, to enable researchers and stakeholders to meet face-toface and develop plans for a full Community-Based Primary Healthcare (CBPHC) Innovation
Team Grant. CIHR plans to fund a number of CBPHC Innovation Teams in the area of primary
healthcare for a minimum of five years, with the possibility of extension to ten years.
Planning Session Objectives
We had three specific objectives for the October 17th Planning Session:
• bring together researchers, stakeholders, family caregivers, and international experts to
identify important issues in primary healthcare for people with MCI and dementia and their
caregivers living in rural and remote areas
• identify innovative and feasible service delivery models to improve primary healthcare for
people with MCI and dementia and their caregivers living in rural and remote areas
• establish relationships with stakeholders who are interested in working with our team to
implement future intervention projects in Rural Dementia Care
Method
The one-day Planning Session was held at the Sheraton Cavalier Hotel in Saskatoon on October
17, 2011. A number of stakeholder groups were invited to the Planning Session, including family
physicians and Nurse Practitioners; health region directors of primary healthcare, chronic disease
Community-Based Primary Healthcare Team Grant Planning Session, October 17, 2011
Planning for the Rising Tide: New Models of Rural Primary Healthcare for Persons with Dementia
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management, long-term care, and Home Care; and selected past participants of the Annual
Knowledge Network in Rural and Remote Dementia Care Summit, including family caregivers
of Rural and Remote Memory Clinic patients. Prior to the Planning Session, we mailed a binder
of meeting documents by post to each participant.
The Planning Session included brief presentations in the morning by Dr. Debra Morgan (Team
Principal Investigator), Dr. William Albritton (Dean of College of Medicine, U of S), and Sheila
Achilles (Director, Primary Health Care and Chronic Disease Management, Saskatoon Health
Region). A session of focus groups and a facilitated panel discussion followed. During the
afternoon session, our Team’s international collaborators, Dr. Sridhar Vaitheswaran (Consultant
Old Age Psychiatrist, Scotland) and Alan Murdoch (Dementia Services Development Manager,
Scotland), presented their program of telepsychiatry in dementia service delivery in the remote
Shetland Islands in Scotland. This presentation was followed by a second session of focus
groups, a facilitated panel discussion, and a self-administered survey of Planning Session
participants that identified challenges and solutions to implementing interventions.
Planning Session participants were asked to discuss the following five questions during the
morning and afternoon session of the focus groups:
Thinking of people with dementia and their caregivers in rural and remote areas:
• What are the gaps in primary healthcare (i.e., pressing issues or challenges)?
• What are the reasons for these gaps?
• How can these gaps be resolved?
• What objectives should be kept in mind when designing services to provide primary
healthcare to this group?
• What would an ideal model of rural primary healthcare look like? Which specific
interventions should be included in this model?

A full copy of the
report from the
CBPHC meeting is
available by contacting Julie Kosteniuk:
julie.kosteniuk@usask.ca

or phone at 306966-8773
Planning for the Rising Tide:
New Models of Rural Primary Healthcare
for Persons with Dementia

Community-Based Primary Healthcare Team Grant
Planning Session, October 17, 2011

REPORT

TEAM MEMBERS
Debra Morgan
Julie Kosteniuk
Margaret Crossley
Megan O’Connell
Andrew Kirk
Norma Stewart
Vanina Dal Bello-Haas
Dorothy Forbes
Anthea Innes
John Keady
Sridhar Vaitheswaran
Alan Murdoch

Ethics approval was obtained from the University of Saskatchewan Behavioural Research Ethics
Board (BEH# 11-192) to collect focus group and survey data during the Planning Session.
Results
The Planning Session was attended by 53 stakeholders and 13 co-investigators, collaborators,
and research assistants. Stakeholders included health region directors, family physicians, nurse
practitioners, family caregivers, the Alzheimer Society of Saskatchewan, Health Quality Council,
and health region employees.
Participants identified the following gaps in primary healthcare for people with dementia and
their caregivers in rural and remote areas:
• Symptoms of MCI and dementia are challenging to recognize early in the disease for
families and healthcare professionals, and may be attributed to normal aging. Some people
feel that a diagnosis of dementia carries a stigma.
• Families typically seek help when they have reached a crisis point. As a result, diagnosis is
frequently delayed.
• Post-diagnostic services are not consistent across the province and can be difficult to
access, such as primary care and home care services.
• Long-term care admission is frequently either premature or crisis-driven. Individuals with
dementia and their caregivers do not receive the range of services they need in order
remain as independent as possible and to stay in their own homes for as long as possible.
Community-Based Primary Healthcare Team Grant Planning Session, October 17, 2011
Planning for the Rising Tide: New Models of Rural Primary Healthcare for Persons with Dementia
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The following reasons for gaps in primary healthcare for people with dementia and their
caregivers in rural and remote areas were singled out by participants:
• Insufficient education for healthcare professionals and the general public resulting in
inadequate public awareness and stigma
• Rural isolation and a need for travel to access diagnostic and supportive management
services in cities
• Human resource shortages
• Rigid health region boundaries, and services that are inconsistent across health regions
• Inadequate public funding for services and costs to rural patients and families to access
private services
According to participants, the objectives that should be kept in mind when designing services to
provide primary healthcare to persons with dementia and their caregivers include:
• Improving early recognition of MCI and dementia symptoms among the public and
healthcare professionals
• Improving access to early diagnosis of MCI and dementia among rural and remote
populations
• Improving post-diagnostic care for rural and remote people with MCI and dementia and
support to their caregivers throughout the continuum of care
• Supporting caregivers to allow people with MCI and dementia to remain functionally
independent, in order to stay in their homes longer, reduce caregiver distress, and delay
admission to long-term care
The specific interventions that should be included in rural primary healthcare for persons with
dementia and their caregivers, as identified by participants:
• Develop dementia care facilitators to provide case management and system navigation
• Offer education and training to improve the knowledge base of healthcare professionals
• Establish guidelines to improve prevention, early detection, and diagnosis
• Introduce care pathways for primary healthcare professionals
• Support a provincial and national strategy for dementia
• Lobby provincial government to recognize dementia as a chronic disease
Next Steps
Based on the results of this Planning Session and subsequent meetings, our team intends to
develop innovative ways to improve the delivery of healthcare to persons with mild cognitive
impairment and dementia and their caregivers in rural and remote settings. Our team intends to:

Consult with individual stakeholders to identify primary healthcare interventions that
build on existing resources (e.g., Alzheimer Society of Saskatchewan)

Lobby the provincial government to provide funding for pilot interventions

Work with health regions to further develop feasible and effective primary healthcare
interventions

Conduct a baseline provincial (and regional level) study to determine current rates of
healthcare and social service use, identify gaps in care and support services, and target
potential areas for quality improvement

Develop a CBPHC Innovation Team Grant proposal to submit to CIHR in Fall of 2012

Community-Based Primary Healthcare Team Grant Planning Session, October 17, 2011
Planning for the Rising Tide: New Models of Rural Primary Healthcare for Persons with Dementia
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Appendix B
Decision Maker Advisory Council
Contact Information
Contact information has been removed from this version of the report posted on-line.
Please contact Debra Morgan at the University of Saskatchewan
email: debra.morgan@usask.ca or phone 306-966-7905
for assistance contacting any of the decision makers.
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Last Name
Burton
Cammer
Crossley
Danylyshen-Laycock
D'Arcy
Elash
Enright
Haugrud
Holfeld
Hunter
Karunanayake
Kirk
Kosteniuk
Lacny
McBain
Meng
Minish
Morgan
O'Connell
Remmen
Sewall
Sigurdson
Stewart
Walls-Ingram

First Name
Rachel
Allison
Margaret
Tracy
Carl
Freda
Joseph
Nicole
Leslie
Paulette
Chandima
Andrew
Julie
Catherine
Lesley
Xiangfei
Duane
Debra
Megan
Moira
Lindsay
Kristjan
Norma
Sheena

Rural Dementia Care Team Contact Information

University of Saskatchewan
University of Saskatchewan

University of Saskatchewan
University of Saskatchewan
University of Saskatchewan
University of Saskatchewan
University of Saskatchewan
First Nations University of Canada
University of Saskatchewan
University of Saskatchewan
University of Saskatchewan
University of Saskatchewan
University of Saskatchewan
University of Saskatchewan
University of Saskatchewan

University of Saskatchewan
University of Saskatchewan
Saskatoon Health Region
University of Saskatchewan
University of Saskatchewan
University of Saskatchewan
University of Saskatchewan
University of Saskatchewan

Organization
University of Saskatchewan

306-966-6254
306-966-6154

306-931-1800 ext 7509
306-966-8772
306-966-4098
306-966-7905
306-966-2496
306-655-2343

306-966-1647
306-966-8372
306-966-8773

306-966-5925
306-966-2109

306-966-8769
306-966-8767

306-966-6075
306-966-5923

Phone

Email
rachel.burton@usask.ca
allison.cammer@usask.ca
margaret.crossley@usask.ca
tracy.danylyshenlaycock@saskatoonhealthregion.ca
carl.darcy@usask.ca
freda.elash@usask.ca
joe.enright@usask.ca
nah843@mail.usask.ca
leslie.holfeld@usask.ca
phunter@stmcollege.ca
chandima.karunanayake@usask.ca
andrew.kirk@usask.ca
julie.kosteniuk@usask.ca
chl093@mail.usask.ca
lmcbain@firstnationsuniversity.ca
xim443@mail.usask.ca
duane.minish@usask.ca
debra.morgan@usask.ca
megan.oconnell@usask.ca
moiraremmen@hotmail.com
lindsay.sewall@usask.ca
krs268@mail.usask.ca
norma.stewart@usask.ca
sheena.walls@usask.ca

Appendix C
Rural Dementia Care Research Team Members
Contact Information
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Appendix D
List of Posters Presented at Summit
Poster
Presenter

Authors & Poster Title

Rachel Burton

Rachel L. Burton & Megan E. OÊConnell

Delivering Cognitive Rehabilitation by Telehealth to Individuals with Dementia in Rural Areas.
Allison Cammer

A. Cammer, D. Morgan, N. Stewart, M. Crossley

Care Aides Understanding of and Reporting of Aggressive Incidents
Donna Dalziel and
Steve Kowal

Donna Dalziel, Steve Kowal, and Frontal Temporal Support Group

Tracy DanylyshenLaycock

Tracy Danylyshen-Laycock

Nicole Haugrud

N. Haugrud, M. Crossley, M. Vrbancic, M. OÊConnell, & D. Morgan

Frontal Temporal Dementia Support GroupÊs Active Engagement Project

Examining the Relationship Between Facilitation and Sustainability of an Educational Program in Rural
Long-Term Care Homes

Verbal Fluency Changes in Dementia
Paulette Hunter

Paulette V. Hunter, Thomas Hadjistavropoulos, Sharon Kaasalainen

Strategies Employed by Health Care Professionals to Manage Conflict in Day-to-Day Dementia Care
Paulette Hunter

Paulette Hunter, Thomas Hadjistavropoulos, Sharon Kaasalainen, William Smythe, David Malloy, Jaime Williams

The Personhood in Dementia Questionnaire: Development and Psychometric Testing
Julie Kosteniuk

Debra Morgan, Julie Kosteniuk, Anthea Innes, John Keady, Turner Goins, Norma Stewart, Carl DÊArcy, Drew Kirk

Rural Idyll vs. Rural Deficiencies: Dementia Care in Rural Family Practice
Catherine Lacny

Catherine Lacny, Andrew Kirk, Debra G. Morgan, Chandima Karunanayake

Patient Variable Predictors of Cognitive Impairment Severity at Memory Clinic Presentation
Xiangfei Meng

Xiangfei Meng, Carl DÊArcy, Raymond Tempier, Changgui Kou, Debra Morgan, Darrell D. Mousseau

Survival of patients with incident dementia who had a pre-existing psychiatric disorder: A populationbased 7-year follow-up study
Xiangfei Meng

Xiangfei Meng, Carl DÊArcy, Debra Morgan, Darrell D. Mousseau

Predicting risk of dementia in Canadians in primary care: the diagnosis algorithm for identifying
dementia
Megan OÊConnell

M. E. OÊConnell, M. Crossley, A. Cammer, D. Morgan, & Our Caregiver Collaborators

Key Factors Identified by Participants of a TelehealthFacilitated Support Group for Spouses of Persons Diagnosed With Atypical Dementias
Hannah St. Denis-Katz

Hannah St. Denis-Katz, Margaret Crossley

Development Work with the Northern Cultural Assessment of Memory (N-CAM): A Cognitive Screen for
the Detection of Cognitive Impairment and Dementia in Aboriginal Seniors
Norma Stewart

Norma Stewart, Debra Morgan, Allison Cammer, Chandima Karunanayake, Duane Minish

Gender Differences in Caregiver Distress over Time
Sheena Walls Ingram

Debra Morgan, Sheena Walls-Ingram, Allison Cammer, Margaret Crossley, Dorothy Forbes, Anthea Innes, Megan E.
OÊConnell, Norma Stewart

Pre-Diagnosis Experiences of Informal Caregivers of Individuals Referred to a Rural and Remote Memory
Clinic
Summit 2011

Participants of 2010 & 2011 Summit - An evolving interactive poster for collecting feedback

Healthcare Delivery Across the Continuum for Rural and Remote Seniors with Dementia
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Appendix E
Selected Articles and References
from Dr. Janice KeefeÊs Keynote Presentation
Keefe, et al, (forthcoming). Intergenerational support to older Canadians ⁄. In De Santis, G (ed.),
The family, the market or the State? Intergenerational economic support under pressure in
ageing societies. Springer Publisher
Keefe, J. (2011). Supporting caregivers and caregiving in an aging Canada. Study 23. Institute for
Research on Public Policy. www.irpp.org/pubs/IRPPstudy/IRPP_Study_no23.pdf
Gaymu, et al., (2010). What will the family composition of older persons be like tomorrow?
Canada and France. Canadian Journal on Aging, 29(1), 57-71.
Ward-Griffin, Keefe, et al., (2009). The Development and Validation of the Double Duty
Caregiving Scale (DDCS). Canadian Journal of Nursing Research, 41(3), 108-128.
Keefe, J., Glendinning, C., & Fancey, P. (2008). Financial payments for family carers: Policy
approaches and debates. In A. Martin-Matthews & J. Philips (Eds.), Ageing at the
intersection of work and home life: Blurring the boundaries (pp. 185-206). New York:
Lawrence Eribaum.
Keefe et al., (2008). CaregiversÊ Aspirations, Realities, and Expectations: The Care Tool. Journal of
Applied Gerontology, 27(3), 286-308.
Carrière, Y., Keefe, J., Légaré, J., Lin, X., & Rowe, G. (2007). Population aging and immediate
family composition: Implications for future home care services. Genus, LXIIII (1-2), 11-31.
Keefe, et al., (2007). Developing new strategies to support future caregivers of the aged in
Canada:... Canadian Public Policy, 33(S1), S65-S80.
Keefe, J., Légaré, J., & Carrière, Y. (2007). Developing new strategies to support future caregivers
... Projections of need and their policy implications. Canadian Public Policy, 33, 65-80.
Keefe, J., & Rajnovich, B., (2007). To pay or not to pay: Examining underlying principles in the
debate on financial support for family caregivers. Canadian Journal on Aging, 26(S1), S7790.
Guberman, Keefe et al., (2007). „Not another form!!‰: Lessons for implementing caregiver
assessment in health and social service agencies. Health and Social Care in the Community,
15(6), 577-587.

More information about Janice Keefe, and her research interests is available
online at: www.msvu.ca/FSGN/faculty/Keefe
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Appendix F
Rural Dementia Care Research Team
Selected Publications
PEER REVIEWED PAPERS

Published/In Press/Accepted:
Meng, X., DÊArcy, C., Morgan, D., Mousseau, D. (accepted Nov 28, 2011). Predicting risk of dementia among
Canadian seniors: A useable practice-friendly diagnostic algorithm. Alzheimer Disease and Associated
Disorders: An International Journal.
Morgan, D., Cammer, A., Stewart, N., Crossley, M., DÊArcy, C., Forbes, D., Karunanayake, C. (accepted July
11, 2011). Nursing aide reports of combative behavior by residents with dementia: Results from a
detailed prospective incident diary. Journal of the American Medical Directors Association.
Meng, X., DÊArcy, C., Tempier, R., Kou, C., Morgan, D., Mousseau, D. (accepted June 15, 2011). Survival of
patients with incident dementia who had a pre-existing psychiatric disorder: A population-based 7-year
follow-up study. International Journal of Geriatric Psychiatry.
Schmaltz, H., Jamieson, J., Desjarlais-deKlerk, K., Silvius, J., Jennet, P., Morgan, D., & Strauss, S. (accepted June
6, 2011). Specialized geriatric assessment using telehealth: A systematic review. Interactive Journal of
Medical Research.
Kosteniuk, J., Morgan, D., DÊArcy, C. (in press). Diagnosis of anxiety and depression in clinical scenario
patients: Survey of Saskatchewan family physicians. Canadian Family Physician.
Lacny, C., Kirk, A., Morgan, D., & Karunanayake, C. (accepted Jan, 2011). Does day length affect cognitive
performance in rural and remote memory clinic patients? Canadian Journal of Neurological Sciences.
Forbes, D., Montague, P., Gibson, M., Hirdes, J. & Clarke, K. (in press, Dec. 2010). Social support deficiency in
home care clients. Perspectives: Journal of the Gerontological Nursing Association.
Kosteniuk, J., Morgan, D., DÊArcy, C. (in press). Treatment and follow-up of anxiety and depression in clinical
scenario patients: Survey of Saskatchewan family physicians. Canadian Family Physician.
Lanting, S., Crossley, M., Morgan, D., & Cammer, A. (2011). Aboriginal experiences of aging and dementia in
a context of sociocultural change: Qualitative analysis of focus groups with Aboriginal seniors. Journal of
Cross-Cultural Gerontology 26(1), 103-117.
Heggie, M., Morgan, D., Crossley, M., Kirk, A., Wong, P., Karunanayake, C., & Beever, R. (2011). Quality of
life in early dementia: Comparison of rural patient and caregiver ratings at baseline and one-year
follow-up. Dementia: The International Journal of Social Research and Practice.
Slaughter, S., Eliasziw, M., Morgan, D., Drummond, N. (2011). Incidence and predictors of eating disability
among nursing home residents with middle-stage dementia. Clinical Nutrition,30, 172-177.
Estabrooks, C., Morgan, D., Squires, J., Boström, A.M., Slaughter, S., Cummings, G., & Norton, P. (2011). The
care unit in nursing home research: Evidence in support of a definition. BMC Medical Research Methodology,
11:46.
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Appendix F
Rural Dementia Care Research Team
Selected Publications - continued
Jansen, S.L., Forbes, D., Duncan, V., Morgan, D.G., Malouf, R. (2011). Melatonin for the treatment of dementia.
The Cochrane Database of Systemic Reviews, 3(20). (Original publication: 2006, Issue 1. Art. No.: CD003802.
Morgan, D., Crossley, M., Kirk, A., McBain, L., Stewart, N., DÊArcy, C., Forbes, D., Harder, S., Dal Bello-Haas,
V., Basran, J. (2011). Evaluation of telehealth for pre-clinic assessment and follow-up in an interprofessional rural
and remote memory clinic. Journal of Applied Gerontology, 30, 304-331.
Morgan, D, Innes, A., & Kosteniuk, J. (2011). Dementia care in rural and remote settings: A systematic review of
formal or paid care. Maturitas. 68, 17-33.
Innes, A., Morgan, D., & Kosteniuk, J. (2011). Dementia care in rural and remote settings: A systematic review
of informal/family caregiving. Maturitas, 68, 34-46.
Slaughter, S., Eliasziw, M., Morgan, D., & Drummond, N. (2011). Incidence and predictors of disability in
walking among nursing home residents with middle-stage dementia: A prospective cohort study. International
Psychogeriatrics, 23(1), 54-64.
Stewart, N., DÊArcy, C., Kosteniuk, J., Morgan, D., Forbes, D., MacLeod, M., Kulig., J., & Pitblado, R. (2011).
Moving on? Predictors of intent to leave among rural and remote RNs in Canada. The Journal of Rural Health,
27, 103-113.
Andrews, M.E., Stewart, N., Morgan, D., & DÊArcy, C. More alike than different: a comparison of male and
female RNs in rural and remote Canada. Journal of Nursing Management. (Online first: 2011)
Peacock, P., Forbes, D., Markle-Reid, M., Hawranik, P., Morgan, D., Jansen, L., Henderson, S., & Leipert, B.
(2010). Positive aspects of the caregiving journey with dementia: Using a strengths-based perspective to reveal
opportunities. Journal of Applied Gerontology, 29(5), 640-659.
Andrews, M.E., Stewart, N., & Morgan, D. (2010). Dementia awareness in northern nursing practice. Canadian
Journal of Nursing Research, 42(1), 56-73.
Haugrud, N., Lanting, S., & Crossley, M. (2010). The effects of age, sex, and AlzheimerÊs Disease on strategy
use during verbal fluency tasks. Aging, Neuropsychology, and Cognition, 17, 220-239.
Estabrooks, C., Hutchinson, A., Squires, J., Birdsell, J., Cummings, G., Degner, L., Morgan, D., & Norton, P.
(2009). Translating Research in Elder Care: An Introduction to a Study Protocol Series. Implementation Science,
4, 51.
Rycroft-Malone, J., Dopson, S., Degner, L., Hutchinson, A., Morgan, D., Stewart, N., & Estabrooks, C. (2009).
Study protocol for the Translating Research in Eldercare (TREC) : Building context through case studies in longterm care project (project 2). Implementation Science, 4, 53.
Penz, K., Stewart, K., DÊArcy, C., & Morgan, D. (2008). Predictors of Job Satisfaction for Rural Acute Care
Registered Nurses in Canada. Western Journal of Nursing Research, 30(7), 785-800.
Morgan, D., Crossley, M., Kirk, A., DÊArcy, C., Stewart, N., Biem, J., Forbes, D., Harder, S., Basran, J., Dal
Bello-Haas, V., & McBain, L. (2009). Improving Access to Dementia Care: Development and Evaluation of a Rural
and Remote Memory Clinic. Aging & Mental Health, 13(1), 17-30.
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Appendix F
Rural Dementia Care Research Team
Selected Publications - continued
Lanting, S., Haugrud, N., & Crossley, M. (2009). The effects of age and sex on clustering and switching during
speeded verbal fluency tasks. Journal of the International Neuropsychological Society, 15 (2), 196-204.
Jansen, L., Forbes, D., Markle-Reid, M., Hawranik, P., Kingston, D., Peacock, S., Morgan, D., Henderson, S.
& Leipert, B. (2009). Formal care providersÊ perceptions of home and community-based services: Informing
dementia care quality. Home Health Care Services Quarterly, 28(1), 1-23.
Forbes, D. & Edge, D. (2009). Canadian home care policy and practice in rural and remote settings: Challenges
and solutions. Journal of Agromedicine: Practice, Policy and Research, 14(2), 119-124.
Forbes, D., Culum, I., Lischka, A.R., Morgan, D.G., Peacock, S., Forbes, J., Forbes, S. (2009). Light therapy for
managing cognitive, sleep, functional, behavioural, or psychiatric disturbances in dementia. Cochrane Database
of Systematic Reviews, Issue 4. Art. No.: CD003946.

Technical Reports
Morgan, D., & Minish, D. (Feb 2011). Knowledge network in rural and remote dementia care: Final Report, 3rd
Annual Summit Oct 28 and 29th, 2010. Report printed at the University of Saskatchewan (28 pages).
Morgan, D., & Minish, D. (Feb 2010). Knowledge network in rural and remote dementia care: Final Report, 2nd
Annual Summit Oct 29 and 30th, 2009. Report printed at the University of Saskatchewan (23 pages).
Lejbak, L., Haugrud, N., and NET Team (2010 revision). Clinical guidelines and related research for dementia
diagnosis. Report printed at University of Saskatchewan (57 pg).
Kosteniuk, J., DÊArcy, C., & Morgan, D. (Jan 2010). Report to physicians on depression and anxiety survey.
Report printed at University of Saskatchewan (10 pages).

If you would like assistance accessing any of these
publications, or if you would like more information about research
conducted by the team, please contact
Duane Minish, Research Assistant:
duane.minish@usask.ca or by phone at 306-966-4098
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The Rural Dementia Care Team at the University of
Saskatchewan has a website with more information about team
members, their projects, and contact information. The site also
features reports and photos from past Summit events. Learn more
online:
www.cchsa-ccssma.usask.ca/ruraldementiacare/
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