
Page 6

Inside: Caregiver SOS |  Nutrition News  |  Healthy Aging  |  Dementia

April 2018 Editionwww.longtermcarenews.ca

Published by

Supporting literacy in seniors



2 Home and LongTerm Care News APRIL 2018 www.longtermcarenews.ca

NEWS

overnments are increas-
ingly funding communi-
ty-based care for people 
who are seriously ill or in 

palliative care but it is difficult for fam-
ilies and even doctors to find informa-
tion about the quality of that care. Wil-
frid Laurier University Professor Dawn 
Guthrie is leading a national effort to 
change that.

Guthrie received a $336,600 grant 
from the Canadian Institutes of Health 
Research (CIHR) to lead a project to 
develop and test quality indicators for 
the home care of seriously ill and pal-
liative patients. The project involves 
collaborators from universities, health-
care organizations and governments 
from across Canada, as well as interna-
tional scholars. 

“Dying is something that will happen 
to everyone, and good quality of care at 
the end of life is a basic human right,” 
says Guthrie, a member of Laurier’s de-
partments of Kinesiology and Physical 
Education and Health Sciences. “We 
know a little about what’s happening 
in terms of the quality of palliative care 
in hospital. We know almost nothing 
about what happens in the communi-
ty, which by and large is where people 
want to be.”

Guthrie and master’s student Lisa 
Harman already completed a project 
to develop quality indicators for pal-
liative home care in Ontario. That 
project took a year; the national-level 
one, which builds upon it, will take 

three years. Both projects draw on 
existing data. 

“We have all kinds of electronic 
health information, millions of assess-
ments across the country,” says Guth-
rie. “Now what we need is expert input 
into what’s important to measure and 
capture.”

Guthrie and her colleagues are set-
ting up a series of expert panels includ-
ing clinicians, researchers, healthcare 
administrators, patients and families. 
These participants will help narrow 
down which indicators are most help-
ful in understanding the quality of care 
patients receive. 

Indicators may include physical 
ones, such as the prevalence of pressure 
ulcers (bedsores), severe pain and falls; 
emotional ones such as depression 
and loneliness; and social ones, such 
as participation in social activities and 
caregiver distress. 

The next step in the project will be 
to examine the existing data to deter-
mine if the suggested indicators can in 
fact be effectively measured and com-
pared across the country. The ultimate 
goal is to develop a standardized set of 
quality indicators that can be reported 
as percentages – i.e., per cent of people 
with unrelieved pain.

“By looking at these indicators, pal-
liative care providers can see how they 
are doing and how they compare to 
other places. In this way, they can fig-
ure out where they might need to make 
some changes in order to improve the 
quality of care that they provide,” says 
Guthrie.

Guthrie cautions that the numbers 
may not always reflect quality of care – 
for instance, a high rate of shortness of 
breath may indicate a large number of 
patients with respiratory disease rather 
than low-quality care. However, the in-

dicators are meant to reflect issues mer-
iting further investigation.

Since a standardized assessment 
instrument developed by interRAI, 
an international consortium promot-
ing high-quality healthcare, is widely 
used in Canada, organizations such 
as Ontario’s Local Health Integration 
Networks (LHINs) will be able to use 
software to keep track of comparative 
numbers once quality indicators are 
developed. Guthrie is an interRAI re-
search fellow.

“I think the research can help im-
prove the quality of care for everybody,” 
says Guthrie. “Currently in our health-
care system, we don’t have all the mon-
ey to do everything we might want to 
do, so how do we do a really good job 
with what we have? How do we keep 
improving? Part of it is measuring what 
we’re doing and using data to help in-
form practices.” LC
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Laurier researcher heading national 
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couple of months back I wrote about James 
“Jim” Pearson,  an elderly man with de-
mentia who was missing in Whitby, Ontar-
io. This was the same man I found wander-

ing in my neighbourhood and drove home just several 
weeks before he went missing.

As we were wrapping up this issue of the magazine, 
Durham Regional Police issued a statement that that 
Jim has been located, deceased, not far from his home.  
A heartbreaking end to an almost nine-week-long 
search.  

Unfortunately, this story, while tragic is not unique.  
According to the Alzheimer’s Association, six in 10 
people with dementia will wander.  That means 60 per 
cent of people with dementia are at serious risk. With 
people living longer, the number of people living with 
dementia will continue to rise steadily, putting an even 
larger number of people at risk.

In report on how the rising rates of dementia pa-
tients are challenging police forces by The Globe and 
Mail, Toronto Police confirmed that in 2016 alone, 
Toronto police received 835 reports of missing people 
aged 61 and older, the highest number in the past five 
years. Nearly 2.5 people per day and these numbers will 
only rise. 

If a missing dementia patient isn’t found within 12 
hours, he or she faces a 50 per cent chance of injury 
or death, according to the Alzheimer Society of Can-
ada – so time is of the essence. People with dementia 
who are living independently need to be monitored 
and checked on regularly so that if they do wander – 
people can be made aware and on the look-out as soon 
as possible. 

With huge wait-lists for long-term care placement 
and hospitals bursting at the seams, many people living 
with dementia are living independently with some help 
from family and friends. These informal caregivers may 
have no experience or be familiar with the dangers of 
wandering in this population. And it’s nearly impossi-
ble to keep tabs on anyone 24-7. 

People living with dementia are extremely vulnera-
ble, many of them unaware of the danger wandering 
poses, many of them unaware that they are even wan-
dering. It’s time to develop a strategy to protect them. 
Technology that can monitor/track someone who is 
prone to wander is available. While, it’s not foolproof, 

it can provide some level of protection, but more has 
to be done.

A unique online resource that allows consumers to 
find the right locator device for loved ones with demen-
tia who may wander has been launched through the 
support of AGE-WELL and the Alzheimer Society of 
Ontario. The Consumer Guideline for Locator Tech-
nologies website offers caregivers a level playing field to 
compare GPS-based locator devices and other types of 
tracking technologies. The site can be used to determine 
which device best meets the needs of an individual with 
Alzheimer’s disease or another form of dementia who 
is at risk of becoming lost. For more information visit: 
https://tech.findingyourwayontario.ca/

Health professionals who suspect a patient has de-
mentia or may be prone to wandering should have to 
report to a central agency that works with families to 
help prevent wandering. This way a closer eye will be 
kept on them and if they do wander, the alarm will 
be sounded sooner. Public awareness campaigns to ed-
ucate people on signs that someone with dementia is 
lost or in need of help so we are more likely to offer 
assistance could also go a long way. 

There is no simple fix but it is everyone’s responsibil-
ity to protect the vulnerable. It is our duty. We need to 
advocate for those who cannot advocate for themselves 
and start a frank and realistic conversation on what 
every single one of us can do (governments, doctors, 
nurses, family and the public) to prevent this tragedy 
from happening to another family. LC

Protecting 
the vulnerable
A

Kristie Jones
Editor, Home and Long Term Care
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ave you ever wondered why 
humans love to dance? 
Why do we tap our fingers 
or toes when listening to 

a catchy piece of music? Whether you 
are consciously on the dance floor 
showcasing your best moves or uncon-
sciously tapping along to the radio as 
you drive down the highway, humans 
move to music because we are biologi-
cally predisposed to do so. The parts of 
our brain responsible for listening and 
producing movements are hardwired 
together. This means that when we 
hear music, movement centres of our 
brains are automatically activated. 

This simple fact that music listen-
ing impacts motor movements can be 
used to address one of the most debil-
itating effects of Parkinson’s Disease 
– problems with muscle coordination 
and regulation. Parkinson’s Disease 
often leads to difficulties initiating or 
completing movement patterns used in 
everyday life, including walking. Trem-
ors and freezing are two presentations 
of Parkinson’s – dependent movement 
challenges. 

How it works: the human brain re-
sponds to the consistent beat of music, 
and uses this beat to inform the way 
we step, reach, and grasp. This phe-
nomenon is especially helpful for peo-
ple with Parkinson’s who experience 
gait freezing. Freezing occurs when an 
individual is unable to put one foot 
in front of the other when they come 
across an obstacle in their path, such 
as a curb, step, or doorway. Normally, 
we see a step and are able to respond by 
lifting our leg higher to accommodate 
the change in elevation. In Parkinson’s 
Disease, the brain’s ability to respond 
to these visual stimuli is compromised. 
The presence of a strong and consistent 
musical beat can greatly improve a per-
son with Parkinson’s ability to respond 
to environmental cues that we often 
take for granted.

A musical beat can also help people 
with Parkinson’s Disease to walk sym-
metrically, and decrease hand tremors 
when reaching for objects such as a cof-
fee cup. Neurologic Music Therapists 
are trained and able to work with each 
individual to optimize the beat patterns 
used depending on the progression of 
the disease. For example, a slower beat 
will be chosen for an individual whose 
current gait pattern is slow. The thera-
pist may, over time, gradually increase 
the tempo to help the individual speed 
up their gait pattern. 

One neurologic music therapy tech-
nique that is especially important in 
Parkinson’s disease is called Rhythmic 
Auditory Stimulation. This therapy is 
used to help people with Parkinson’s 
practice walking with music. It com-
bines elements of music cognition 
with physiotherapy, and is often deliv-
ered by both a neurologic music ther-
apist and a physiotherapist working 

together. This way, the patient receives 
temporal cues from the music ther-
apist, and movement cues from the 
physiotherapist. 

One compelling aspect of the rhyth-
mic auditory stimulation technique 
is that therapists can send clients 
home with a metronome so they can 
continue to practice moving with the 
beat outside of the therapy session. 
A metronome is a device that plays 

a consistent rhythmic beat. There 
are many metronome apps available 
for smartphones. Clients can set the 
metronome to the correct temporal 
structure, plug headphones into their 
phone, and walk with confidence in 
the community. The “take-home” met-
ronome has helped many people with 
Parkinson’s continue to walk with con-
fidence in their communities, despite 
the presence of obstacles. LC

H

Music
By Chelsea Mackinnon

THE PRESENCE OF 
A STRONG AND 
CONSISTENT MUSICAL 
BEAT CAN GREATLY 
IMPROVE A PERSON 
WITH PARKINSON’S 
ABILITY TO RESPOND 
TO ENVIRONMENTAL 
CUES THAT WE 
OFTEN TAKE FOR 
GRANTED

Chelsea Mackinnon, BHSc, MA, is Room 217’s research lead. She teaches 
two interdisciplinary undergraduate courses at McMaster University, and is 
the founder of the Hamilton Intergenerational Music Program. 
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t Altamont Care Commu-
nity in Toronto, the major-
ity of residents are bilin-
gual with English as their 

second language. Several of them are 
active members of the book club.

Until recently, they have 
struggled to find books in 
their native languages to con-
nect them to their cultural her-
itage. Now that’s all changed 
thanks to a new digital read-
ing project for seniors offered 
through Family Councils On-
tario (FCO) and e-book retailer 
Kobo. 

Alyson Gillian is the new dig-
ital librarian and co-president of 
the family council at Altamont, 
which is owned by Sienna Senior 
Living. She submitted a successful 
application for the care communi-
ty to become one of six in Ontario 
participating in the second phase 
of the project. She is supported at 
Altamont by Nancy de Vera, the 
Director of Resident Programs, and 
Saira Haq, the Resident Relations 
Coordinator.

“Access to reading materials in 
languages of origin expand 
the availability of literacy 
support for seniors,” says 
Saira. “Some of the resi-
dents revert back to their 
mother tongue, and I think 
this has to do with dementia 
and Alzheimer’s. As you get older, 
your short-term memory dissipates 
and your long-term memory retains, 
so people actually revert back to their 
childhood and books they loved to 
read.”

One resident at the care community 
speaks English for about two hours in 
the morning, and Greek for the rest of 
the day.

This is the first time that Kobo has 
partnered with the long-term care sec-

tor, and through the FCO has gifted 
Altamont with its Aura H20 e-readers, 
free book credits and instant access to 
a vast digital library that includes hun-
dreds of free e-books. This has allowed 
residents to discover and read books in 

their own languages, which they didn’t 
have access to with the paper library. 
They can now re-read books they once 
read as a child, connecting them to 
their youth and aiding a vital bridge in 
the process of memory care.

“We are one of the more mul-
ticultural homes in Sienna,” says 
Nancy, who recognizes that a lot 
of residents will be reading a book 
on a screen for the first time. But as 
yet, she hasn’t had anyone say that it 
isn’t for them. 

The book club is now both print 
and digital, and meets every week 
to discuss which titles they would 
like to download. They even weeded 
out some of their lesser-used print 
books and sold them off at a quarter 
a piece, raising $120 for the club to 
invest in the digital library. 

Every resident can get a rotation 
of an e-reader and sign it out for a 
week at a time. All the devices are 
connected, so when a resident re-
quests a book, it is purchased on a 
computer and automatically added to 
each one. Once they have finished a 
title, the exact percentage read can be 
confirmed on the device and added to 
a metrics report. 

Kumar is an 85-year-old resident 
from Sri Lanka, and uses the new 

digital library. He is a strong believ-
er in lifelong learning, and 

earned his degree at the 
age of 70. Another res-
ident, Bert, was born 
in Austria in 1933 and 
stores his personal li-

brary of 1,500 books at 
his son’s house. Bert has read 

all his life, and thinks it’s important for 

A

Supporting literacy 
for seniors with ESL
Digital library in residents’ good books
By Drew Tapley
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(Above) Saira Haq, and Nancy de Vera with members of the book club at Atlamont Care Community. (Left) Altamont Care Community Resident Kumar with 
his degree certifi cate and graduation photo.        

Drew Tapley is a Writer at Sienna Senior Living.

seniors to continue to read and enlarge 
their knowledge in later life. He is cur-
rently halfway through an e-book.

“I like how you can touch it and it 
turns the pages,” he says. “When I read 
a heavy book in bed, my arms would get 
tired. But this is fantastic.” 

The e-readers also allow residents 
with vision difficulties to fully partici-
pate through adjustable text, whereas 
before they would have to order books 
in large print. They are lightweight, 
shatterproof, and manageable in size 
for seniors to operate. 

Samantha Peck is Director of Com-
munications & Education at FCO. 
She was involved in the selection of 
participants for the project based on 

the strength of their teams, established 
relationships, and the commitment to 
carry out the project successfully. There 
are 630 long-term care communities in 
Ontario, and about 80 per cent of them 
have an active family council. 

“It’s not so much a challenge around 
literacy in long-term care, but a chal-
lenge around appropriate literature for 
people with a cognitive impairment,” 
she says. “What we are hearing and 

why I think the project is so valuable, 
is around access to literature in other 
languages. As people progress through 
Alzheimer’s and dementia, they often 
lose that second language. Being able 
to easily access something in a lan-
guage the person still understands can 
make a huge difference to their quality 
of life.”

She is collecting qualitative and 
quantitative feedback from participants 

to provide a clearer picture of wheth-
er this is something that works well in 
long-term care. 

The project was launched at Al-
tamont in January, and runs through 
June. After this, Nancy is hoping they 
can run their own research project 
around literacy in long-term care.

“Cognitive ability among people with 
dementia is really pivotal in allowing 
them to exercise their brain,” she said. 
“Reading is one way that recreation can 
assist them to keep using that function 
in their brain that connects them with 
their previous life and where they are 
right now. It only enhances their qual-
ity of life when we are able to provide 
resources like this.” LC

COGNITIVE ABILITY AMONG PEOPLE WITH 
DEMENTIA IS REALLY PIVOTAL IN ALLOWING 
THEM TO EXERCISE THEIR BRAIN
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magine a bed that moni-
tors an older adult’s health 
while they sleep and alerts 
a healthcare provider if 

there are potential problems.
That’s the goal of a groundbreak-

ing research project that uses pressure 
sensor technology to help predict and 
prevent health problems by analyzing 
clues such as movement, breathing 
and fluid retention. The project is 
funded by AGE-WELL, Canada’s 
Technology and Aging Network.

“Pressure ulcers are one area of fo-
cus,” says Dr. Frank Knoefel, project 
co-lead and a physician at Bruyère 
Continuing Care in Ottawa. A sig-
nificant concern for people who can-
not easily change positions in bed, 
pressure ulcers can cause severe pain, 
are difficult to heal and can become 
infected. They typically occur where a 
boney part of the body like a hip or 
heel presses against the skin. 

By placing a mat equipped with 
hundreds of sensors under a mattress, 
Dr. Knoefel and co-lead Dr. Rafik 
Goubran are able to track how, and 
how much, someone moves during 
sleep. They’ve also correlated the 
amount of movement with blood 
flow by comparing the movement of 
patients’ heels overnight with pictures 
taken in the morning using a thermal 
camera. A heel that hasn’t moved ap-
pears “cold,” signaling a lack of blood 
circulation that could lead to a pres-
sure ulcer. 

The potential for prevention is 
significant. Dr. Knoefel imagines a 
simple alarm system in a hospital or 
long-term care setting in which “a little 
red light goes on at the nursing station 
saying, ‘Mr. Jones in bed four needs to 
be turned.’” And for older adults liv-

ing at home, a “smart bed” could tip 
off a family caregiver or attendant to 
the need for repositioning. 

The research team has also used the 
pressure sensor system to monitor the 
irregular breathing patterns associated 
with sleep apnea. A clinical trial will 
be conducted to test the mat’s ability 

to detect nighttime fluid build-up as-
sociated with congestive heart failure, 
a debilitating condition common in 
older adults. 

Although pressure sensor technology 
is not new, the team’s expertise is devel-
oping sophisticated algorithms to sort 
through the data and extract informa-

tion and patterns that are valuable to 
clinicians – an innovative reimagining 
of the technology. “It’s extremely com-
plex, but extremely rewarding,” says Dr. 
Goubran, vice president, Research and 
International, at Carleton University.

The technology is being developed 
at a new AGE-WELL National Inno-
vation Hub in Ottawa called Sensors 
and Analytics for Monitoring Mobility 
and Memory (SAM3). A joint initiative 
of AGE-WELL, Bruyère Research Insti-
tute and Carleton University, the hub 
is focused on smart technologies that 
monitor seniors’ health and wellbeing 
– to keep them as healthy, safe and in-
dependent as possible.

I

Smart beds: 
Monitoring health during sleep
By Linda Huestis

THE PROJECT USES PRESSURE SENSOR 
TECHNOLOGY TO HELP PREDICT AND 
PREVENT HEALTH PROBLEMS BY ANALYZING 
CLUES SUCH AS MOVEMENT, BREATHING 
AND FLUID RETENTION

Linda Huestis is a freelance writer. AGE-WELL is a federally funded Network of Centres of Excellence that is harnessing the power of new technologies to 
benefi t older adults and caregivers. The pan-Canadian network brings together researchers, industry, non-profi ts, government, care providers and end-
users to develop solutions for healthy aging. For more information, visit http://agewell-nce.ca/

Dr. Frank Knoefel (left), a physician at the Bruyère Memory Program, and Dr. Bruce Wallace, Executive Director of 
the SAM3 hub, with a pressure-sensitive mat designed to monitor an older adult’s health while they sleep. 
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Pressure images reveal that the left heel (in comparison to the right heel) was subjected to 
more pressure with less pressure relief from movement, resulting in a higher likelihood of 
pressure ulcer development.

Co leads: Dr. Rafi k Goubran, Carleton University and Bruyère Research Institute; 
Dr. Frank Knoefel, Carleton University, University of Ottawa and Bruyère Research Institute.

Dr. Goubran notes that moving the 
pressure-sensitive mat concept to mar-
ket will require the involvement of a 
wide variety of sectors, including tele-
communication and network commu-
nications, data analytics and healthcare 
monitoring. Partnerships are already in 
place with three major companies. 

The team believes the “smart bed” 
holds great promise for keeping older 
adults healthy and at home. Dr. Knoefel 
uses the example of someone’s bed 
sending daily health status reports to a 
home care nurse, allowing early inter-
vention if there are signs of problems. 

“This is like a bedside nurse 24 hours 
a day,” he says. LC

AVERAGE EXERTED PRESSURE

STANDARD DEVIATION

Right Foot Left Foot
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By Catarina Versaevel

Butterfly Household 
Model of Care in Canada: 

Lessons learned to date 

Implementing the
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he Butterfly Household 
Model of Care developed 
by Dr. David Sheard, 
Dementia Care Matters 

(DCM), a UK-based leading demen-
tia care culture change organization, 
is currently transforming the culture 
of care in five supportive living and 
two long-term care homes in Canada. 
Over the past 20 years, this model has 
grown across the UK, Ireland, and has 
moved into Canada and Australia. As 
of July 2017, the first ever Butterfly 
Project started in the United States.

The Butterfly Household Model of 
Care rests on the belief that for people 
experiencing dementia, feelings mat-
ter most, that emotional intelligence is 
the core competency and that “people 
living with a dementia can thrive well 
in a nurturing environment where 
those living and working together 
know how to “be” person centred 
together” (Dr. David Sheard). Care 
organizations who implement the But-
terfly Household Model of Care are 
supported by Dementia Care Matters 
to undergo a one -year culture change 
program known as the Butterfly Proj-
ect. The Butterfly Project incorporates 
several key components and guides 
and nurtures leadership, staff, families 
and care partners to be person-centred 
and relationship focused through es-
tablished methodologies, tools, and 
Being a Butterfly training workshops.

Many articles have been written 
to describe the Butterfly Household 
Model of Care and the positive im-
pacts on improving the quality of 
care for people experiencing differ-
ent stages of dementia. Based on 
the implementation of the Butterfly 
Household Model to date within 
the seven Butterfly Projects/Homes 
in Canada, it is hoped that the les-
sons learned as described in this 
article will assist organizations in 
their implementation of the year-long 
Butterfly Project.

KEY LESSONS 
FOR SUCCESSFUL 
IMPLEMENTATION OF 
BUTTERFLY PROJECTS

The implementation of the Butterfly 
Household Model of Care – Butterfly 
Project – as a culture change program 
relies on an appreciation and under-
standing of the organizational realities 
of each individual care home, the histo-
ry, the existing culture, the governance 
and management of the organization 
and the family and external and com-
munity relationships. The key lessons 
described in this article link to these 
elements.

A need to understand the organi-
zation’s Model of Care: To transform 
into a truly person-centred home 
where results can be seen in people’s 
daily lives, an organization will need 
to address the model of care in place 
and transition to a congruent mod-
el – a new emotion-led organization. 
A congruent model of care requires a 
Board who understands and supports 
the leadership and staff in the imple-
mentation of the Butterfly Household 
Model of Care.

Strong and supportive leadership: 
A leader who understands the Model, 
the implementation challenges and 
can provide the guidance, direction 
and modelling required for a change 
management program, as well as the 
strategy and tactics required to sustain 
the 12-month Project, is critical. Imple-
mentation success stands or falls on 
one charismatic, inspirational leader, a 

leader who can convey and model an 
emotional life journey and clearly grasp 
what “self” is about in an emotional 
led organization.

Leadership and management team 
members’ presence and modelling for 
staff on a regular basis with people who 
are on the dementia journey is a real 
asset and support for staff especially if 
this modelling occurs following a Being 
a Butterfly workshop day so that staff 
know and can directly observe the lead-
ership and management understand-
ing and commitment to the culture 
change underway.

Positive, upbeat leadership and con-
nections daily with people who live 
in the Butterfly Home and modelling 
warmth, caring and affection makes a 
huge impact and is a key ingredient to 
successful implementation.

Vision and Stakeholder Relation-
ships: A collaborative and trusting re-
lationship with government, regulators, 
policy makers built on a shared appre-
ciation, understanding of and commit-
ment to the Butterfly Model is key to 
addressing the cultural barriers that 
will inevitably arise throughout the im-
plementation of the Model. For exam-
ple, to create the look and environment 
of a Butterfly Home relies on collabo-
rative and proactive work with external 
partners to manage risk, the cultural 
barriers and to sustain/refresh the envi-
ronment and stuff throughout the year-
long Project. The understanding and 
buy-in of the Model is also important 
for Fire Marshall, infection prevention 

and control and government officials 
who conduct compliance audits and 
monitoring of the home.

Project Management Methodology 
and Expertise: Implementing the But-
terfly Household Model of Care at its 
core is changing the care culture and 
a change management program with 
many components. The degree and 
pace of change has been called by some 
as ‘brutal’ in the sense that it requires 
absolute focus and determination as 
well as the ability to cut through all the 
obstacles and sometimes make difficult 
or unpopular decisions. “The Butter-
fly Household culture change model 
is certainly well defined, with an array 
of piloted and rigorous practice tools, 
and it proceeds at a vigorous pace of 
change”. (Dr. David Sheard). Project 
management expertise and leadership 
within the organization to ensure due 
diligence, effective structures and fol-
low-up and focus on the 12-month de-
liverables is critical to implementation 
success.

Dementia Care Matters Consultan-
cy and Access to Dementia Care Mat-
ters Tools/Methodologies: The con-
sultancy support from DCM through 
regular Skype sessions, on-site visits, 
e-mails etc. with the proven expertise, 
experience in implementing the Model 
many times over, and guidance, is criti-
cal. Access to the DCM tools, resources, 
methodologies and taking the time to 
review and incorporate these resources 
into the staff practices and procedures 
is key. Using the tools, methodologies 
with consistency and rigour is also im-
portant. DCM has a very coherent and 
proven project structure, with monthly 
set deliverables describing the sequence 
of the planned culture change within 
the organization required to imple-
ment the Butterfly Household Model 
of Care. A key lesson is to adhere to the 
structure and the set deliverables and 
not significantly deviate from the flow 
and sequence.

T
THE BUTTERFLY HOUSEHOLD MODEL OF CARE 
RESTS ON THE BELIEF THAT FOR PEOPLE 
EXPERIENCING DEMENTIA, FEELINGS MATTER 
MOST, THAT EMOTIONAL INTELLIGENCE IS 
THE CORE COMPETENCY AND THAT “PEOPLE 
LIVING WITH A DEMENTIA CAN THRIVE WELL 
IN A NURTURING ENVIRONMENT

Continued on page 12

Catarina Versaevel is the National Director Dementia Care Matters Canada. She can be reached at catarina@dementiacarematters.com 
For more information visit www.dementiacarematters.com
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Matched Households: One of the 
key elements in the implementation of 
the Butterfly Household Model person 
centred approach to dementia care is 
the creation of matched households. 
This concept is based on the belief that 
“matching” people at a similar point in 
their dementia in a household provides 
more focused and individualized care. 
This gives the opportunity to bring out 
the very best in people and avoids the 
potential distress and muddle of peo-
ple with very different needs all being 
together in a large group. It also means 
staff have the chance of focusing their 
own skills to meet individual needs 
and to provide more specialist care and 
support. This concept is introduced 
fairly early on in the implementation, 
and a lesson learned toward successful 
implementation is to introduce the con-
cept and approach to staff and families 
early in the Project, and to not transi-
tion to matched households late in the 
12-month project.

Licensed Practical Nurse (LPN) 
Leadership and Knowledge: The LPN 
embodies a critical role in the imple-
mentation of the Butterfly Project. The 
daily and consistent LPN modelling 
and support for staff of what relational 
care means and what it means to be a 
staff in a Butterfly Home is critical. The 
LPN’s daily presence to address issues 
and concerns as they arise is also key. 
Another lesson is the importance of or-
ganizational support for LPNs in the de-
velopment of the LPN leadership skills 
as well as the skills to mentor, support 
and nurture staff.

Engaged Home Action Team: The 
Home Action Team is the organiza-
tion’s link to the staff within the care 
home during the Butterfly year-long 
Project. The Home Action Team con-
sists of six to eight people from dif-
ferent departments/areas within the 
home. Their role is to communicate to 
their colleagues on what is happening, 
how it is going, and to convey to the 
home leadership any issues or concerns 
from a staff perspective. In other words, 

the Team members are the ambassadors 
for the Project and a key asset for prob-
lem solving and helping the leadership 
understand the barriers, challenges and 
implementation opportunities from the 
staff perspective.

Ongoing Staff Engagement: Through- 
out the year-long period, it is most help-
ful to provide ongoing opportunities 
for staff to engage with the leadership, 
to present ideas and to problem solve. 
Staff know the people with dementia 
and their families the best and are a 
valuable, essential resource to the im-
plementation as the Project progresses 
throughout the year.

Strong Family Participation: Through- 
out the year-long project, it is important 
to hold regular meetings with families to 
describe the Butterfly Household Mod-
el of Care. This includes explaining the 
steps and progression of the Project, to 
identify the changes that are anticipated 
and to provide opportunities for fami-
lies to network and have fellowship with 
each other on the dementia journey. 
This can really make the difference in 
enabling implementation and is worth 
the time and follow-up it takes. Authen-
tic engagement of families is key.

Being a Butterfly Workshops: A key 
component of the year-long Butterfly 
Project is the eight-day learning pro-
gram for staff. This learning program 
demonstrates to staff how to apply all 
the ideas and skills into one coherent 
learning and development approach. 
The course is very different from tradi-
tional ‘dementia awareness’ and starts 
with team members sharing ‘self’ and 
what matters to them in their own lives, 
emphasizing that the very best support 

is not about looking at people living 
with dementia as ‘them’ and different, 
but that it is really about all of us as peo-
ple sharing life day-to-day, as friends and 
family might. This approach emphasiz-
es that: improving self-awareness is the 
route to being person-centred; guaran-
teeing people’s quality of life is the cen-
tral focus of learning; and, transferring 
skills into team-based action is the only 
real evidence that matters. Another key 
part of the learning is all team members 
being given an opportunity to observe 
the lived experience of people using the 
DCM ‘QUIS’ observational tool. Fac-
ing the reality or the truth of what life 

is really like for people can have a trans-
formative effect in motivating the team. 
The implementation lesson learned is 
also that the investment in ensuring 
staff from all areas in the home partic-
ipate is critical to truly change the cul-
ture of care, to grow action-based teams, 
and to ensure the daily lived experience 
of people is as positive as it can be. An 
important challenge for the home is 
also to think through how best to en-
able the casual staff to benefit and learn 
from the Being a Butterfly learning and 
development program. 

“Being a Butterfly workshops allow 
for staff to be fully immersed in this 
significant culture change; focusing on 
our own life story, and how it impacts 
the way we view and care for others. 
Being a Butterfly workshops give staff 
permission to see themselves as being 
a detached professional and creates an 
opportunity to be an attached profes-
sional through examining the emotion-
al needs of not only our residents, but 
themselves. Exploring how we impact 

our residents is a key component of the 
Butterfly education and understanding 
the truth of what our care really looks 
like. Once you allow staff to pull back 
the layers of who they are, you see the 
lightbulb moments, and the motivation 
to learn and do better shines through. 
These workshops equip staff on how to 
change each moment for our residents 
so the daily lived experience is one of 
joy, purpose and fullness,” explains 
Amy McDonough, Former Butterfly 
Trainer, Southwood Care Centre, In-
tercare Corporate Group, Calgary, 
Alberta.

Occupation/Activities: The Being 
a Butterfly learning program and the 
DCM tools and resources provide staff 
with creative ideas to engage and assist 
to occupy people experiencing the de-
mentia journey in a person-centred way, 
recognizing the interests, hobbies and 
past work lives of people. Staff transi-
tion from task oriented care to putting 
relationships at the heart of interac-
tions, and to meaningful occupation 
being built into the whole day rather 
than recreation or “activities” being 
seen as something separated and not 
everyone’s job as it should be. The team 
will also benefit greatly from ongoing 
ideas, modelling and encouragement 
from the home’s leadership, recreation 
staff and LPNs. For example, the staff 
team needs to know that even when in-
dividuals provide no verbal or immedi-
ate feedback, they may be experiencing 
or enjoying an activity, that people are 
still connecting, and so it is important 
for staff to persevere. 

Part of the leadership in implement-
ing the Butterfly Project is understand-
ing each of the staff roles and working 
toward re-configuring roles (health care 
aides, recreation/activity workers, food 
services, housekeeping, maintenance 
etc.) to achieve an overall 1:5 staff ra-
tio. This ratio is required for a vibrant, 
sustainable Butterfly Home and one 
focused on ensuring a positive, en-
gaged day for all the people who live in 
the home. LC

Butterfl y Household Model 
Continued from page 11

AN IMPORTANT CHALLENGE FOR THE HOME 
IS ALSO TO THINK THROUGH HOW BEST TO 
ENABLE THE CASUAL STAFF TO BENEFIT 
AND LEARN FROM THE BEING A BUTTERFLY 
LEARNING AND DEVELOPMENT PROGRAM





f you are under the im-
pression that food borne 
diseases are not common 
– think again. Today, food 

safety is receiving more and more atten-
tion, not only by nutrition experts, but 
also the government, the biomedical 
community and the public.

Food Safety is a concern at home, 
in restaurants and at long-term care 
Homes. Each day, long-term care 
homes serve residents three full meals, 
between meal snacks, as well as food 
and drinks at special events and activ-
ities. With all that food being prepared 
and served every day, food safety must 
be a top priority, ensuring meals pro-
vide a safe and healthy experience for 
everyone.

WHAT IS FOOD 
BORNE ILLNESS?

It is when sickness is caused by the 
ingestion of food containing microbi-
ological, chemical or physical hazards. 
Although most of these infections 
cause only mild illness, severe infec-
tions, serious complications and death 
may occur in high-risk populations, 
such as in older adults and people with 
impaired immunity.

The most common causes of food 
borne illnesses in foodservice are:
• Inadequate/ineffective handwashing
• Improper cooling of foods
•  Too much time between preparation 

and eating
• Infected people handling food
• Inadequate reheating
• Improper hot-holding temperatures
• Contaminated ingredients
• Food from unsafe sources
• Improper cleaning
•  Cross contamination from raw to 

cooked products
• Inadequate cooking

A HIGHLY 
QUALIFIED TEAM

Long-Term Care Homes have high-
ly qualified teams of Registered Dieti-
tians, Nutrition Managers, Cooks and 
Food Service Workers. A good goal is 
to have one hundred per cent of all 
staff employed in the Food and Nutri-
tion department certified as Food Han-
dlers by the local public health or other 
program recognized by public health 
such as the Train Can or National 
Food Safety Training Program. These 
programs require that staff write a test 
every five years to remain certified. 
Staff involved in any resident events 
or programs where food is prepared or 
served can benefit from being certified. 
As well many staff are College certified 
graduates of the Food Service Worker 
Program 

PUBLIC HEALTH 
– PARTNERS IN 
PREVENTION 

Public Health makes regular visits to 
long-term care kitchens and food prepa-
ration areas to ensure that they main-
tain a clean, safe, sanitary environment 
and that safe practices are used for re-
ceiving, storing, preparing and serving 
food in our homes. 

 Any concerns noted during these 
routine visits should be followed-up on 
immediately. As an extra safety mea-
sure, some homes may contract with a 
private laboratory to conduct indepen-
dent reviews and food sampling.

ROUTINE ACTIVITIES 
THAT PROMOTE 
FOOD SAFETY 

Long-term care homes promote 
many routine practices that ensure 
food safety. The following are just a few: 
•  Cleaning is a priority. The Food 

and Nutrition staff is trained on the 
correct use of cleaning chemicals 
and sign-off to verify that cleaning 
assignment have been completed. 
Staff routinely check and verify the 
concentration of chemicals used for 
washing dishes and cooking pots. 

•  Staff check and record temperatures 
for all: 
Refrigerators and freezers twice daily 
Foods at time of cooking
Foods at time of service
Dishwashing after each meal service 
Pot washing several times each day 
In addition, all food products are 

purchased from reliable suppliers that 
work closely with homes in identifying 
potentially hazardous food items that 
may need to be recalled. 

WHAT CAN FRIENDS 
AND FAMILIES 
DO TO HELP?

Friends and family can contribute to 
a resident’s quality of life and nutrition 
intake by providing familiar, well-liked 
foods that may not be available in the 
home. Here are a few tips for visitors 
to the home to ensure the safety and 
well-being of all residents:
DO
–  Check with the home to ensure that 

hazardous foods (meats, eggs and dairy 
products) are allowed to be brought 

into the home for the resident’s 
consumption. 

–  Bring all cooked or prepared food for 
a resident to the Nutrition Manager, 
Registered Dietitian or Registered 
Nursing staff so they can assess suit-
ability and ensure that they are la-
belled and stored safely

–  Ensure personal refrigerators in the 
resident’s rooms are in proper work-
ing order and that they are cleaned 
out regularly. Discard items that are 
past their “best before” date.

–  Use safe food handling techniques 
in preparing, packaging, storing and 
transporting food items 

–  Bring only enough food for the resi-
dent you are visiting to eat in a single 
sitting.

DO NOT 
–  Store food in the car. Go directly to 

the home.
–  Share this food with other residents, 

as they may have food allergies or di-
etary restrictions.  

–  Put food in the resident’s drawers or 
leave extra food for them to consume 
later.
For more information on food han-

dling, please speak with the Nutrition 
Manager or Registered Dietitian in 
the home, or contact Toronto Public 
Health. Please do your part to ensure a 
safe food environment is maintained! LC
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Food safety 
is everyone’s 
responsibility 
By Dale Mayerson and Karen Thompson

Dale Mayerson B Sc RD CDE, and Karen Thompson, B A Sc RD are Registered Dietitians with extensive experience in Long-term care. They are coauthors 
of “Menu Planning in Long Term Care and Retirement Homes: A Comprehensive Guide” and have participated for many years on the Ontario Long Term 
Care Action Group, an advocacy group of Dietitians of Canada.



Dear Mom,

You were my rock. My best friend. 

From the beginning it was always us. 

Then suddenly, I was alone. 

Gliding out on the ice, my legs were 

shaking. My heart was broken.  

But you steadied me. As you 

always did. Thousands watched... 

except the one I wanted most. 

But we did it mom. I wish you  

were there. Almost as much  

as I wish you were here.

™  Life. We don’t want you to miss it. and the heart and / Icon on its own or followed by 
another icon or words are trademarks of the Heart and Stroke Foundation of Canada.

Joannie Rochette
Olympic medallist 
Lost her mom to heart attack

heartandstroke.ca

Joannie
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t is important to look at 
some of the changes that 
occur in normal aging 
when considering poten-

tial communication problems. As we 
age, there are changes in our memory, 
speed of thinking and how we process 
information. Sensory losses in hear-
ing and vision are also contributing 
factors. As we age, we tend to hesitate 
more often (using “um...” “eh...”), 

inserting more fillers in our conversa-
tional speech. We use more frequently 
indefinite words like “this,” “thing,” or 
“that.” This however, does not mean 
that language is a problem. Change 
does not equal decline. We are still as 
competent as ever in comprehending 
and expressing ourselves.

Some changes however, can be a 
presenting symptom, especially in Alz-
heimer’s and other neurodegenerative 

diseases such as primary progressive 
aphasia. Getting a correct diagnosis is 
critical. Language involves speaking, 
comprehension, reading and writing; 
whereas speech is the motor act or pro-
duction of the language. Not all areas 
may be affected.

In Alzheimer’s disease there is a 
deterioration of many areas of cogni-
tive function. These include memory, 
problem solving, social skills, and un-
derstanding and producing language. 
The common communication issue 
one sees in dementia is that the per-
son may not find the right word. They 
may substitute the intended word (e.g., 
television) for another word (e.g., tele-
phone), and they may have trouble 

finishing a sentence. Often, someone 
with dementia may lose their train of 
thought and may not be able to follow 
and comprehend conversations.

A person with dementia may also 
speak too much or too loudly, or at 
inappropriate times. They may repeat 
things or digress from the topic. Not all 
of this is related to the language issue it-
self, but these problems have an impact 
on communication.

In the early stages of dementia com-
munication is still pretty well main-
tained, but as the disease progresses, 
language difficulties become more pro-
nounced. Communication problems 
can lead to other issues. If someone is 
not able to express him/herself proper-

I

My elderly mom is having issues with 
her speech, is something really wrong?
My mom is 82 and I have noticed she is having issues 
with her speech. I am not sure if this is normal aging 
or something is really wrong?

Signed, Incommunicado



ly they may become anxious, withdrawn 
and lose self-confidence. If they cannot 
understand what is being said, they may 
become suspicious, angry or agitated. 
This is sometimes noted in the early 
stages of the illness.

Dr. Regina Jokel, speech-language 
pathologist and researcher at Baycrest 
explains: “The individual may no lon-
ger be able to communicate effectively 
with words. As the disease progresses it 
becomes harder for the person with de-
mentia to understand what others are 
saying. They may have trouble following 
fast speech or complex speech.”

As dementia progresses into the 
middle to later stage, the person may 
use repetitive words or speak in jargon. 
At the late stage there may be minimal 
communication, with grunts replacing 
words. This is obviously a stressful pro-
cess for family and caregivers to deal  

with. The name of the individual may 
stay with the person longer than other 
words and they may respond to the pres-
ence of a person.

Speech-Language Pathologists (SLPs) 
are specialists in the area of communi-
cation and can help diagnose and treat 
language issues. They provide detailed 
testing that can help differentiate be-
tween different speech and/or language 
disorders. They are experts at providing 
management suggestions to ensure that 

people communicate at their current 
potential.

The MMSE (mini mental status 
examination) that many health profes-
sionals use for testing people with cog-
nitive problems includes some language 
testing, but it is not detailed enough to 
diagnose the specific type of dementia. 
A speech-language pathologist has spe-
cific tools to determine what deficits 
are present and how to best manage 
them. It is very important to have a 

proper diagnosis, as it can impact the 
management. There is emerging evi-
dence that intervention can help slow 
the progression of the disease. Dr. Jokel 
advises starting this intervention early, 
as it will increase the success of preserv-
ing speech.

The goal is to maximize the cognitive 
function as much as possible. Although 
there is no cure for dementia, the fami-
ly and caregivers can help maximize the 
abilities of the person with dementia 
by utilizing specific communication 
techniques. Ensure that your mom sees 
the doctor as a start! Whether typical or 
atypical aging, you can help your moth-
er cope with the communication chang-
es of her aging brain. LC
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 Personal Care
 Caregiver Relief
 Nursing
 Companionship
 Meal Preparation
 Medication Reminders
 Light Housekeeping
 Palliative / End of Life Care
 Physio & Occupational Therapy
 Hospital Bedside Care

Support is just a phone call away.  

1.877.289.3997
clientservice@bayshore.ca

  
www.bayshore.ca

Personalized home care services

Nira Rittenberg is an occupational therapist who specializes in geriatrics and dementia care at Baycrest Health Sciences Centre 
and in private practice. She is co-author of Dementia A Caregiver’s Guide available at baycrest.org/dacg. Email questions to 
caregivingwithnira@baycrest.org. This article originally appeared in the Toronto Star.

COMMUNICATION PROBLEMS CAN LEAD TO 
OTHER ISSUES. IF SOMEONE IS NOT ABLE TO 
EXPRESS HIM/HERSELF PROPERLY THEY MAY 
BECOME ANXIOUS, WITHDRAWN AND LOSE 
SELF-CONFIDENCE
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THE ISSUE
Social isolation is on the rise in our 

growing aging population, particularly 
among those living in residential care. 
Better strategies are required to count-
er its negative consequences. There are 
established links between loneliness, 
social isolation, and negative health 
outcomes – including depression, de-
mentia, increased mortality, and high-
er healthcare costs. Studies show that 
55 per cent of residents in care homes 
experience loneliness. 

There are different reasons why 
people move. A health crisis often pre-
cipitates someone’s move into residen-
tial care. For many new residents, this 
transition is a painful and lonely time. 
These challenges are exacerbated for 
those living with dementia.

There are undoubted benefits of 
residential care for people who re-
quire physical care, however, research 
highlights concerns about residents’ 
psychosocial well-being. An American 
study found evidence that programs 
provided tend to be inaccessible or 
inappropriate for many residents, lead-
ing to low participation rates. Anoth-
er study explained that 45 per cent of 
residents with dementia participated 
in few or no activities, 20 per cent par-
ticipated only occasionally, and 12 per 
cent participated in activities that were 
inappropriate for their needs.

These numbers show a need for 
meaningful social engagement that 
offers opportunities for residents to 
deepen their social connections and 
re-establish a sense of purpose. Peer 
support is an effective approach to alle-
viating loneliness and depression. 

THE SOLUTION
Peer support groups, despite known 

benefits, are rarely used within senior 

living. Founded by Kristine Theurer 
in Vancouver, Java Group Programs 
are the first standardized peer support 
interventions designed to address the 
critical rates of depression and loneli-
ness in senior living. The Java Music 
Club is a weekly peer support group 
for residents, including those living 
with mild to moderate stage dementia. 
The program is based on the concept 
that people are happiest when they 
are helping one another. Java Memo-
ry Care is a vital adaptation for those 
living with moderate to advanced 
dementia. 

Homes committed to offering Java 
purchase a license and ensure that 
staff or volunteers are trained to guide 
Java sessions. Using discussion themes, 
photographs, songs and other materi-

als, at each session, the facilitators cre-
ate opportunities for residents to un-
load their burdens, learn new coping 
skills, reminisce and develop a valued 
social identity. Residents are encour-
aged to support one another and reach 
out to peers who are lonely. 

In an effort to enhance residents’ 
quality of life, many Canadian care 
homes have introduced Java programs. 
They have seen residents regain their 
love of life and sense of purpose, build 
new relationships and develop in-
creased respect for their peers.

Recently, a grant from the Centre 
for Aging + Brain Health Innovation 
has added 35 locations across Ontar-
io, allowing more residents to benefit 
from these programs. Interactive train-
ing workshops, coaching sessions, and 

public webinars are woven together 
to elevate facilitators’ skills through 
knowledge mobilization. A portion 
of the grant also advances our overall 
understanding of the benefits for res-
idents through rigorous research. Dr. 
Renate Ysseldyk from Carleton Uni-
versity is working with residents and 
staff at Riverstone Retirement Com-
munities and Élisabeth Bruyère Resi-
dence to understand their experiences.

Social isolation of vulnerable pop-
ulations is a universal issue. The Java 
Group Programs aim to reduce social 
isolation among people who live in res-
idential care. When it comes to Java, 
improving residents’ quality of life will 
always drive program implementation, 
research, and the design of skill build-
ing opportunities. LC

Innovative Canadian program helps 
reduce social isolation in residential care

The power of peer support:

By Michelle Fleming

Studies show that 55 per cent of residents in care homes experience loneliness. 

Michelle Fleming, Knowledge Broker at the Bruyère Centre for Learning, Research and Innovation in Long-Term Care (CLRI) leads the implementation of 
The Power of Peer Support: Reducing Social Isolation in Residential Care. This project is a collaboration between the Bruyère CLRI, Java Group Programs, 
Carleton University’s Department of Health Sciences, and Bruyère Continuing Care’s Therapeutic Support Services. It is funded by the Centre for Aging + 
Brain Health Innovation, Carleton University and the Government of Ontario through the Bruyère CLRI. For more information, visit the CLRI website. 



LEARN MORE AT 
Ilivewithdementia.ca 

#Ilivewithdementia

Yes. I live with dementia.
Let me help you understand.
I was diagnosed when I was 58. I love to try  
food from other cultures. I’m Mario.
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hen someone you love is 
in the hospital, it can be 
a stressful, confusing and 
overwhelming time. To 

help navigate the endless medical jar-
gon, countless opinions and revolving 
door of health professionals, you may 
need to be their eyes and ears. By be-
ing proactive and learning to advocate 
for your loved one, you will feel more 
calm, confident and in control. To en-
sure the best care in a hospital setting, 
make sure you:

ASK LOTS OF 
QUESTIONS 

While it can be intimidating to 
question a doctor’s advice or get a 
second opinion, don’t keep concerns 
to yourself. If you think a test should 
be done, wonder why a procedure is 
necessary or are worried about a symp-
tom, talk to the medical team. If some-
thing goes over your head, ask again! 
Be assertive, but stay calm and respect-
ful to get the answers you need. At the 
end of the day, you know the patient 
better than anyone else and your input 
can make all the difference.

DO YOUR RESEARCH 
A good advocate is an informed one. 

Learn as much as you can about your 
loved one’s condition. The more you 
know, the better you will be at com-
municating with doctors and nurses, 
understanding your options and mak-
ing educated decisions. Beyond online 
resources, reach out to advocacy orga-
nizations and other patients and fami-
lies for different perspectives.

WRITE EVERYTHING 
DOWN 

Stress can make it hard to retain in-
formation. Track medications, chang-
es in care, upcoming appointments 
and specialists and jot down questions 
as they come up. This will help make 
the most of every face-to-face oppor-
tunity with your healthcare provid-
ers. Detailed notes will be especially 
helpful if you bring in family members 
for back up or your loved one is dis-
charged.

BE THEIR VOICE 
During hospitalization, patients’ 

wishes may not be respected, or they 

can become too ill to make decisions 
themselves. As an advocate, it’s your 
role to represent their choices and 
not just what you think is best. If 
possible, talk to your loved one about 
their care wishes in detail and try to 
honour them.

FILL YOUR CUP 
Being a caregiver and advocate is 

not an easy feat and if you don’t take 
care of yourself, you will be unable to 
support others. Friends and family 
will want to help, so tell them what 
you need. Prioritize sleep, try your best 
to eat healthy and do more of what 
you love. Even short walks or lunch 
breaks outside can help you refresh 
and regroup. Find support groups and 
keeps friends or relatives in the loop 
so they can step in as needed.

Actively participating in the care of 
your hospitalized loved one will make 
you feel helpful instead of helpless. As 
advocate, being knowledgeable, orga-
nized and willing to ask tough ques-
tions will allow you to cope and care 
better. For more articles on caregiving 
visit www.familycaregiving.ca .LC
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any people have been faced 
with having to make critical 
decisions for family and 
friends who were at the end 

of their lives. This can create a great deal 
of stress and burden as family members 
try to navigate the social and healthcare 
systems and succumb to their own im-
pending loss and grief. 

A large proportion of these events 
occur in long-term care homes where 
almost a third of residents die every 
year. To compound the issue, families 
are often faced with making decisions 
for their loved ones who have lost the 
cognitive capacity, leaving families and 
friends struggling with stress and guilt 
while trying to do what they feel is best.

Our society doesn’t want to talk 
about aging and death because we are 
entrenched in a belief that quantity of 
years is always to be preferred over qual-
ity of life. This has largely been driven 
by advancements in life-prolonging 
technology and treatments. 

So when should we forgo these treat-
ments and transition to “comfort care” 
only? When should medical staff focus 
on quality of end-of-life care instead of 

M

By Sharon Kaasalainen 
and Tamara Sussman

How to advocate for a 
hospitalized loved one 
By Crystal Gonder

Crystal Gonder is a communications consultant for VHA Home HealthCare based in London, Ontario.

Talking to 
your family 
and friends 
about end- 
of-life wishes

Continued on page 21

RESIDENTS WHO 
HAVE MOVED 
INTO LONG-TERM 
CARE FACILITIES 
OFTEN FEEL 
THEY’VE LOST 
THEIR VOICE AND 
THE AUTONOMY TO 
MAKE DECISIONS 
FOR THEMSELVES



trying to make the patient live ever-lon-
ger? How can we alleviate stress and 
guilt? 

We all need to start the conversations 
about end-of life-wishes earlier. 

In our ongoing research, we inter-
viewed residents of long-term care facil-
ities along with their family members 
and staff members at the facility, includ-
ing personal support workers, nurses, 
social workers, dietary aides, recreation-
al therapists and other support staff. 

What we found was that even Cana-
dians in advanced age with the most 
fragile health who reside in long-term 
care homes have significant difficulty 
talking with their families about their 
end-of-life wishes and preferences for 
future end-of-life care. 

Our interviews reveal that residents 
who have moved into long-term care fa-
cilities often feel they’ve lost their voice 
and the autonomy to make decisions 
for themselves. They expect their fam-
ilies to make important decisions on 
their behalf. 

Interestingly, families expect these 
decisions would be made by doctors 
based on previous discussions with 
the patient. Yet health and social care 
providers, we found, are frequently un-
sure about what conversations they are 
“allowed” to engage in with patients 
and family members. In long-term care 
specifically, this uncertainty about who 
and what healthcare providers can talk 
about often precludes timely and open 
conversations about preferences for 
care down the road.

Our research also found that long-
term care residents often fear having 
end-of-life conversations because they 
don’t want to burden or depress family 
members – or because they don’t know 
exactly what to talk about: “I would like 
to have this conversation but I don’t 
think my family would” or “I don’t even 
know what I should be talking about,” 
are common sentiments. 

Families likewise tell us, “I want to 
know everything but I’m not sure my 
parent wants to talk about this.” 

Our work indicates that we need to 
engage both long-term care residents 

and their substitute decision makers 
early on, preferably even before they 
enter a long-term care home. If we had 
more discussions about our care wish-
es and preferences earlier, when there 
is time, opportunity and less pressure 
to do so, we could save our loved ones, 
who are often tasked with difficult 
decisions, a whole lot of anxiety and 
heartache.

So we worked with families and creat-
ed strategies for them to have these con-
versations earlier. And we also created 
workbooks and pamphlets to help them 
discuss end-of-life care together. 

The result has been anything but de-
pressing. 

In fact, most families report relief 
at having had the opportunity to have 
these discussions and learn what re-
mains important to their loved ones 
in life and in death. Topics covered in-
clude everything from the type of music 
that they enjoy to financial planning 
and a preferred location of death. 

A common reaction is “now I don’t 
have to guess.” Most also suggest they 
wished they had had these conversa-
tions earlier. 

Our research has also found that 
such conversations are extremely ben-
eficial for staff too because it provides 
them with reassurance and direction 
for supporting a “good life and a good 
death” for the residents and families 
that they come to know very well. 

It’s time to break the awkward silenc-
es. Let’s get everyone talking.  LC
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Helping people live with independence, 
dignity and in comfort since 1925.

• Nursing 
• Physio and other therapies 
• Personal care and support 
• Homemaking

•  Palliative support needs
• Dementia care
•  Respite
• Wound care 1.888.314.6622

www.vha.ca

Also specializing in:

Continued from page 20

Sharon Kaasalainen and Tamara Sussman are Canadian Frailty Network 
(CFN) Investigators and expert advisors with EvidenceNetwork.ca. Sharon is an 
Associate Professor with the School of Nursing and is an Associate member 
of the Department of Family Medicine at McMaster University. Tamara is an 
Associate Professor with the School of Social Work at McGill University.
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The Virtual Calm: Using Virtual 
Reality to Reduce Dementia Distress 
project recognizes that point of care 
homecare professionals have a unique 
perspective into the challenges that 
families encounter when facing Alz-
heimer’s Disease. This is particularly 
true when attempting to balance the 
provision of healthcare and supervi-
sion, while also attempting to engage 
and involve loved ones in activities. 

A recipient of CABHI funding via 
the Spark program, Virtual Calm: 
Using Virtual Reality to Reduce 
Dementia Distress builds on the 

evidence suggesting that 3D videos 
of serene environments may be an 
effective non-pharmacological tool 
for older adults in managing some 
of the neuropsychiatric symptoms of 
dementia. This project aims to better 
understand the potential of 3D virtu-
al reality scenarios as a tool to manage 
neuropsychiatric symptoms such as ag-
gression, agitation and apathy – lead-
ing to more manageable symptoms, a 
reduction of caregiver frustration and 
burnout, and a better quality of life 
for those diagnosed with Alzheimer’s 
Disease.

Non-drug approaches
to managing alzheimer’s symptoms

The Centre for Aging + Brain Health Innovation (CABHI)

here is no set or guaran-
teed life-expectancy for 
people diagnosed with 
Alzheimer’s Disease (AD). 

Some reports suggest that life expec-
tancy can be as long as 20 years beyond 
diagnosis, while others suggest that 
it can be half that, at only 10 years. 
Consider also that from the time 
symptoms begin to appear, diagnosis 
may not occur until almost three years 
later. No matter how long people live 

beyond the diagnosis, the cognitive 
decline can feel like it comes rapidly, 
and the need for solutions to manage 
symptoms of AD is a pressing concern 
given the global aging population.

 Many patients and caregivers are 
searching for solutions to help man-
age the symptoms of AD, and despite 
ongoing research, there remains plen-
ty of work to be done in developing 
pharmaceutical solutions to the 
progression of AD. However, in our 

search for the latest innovations in the 
aging and brain health sector, CABHI 
has received a number of projects that 
aim to provide the aging and brain 
health sector with new ways to help 
manage symptoms of AD, without 
the use of pharmaceuticals. Here are 
a few of the most exciting drug-free 
Alzheimer’s innovations that are cur-
rently in the CABHI pipeline offering 
support to both patients and their 
caregivers.

T

Virtual Calm: Using 
Virtual Reality to Reduce 
Dementia Distress

Advancing Recreation and Cognitive 
Engagement Through Technology
Established in 2007 in Washington, 
D.C., Linked Senior is the leading life 
enrichment platform for the senior 
care industry. To date, the solutions 
has been deployed in 37 US states and 
Canada, and is now part of CABHI’s 
innovation pipeline. This solution is 

a platform application used by staff 
and families to engage residents with 
games, brain fitness, music therapy, 
reminiscing and other non-drug ther-
apeutic interventions for an engaging 
high-touch, person-centered expe-
rience. Research done through this 

CABHI project will seek to answer: (1) 
Does Linked Senior use improve qual-
ity of life for those using the program 
versus non-users? (2) Is the degree of 
Linked Senior use associated with 
more positive outcomes among those 
using the program? 

Supported with $49,675 in CABHI 
funding, Learning the Ropes for 
Living with MCITM is a program 
focused on optimizing cognitive 
health through lifestyle choices, 
memory training, and psychosocial 
support. It is aimed at older adults 
and their close family members/
friends who are living in the com-
munity and are experiencing Mild 
Cognitive Impairment (MCI). The 
program content includes: Educa-
tion about MCI and lifestyle factors 
for promoting cognitive health and 
reducing risk of dementia; Memory 
training involving practical strate-
gies aimed at improving everyday 
remembering, such as memory for 
names, appointments, location 
of items, and things to do; Family 
support focused on discovering ap-
proaches for effectively living with 
a relative experiencing MCI. This 
project is leveraging CABHI fund-
ing to increase the scalability and 
adoption of the program by making 
it available online.

The development of non-drug 
approaches to managing symptoms 
of Alzheimer’s Disease is one area 
where CABHI is accelerating the 
pace of innovation in this sector. 
The three projects listed above 
represent a small sliver of the 90 
projects in the CABHI pipeline, 
all of which aim to provide older 
adults with a greater level of inde-
pendence, while also providing the 
tools that allow them to age in the 
setting of their choice.  For a full list 
of CABHI’s innovation projects, 
visit our project page by clicking 
this link.  

Learning 
the Ropes 
for Living 
with MCITM

1

3

2
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n a new study, researchers 
at Lawson Health Research 
Institute (Lawson) have de-
veloped a simple screening 

method for improving the detection of 
delirium.

Delirium is defined as a severe 
confusional state that occurs due to 
an underlying physiological problem 
such as illness or injury. Older adults, 
especially those with multiple health 
issues or cognitive problems, are most 
at-risk. Patients with delirium can have 
a many different symptoms, including 
memory problems, hallucinations, dis-
engagement from their surroundings 
and agitation, but the hallmark of de-
lirium is problems with concentration 
and attention.

“In hospital, approximately 29 per 
cent of older acute medicine and sur-
gery inpatients experience delirium. A 
huge challenge in improving delirium 
care is that it often goes undetected,” 
says Dr. Niamh O’Regan, a scientist 
at Lawson and a geriatrician at Lon-
don Health Sciences Centre (LHSC). 
“This is a significant concern since late 
diagnosis can increase the duration 
and severity of delirium, and intensify 
poor outcomes.”

To address this challenge, Dr. O’Re-
gan and a team of researchers set out to 
develop a simple algorithm for detect-
ing delirium. The goal was to create an 
easy test that can be used daily by nurs-
ing staff to identify whether a patient is 
showing signs of delirium.

“While many delirium screening 
methods have been developed, there 
is little evidence to show what meth-
ods are feasible and effective in the 
acute care setting,” explains Dr. O’Re-
gan. “A delirium screening method, 
or ‘cognitive vital sign,’ must be brief, 
simple and acceptable to both staff and 
patients.”

The team of researchers has there-
fore developed an algorithm that com-

bines two preexisting screening meth-
ods known as “The Months of the Year 
Backwards (MOTYB)” and “Recog-
nizing Acute Delirium as Part of Your 
Routine (RADAR)”. The MOTYB 
method has nurses ask patients to recite 
the months of the year in reverse order 
as a simple attention test. The RA-
DAR test, originally developed by Dr. 
Philippe Voyer and a team of research-
ers at Université Laval, is based entirely 
on nursing observation and takes seven 
seconds to complete. In the Lawson re-
searchers’ modified version of this test, 
nurses answer the following questions: 
1) Is the patient drowsy? 2) Does the pa-
tient have difficulty following instruc-
tions? 3) Are the patient’s movements 
slowed down? 4) Are there any other 

indications of delirium such as halluci-
nations, paranoia or a sudden change 
in cognition, mood or behavior?

The team is currently testing the 
screening method, which combines 
MOTYB and RADAR, on the acute 
care for the elderly (ACE) unit at LH-
SC’s Victoria Hospital. They are testing 
whether this method is reliable, effec-
tive in detecting delirium and feasible 
for daily use by nursing staff on the 
ACE unit.

“We are currently working with nurs-
es on the ACE unit to use this method 
as part of our research study,” adds Dr. 
O’Regan. “The response from the nurs-
ing team has been extremely positive as 
we work together to improve delirium 
screening and care.”

Patients who consent to the study 
will be screened for delirium using the 
algorithm but will also be tested by a 
geriatrician to validate the algorithm’s 
diagnostic accuracy. If patients test 
positive for showing signs of delirium, 
action will be taken based on clinical 
guidelines.

If successful, the team hopes to ful-
ly incorporate this screening method 
into clinical practice on the ACE unit. 
The team would then look to validate 
the method for use with other high-risk 
populations, such as older orthopaedic 
patients, and at other health centres 
across the province and country.

The project is being funded by 
an AMOSO Opportunities Fund 
grant. LC
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Lawson researchers develop 
delirium screening method
By Robert DeLaet

Staff from the acute care for the elderly (ACE) unit at London Health Sciences Centre’s Victoria Hospital.

Robert DeLaet is a Communications Consultant at Lawson Health Research Institute.
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aring for elderly parents 
can be overwhelming. 
Until you experience the 
realities of eldercare, many 

families don’t realize what lies ahead 
if Mom or Dad can no longer stay at 
home. Wait lists for publicly funded, 
long-term care beds are long (some-
times years), which limits options to 
caring for your parent at home. Go-
ing this route means private care is in 
addition to any home care obtained 
from public programs, or paying out 
of pocket for a private, assisted-living 
community.

The relentless stress of caring for an 
elderly parent plus the added burden 
of rising care costs can lead to family 
arguments. It can be about the level 
of care required and what it costs, one 
sibling bearing the lion’s share of the 
work while others don’t help, and dis-
putes over money required to support 
appropriate care.

Add to this seismic shifts occurring 
today – a rapidly aging population, 
increasing incidence of cognitive dis-
orders such as dementia and Alzhei-
mer’s, and billions of dollars being 
passed from one generation to the next 

as the Baby Boomers get older. Also 
consider that more than 50 per cent of 
Canadians do not have wills in place, 
and more than 70 per cent do not have 
Powers of Attorney for Personal Care 
and for Property. We are not prepared 
for the age of eldercare.

The result? More families go to law-
yers to challenge estate plans, even 
when the elderly person is alive. The 
disputes are often about adult chil-
dren’s interpretation of what Dad or 
Mom wants since they can no longer 
make those decisions themselves. Here 
is an example.

Dad told his second wife he wanted 
to die at home, but his two sons say 
Dad would never have said that, so 
he has a palliative care team at home, 
as his second wife tries to honour his 
wish. Then the sons get lawyers to force 
a move to hospital. The wife resists and 
hires her own lawyer to fight the move.

In another case each sibling has a 
Power of Attorney and they can’t agree 
on anything. Moving Mom or Dad to 
a retirement home with assisted living 
can cost $6,500 per month or more. 
One sibling may want to do it, but not 
the other. 

C

When families fight 
and go to lawyers
By Susan Hyatt
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Susan Hyatt is the CEO of Silver Sherpa Inc. which has partnered with YorkStreet Dispute Resolution Group to deliver EDR services.

The dispute is about spending 
Mom’s or Dad’s money for care, or 
spending less so you inherit more. This 
leads to all sorts of tension in family 
dynamics, and often no one emerges 
unscathed.

What if the elderly person stays at 
home? This can lead to a litany of con-
cerns, too. In Canada today the average 
duration of this type of caregiving is 
more than six years. Costs can mount 
quickly with some families paying 
home care companies $20,000 or more 
per month for 24-hour, per-day care. 
The toll – financial, emotional, not to 
mention at work if you are employed 
full-time – can be catastrophic.

You may think only wealthy people 
go to lawyers to challenge estate plans, 
but that is not true. My grandmother 
used to say people will fight over $5,000 

or $5 million. Indeed, even estate plans 
with modest assets get challenged.

It is no secret that lawyers and litiga-
tion can be costly. In the Toronto area, 
many estate lawyers ask for a $10,000 or 
$20,000 retainer before taking a case. 
And in some situations, the Power of 
Attorney for Property may be spending 
substantial capital from the estate. These 
are dollars that could go to caring for the 
elderly person. So what is an alternative?

A new concept in law is Eldercare 
Dispute Resolution – or EDR – where 

the focus is on finding a negotiated 
solution. For example, when siblings 
don’t agree on which accommodation 
option is best and can’t decide on a 
plan for their elderly parent, mediators 
can guide them through a process in a 
timely, cost-effective way.

In disputes involving health chal-
lenges, the loss of a partner, financial 
issues or other situations, eldercare 
navigation combined with conflict 
management and group facilitation 
can successfully resolve disputes with-

out parties going through a legal battle 
and ending up in court.

Mediation offers an effective solu-
tion for families in dispute. While 
every situation is different, families 
almost always need support in order 
to reach a resolution to their dispute. 
Sometimes this may involve de-esca-
lating conflict through coaching, and 
good mediators are trained in this art. 
They can restore reasonable dialogue 
between arguing siblings and often the 
process of ‘facilitation’ comes into play 
as well. This may involve the individual 
and/or entire group.

The idea is to nip the problem in the 
bud so people get on with their lives – 
and the elderly person at the heart of 
the situation enjoys the best quality of 
life possible with family. EDR is a new 
idea in eldercare, and long overdue. LC

A NEW CONCEPT IN LAW IS ELDERCARE 
DISPUTE RESOLUTION – OR EDR – WHERE 
THE FOCUS IS ON FINDING A NEGOTIATED 
SOLUTION
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as your organization im-
plemented or is planning 
to implement an innova-
tive practice or program, 

a new policy or training program, 
or changed the way you consider or 
deliver services to older adults living 
with frailty?

This is your chance to highlight 
your innovation to delegates and in-
vited healthcare leaders and decision 
makers at the Canadian Frailty Net-
work (CFN) National Conference. In 
partnership with the Canadian Foun-
dation for Healthcare Improvement 
(CFHI) and the Canadian Institutes 
of Health Research – Institute for 

Aging (CIHR-IA), the Canadian 
Frailty Network FRAILTY MAT-
TERS Innovation Showcase will 
spotlight the best emerging or ex-
isting innovative approaches to im-
proving the lives of older Canadians 
living with frailty and all responsible 
for their care. One applicant will be 
named the 2018 Frailty Innovation 
of the Year.

 Improving frailty care is a socie-
tal issue and we hope to see a wide 
variety of submissions. For example: 
citizen-led initiatives, community 
volunteer programs, service provi-
sion, delivery, training in all settings 
of care (home residential/long-term 

facilities, acute, primary and palli-
ative), policies and practices, and 
determinants of health influencing 
frailty, like nutrition, exercise, mobil-
ity, dental health, and social factors.

 CFN will review all submissions 
based on their impact in addressing 
frailty, the potential to scale up and 
spread to other regions and jurisdic-
tions, and potential to impact policy 
and practice. Winning submissions 
could become a focal point for proj-
ects/initiatives with CFN and its net-
work of partners across Canada.

Apply by April 12th.   For infor-
mation on the Showcase and how to 
apply visit http://www.cfn-nce.ca LC
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We’re looking for 
Canadian innovators

Dorothy’s 
yellow brick 
road to 
recovery

Continued on page 27

By Drew Tapley
orothy Weppler moved 
into Barnswallow Place 
in Elmira, Ontario, with 
a gastrointestinal feeding 

tube in her abdomen. It had been in 
place following a stroke in January last 
year which left one side of her body im-
mobile, and was active for 16 hours 
every day.

This seemed excessive to Dianne 
Tone, the Director of Care. 

“The tube was feeding her continual-
ly, and essentially gave her no freedom 
whatsoever,” says Dianne. “Stroke re-
covery can be quite lengthy, but we felt 
it was inappropriate for somebody to be 
on a G-tube for 16 hours every day.”

She wanted to change the approach, 
and held discussions with Dorothy’s 
family.

“After leaving hospital, my mom 
moved into a stroke rehab centre, 
where they told me she would be dead 
in a few months because that’s how 
long people lasted on a feed tube,” says 
Gary Weppler, Dorothy’s son. 

“I fought to get her relocated to 
Barnswallow Place in September 2017 
so she could be with my father, who 
lives there. Once I got her there, Di-
anne asked me why she was on a feed-
ing tube. She didn’t understand why 
my mother couldn’t eat. I said that 
I’ve no idea, and she responded, ‘Well, 
we’re going to find out, and would like 
to try something to increase the feed 
rate and slow down the timeframe.’”

Dianne consulted with Barnswal-
low’s registered dietitian, Lillian Lau, 
the nursing team, and a speech and 
language pathologist (SLP). Dorothy’s 
tube-feed was bulked and the hours 
required for the feed were shortened, 
allowing her more freedom. They 
gradually started feeding her orally 
and decreasing the volume of feed. 

D
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Drew Tapley is a Writer at Sienna Senior Living.

Lorne Weppler, Dianne 
Tone, Director of Care at 
Barnswallow Place and 
Dorothy Weppler at a 
Valentine’s Day dinner at 
Barnswallow Place.

It started with pureed oatmeal and 
Cream of Wheat for breakfast, and 
graduated to lunch with a goal of hav-
ing her eat Christmas dinner.

When Christmas rolled around, she 
achieved that goal. Dorothy and her 
husband Lorne were able to enjoy a 
Christmas dinner together. Her meal 
was pureed roast turkey, mashed po-
tatoes, dressing and peas, and she ate 
most of it.

“When she had the tube-feed in 
place, Dorothy was always saying how 
she wanted to eat again,” says Lillian. 
“So she is really happy about the prog-
ress she has made.” 

Lillian has been actively involved in 
Dorothy’s care from the start. Along-
side the SLP, they worked with Dor-
othy to trial different textures and 
physical techniques to help her swal-

low better. During these assessments, 
Dorothy’s 90-year-old husband, who is 
cognitively well and acts as her power 
of attorney, was always present. 

Her meal plans are based around 
what is offered at the care community 
and what is appropriate, inclusive of 
her food preferences. 

At 89, Dorothy is now tube-free 
and partially recovered. Her mental 
status is fairly good, and she is receiv-
ing physiotherapy to help her stand 
and pivot. She has been able to carry 
on a conversation from the day she 
arrived at Barnswallow Place, which 
is owned by Sienna Senior Living. 

This is what led Dianne and the rest 
of the care team to move ahead the 
way they have been doing. 

“I expected that I’d be walking 
into this little lady in bed who was 
not really communicative,” shared 
Dianne. “I said, ‘Hi, Dorothy. How 
are you today?’ And she replied, ‘I’m 
great! I’m glad to be here.’ Obvious-
ly, if someone is talking like that, 
they are swallowing their saliva and 
you could assume they would be able 
to move forward.” 

After 67 years of marriage togeth-
er, Gary admits that his parents’ lives 
are never going to be the same as 
when they lived in their own home. 
But as an only child, what is most im-
portant to him and what he is most 
grateful about, is that he still has 
them.  LC

Join Us at our Annual General 
Meeting and Convention

Learn more at www.AdvancingSeniorCare.ca
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n February 2018, the Ca-
nadian Institute for Health 
Information (CIHI) re-
leased a report that shows 

the care Canadian seniors receive falls 
short of the international average. 

The report, How Canada Compares: 
Results From The Commonwealth 
Fund 2017 International Health Policy 
Survey of Seniors, reveals that Canada 
continues to be below the global aver-
age for access to primary care and spe-
cialists. It also shows that care coordi-
nation among physicians (i.e., sharing 
of health information between care 
settings), has improved, but Canada 
still remains below the international 
average in that area as well. 

“We learn so much from examining 
how Canadian seniors interact with 
their health system and by comparing 
their experiences with those of seniors 
from other comparable countries,” says 
Tracy Johnson, CIHI’s Director, Sys-
tem Analysis, Emerging Issues. “We 
do see some encouraging signs, partic-
ularly in the realm of end-of-life plan-
ning and home care, where Canadian 
seniors largely report that their needs 
are being met.”

Michael Green, President and CEO 
of Canada Health Infoway (Infoway), 
also sees encouraging signs for seniors, 
who are benefitting from digital health. 

“Infoway’s original focus on elec-
tronic health records created the foun-
dation that is enabling digital health 
innovations such as patient portals, 
virtual visits and telehomecare, that are 
improving coordination of care and ac-
cess to care for seniors,” he says. 

Infoway recently released its 2018-
2019 Summary Corporate Plan, Driv-

ing Access to Care, which outlines its 
strategic goals and performance expec-
tations for the upcoming fiscal year. 

The organization will continue to fo-
cus on digital health advances to help 
keep seniors at home longer, improve 
outcomes and increase access to care. 
Initiatives already underway demon-
strate that these innovations could im-
prove care for Canadian seniors. 

Nancy Huyck of Dorchester, On-
tario, lives with Chronic Obstructive 
Pulmonary Disease. She is enrolled in 
an Infoway initiative that works with 
paramedic services to place digital 
health tools in the homes of patients, 
enabling them to measure their vitals 
including blood pressure, weight and 
oxygen levels. Paramedics monitor the 
information and intervene when they 

note a change in an individual’s health 
status. The goal is to keep patients like 
Nancy as well as possible so they can 
remain in their homes, and out of the 
hospital. It is also an innovative way 
to provide real value to caregivers and 
loved ones. 

When Nancy enrolled in the pro-
gram, a paramedic came to her home 
to teach her how to use the tools, and 
ever since, she has been measuring and 
transmitting her blood pressure, weight 
and oxygen levels every day. Readings 
that require follow-up are flagged, and 
a secure portal provides Nancy’s family 
and the rest of her care team with up-
to-date results. 

One day, Nancy received a call from 
the paramedic when her blood pressure 
was higher than usual. He came to her 
home, then worked with her doctor to 
resolve the issue. 

“Avoiding a trip to the doctor was an 
obvious benefit,” said Nancy. “But get-
ting to know my own results has taught 
me to make changes early on in order 
to avoid complications down the road, 
and that has been an added bonus.”

Michael Green believes digital tools 
ranging from e-consultations to in-
home monitoring to patient portals 
have the potential to greatly improve 
the care seniors receive in Canada. 

“CIHI’s report reinforces the need to 
accelerate digital health advancement 
and improve access to care for seniors, 
and all Canadians,” Green says. “The 
research that CIHI makes available is 
an important tool in supporting Info-
way’s ability to develop and execute a 
strategy that will realize healthier Cana-
dians through innovative digital health 
solutions.” LC
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Digital health could improve 
care for Canadian seniors
By Shelagh Maloney

Shelagh Maloney is Vice President, Communications at Canada Health Infoway.

RESULTS FROM THE COMMONWEALTH 
FUND 2017 INTERNATIONAL HEALTH POLICY 
SURVEY OF SENIORS, REVEALS THAT CANADA 
CONTINUES TO BE BELOW THE GLOBAL 
AVERAGE FOR ACCESS TO PRIMARY CARE 
AND SPECIALISTS 
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just plough through, that’s 
something I learned from 
my mom. Just plough 
through,” says Barbara 

Schechter, a young caregiver featured in 
CBC’s recent documentary, The Care-
givers Club, which takes an intimate 
and compassionate look at the lives 
of four caregivers and their loved ones 
living with dementia. The families are 
also part of the Baycrest Health Scienc-
es community in Toronto. 

With three young children and a full 
time job, Barbara is also a caregiver for 
her mother. “The only thing that gets 
you through the day is how you’re go-
ing to manage and how you’re going to 
make your mom safe,” says Barbara in 
the documentary.

There are currently 564,000 Cana-
dians living with dementia, and that 
number is expected to double by 2031. 
As Canada’s population ages, more 
and better care is needed. 

That’s what drives the researchers at 
Baycrest Health Sciences. 

Baycrest is ranked as one of the most 
research-intensive hospitals in Canada 
and is a member of the Council of Ac-
ademic Hospitals of Ontario, which 
represents Ontario’s research hospitals. 
Research hospitals play a unique and vi-
tal role in Ontario’s health system, pro-
viding advanced patient care services, 
training the healthcare workforce, and 
conducting leading-edge research to 
discover tomorrow’s care today. They 
generate the expertise and evidence to 

drive change as system leaders, building 
a healthier, wealthier, smarter Ontario.

And Baycrest is doing just that. Its 
Rotman Research Institute is among 
the world’s top research institutes in 
cognitive neuroscience. The Centre for 
Aging and Brain Health Innovation, 
led by Baycrest Health Sciences, helps 
to accelerate brain health and aging 
solutions. Together, Baycrest is advanc-
ing dementia care for patients locally 
and globally, discovering better ways to 
diagnose, prevent and treat dementia 
and other brain disorders. 

Research at Baycrest is part of a 
continuous cycle, where foundational 
brain research leads to clinical testing, 
which leads to innovations supporting 
healthy aging, which leads to more 

questions about the fundamental 
mechanisms of the brain.

IS MY MEMORY 
NORMAL? AT-HOME 
ASSESSMENTS AND 
IPAD APPS 

Early detection and prevention of 
memory problems and cognitive im-
pairment is a major area of focus at 
Baycrest. Cogniciti, a digital health 
company led by Baycrest researchers, is 
empowering adults to assess their mem-
ory in the comfort of their own homes. 
Free, private and clinically researched, 
the digital brain health assessment has 
helped more than 60,000 adults an-
swer the question, “Is my memory nor-
mal or should I see my doctor?” 

I

Driving research and care for 100 years
By Elise Johnson 

Baycrest is advancing dementia care for patients locally and globally, discovering better ways to diagnose, prevent and treat dementia and other brain disorders. 

Healthy aging:
“
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Test-takers age 40 and up solve a se-
ries of evidence-based puzzles, including 
shape matching, face and name match-
ing, and a number-letter alternating 
test. Based on performance, they receive 
a memory report and may be advised to 
connect with their family doctor for 
next steps in care. Through the brain 
health assessment, Cogniciti provides 
researchers access to a rich pool of inter-
ested volunteers to help advance mem-
ory research.

Another initiative accelerating re-
search into Alzheimer’s and dementia 
treatments is Baycrest’s work with the 
Toronto Dementia Research Alliance 
(TDRA). The Sam and Ida Ross Mem-
ory Clinic at Baycrest is the initial pilot 
site for the newly developed Toronto 
Cognitive Assessment (TorCA), which 
utilizes an iPad to capture anonymous 
patient information and pools it onto 
a secure, research recruitment database 
that will be shared amongst TDRA 
memory clinics. This data will allow sci-
entists to widen their pool of research 
subjects and easily identify and recruit 
consenting subjects who match the cri-
teria for their dementia studies.

The TorCA is a sensitive tool that 
can identify patients at risk of demen-
tia earlier. The assessment not only in-
forms research on detection of memo-
ry-related conditions, it also saves costs 
for the health system and saves patients 
from having to pursue unnecessary cog-
nitive tests. 

Currently, Ontario patients con-
cerned with cognitive impairment re-
ceive assessments from specialists. The 
TorCA iPad app is a game changer, al-
lowing any health care professional to 
assess patients upfront and determine 
whether they need to pursue a more 
lengthy and resource intensive neu-
ropsychology exam. The hope is that 
this tool will soon be clinically avail-

able across TDRA hospital sites within 
Toronto – and beyond— free of charge.

GETTING A 
GLIMPSE INTO A BRAIN 
WITH DEMENTIA

 What if you could detect the minute 
changes that occur in the brain over the 
course of a person’s life? Researchers at 
Baycrest are getting the chance to do just 
that by using magnetic resonance imag-
ing (MRI) to study the aging brain, in-
cluding brains with very early dementia. 

 Cognitive tests, similar to the To-
ronto Cognitive Assessment, led Dr. 
Rosanna Olsen and her team to wonder 
whether physical differences could be 
detected in the brains of healthy adults 
who scored poorly compared to those 
who scored well. 

 Her cross-sectional study found that 
people who scored lower on cognitive 
tests had a smaller “memory region” 
of the brain – the same region that is 
first affected in Alzheimer’s disease. 
This finding has allowed researchers 
to use both memory region brain mea-
sures and low cognitive test scores as 
biomarkers (a biological flag) for Alz-
heimer’s disease, which is a big step for-
ward for the detection and prevention 
of dementia.

INNOVATIVE 
TREATMENT FOR 
OLDER ADULTS WITH 
DEPRESSION AND 
ALZHEIMER’S DISEASE

Up to 70 per cent of people living 
with Alzheimer’s disease also suffer from 
depression, which does not typically re-
spond to standard antidepressant treat-
ments. Dr. Linda Mah and Dr. Jed Melt-
zer are using a non-invasive procedure 
called transcranial magnetic stimulation 
(TMS) to reduce symptoms of depres-
sion in older adults with Alzheimer’s.

TMS uses magnetic fields to stim-
ulate or inhibit neurons in the brain. 
Although TMS is approved as a treat-
ment for depression, researchers are 
aiming to treat other neurologic and 
psychiatric conditions. Drs. Mah and 
Meltzer will evaluate the effects of 
TMS on both mood and memory in 
Alzheimer’s patients who also suffer 
from clinical depression. For Alzhei-
mer’s patients, this could mean tapping 
into brain stimulation to treat their 
symptoms.

PATIENT AND 
FAMILY CARE 
DRIVING RESEARCH

Research at Baycrest goes both ways. 
Not only is evidence informing how 
clinicians, occupational therapists, per-
sonal support workers and volunteers 
care for Baycrest clients, but researchers 
are also evaluating services to ensure 
high quality care and support.

The Road to Connection program 
is a great example of this. It’s an arts-
based program that brings together 
caregivers and their partners with de-
mentia for creative sessions and discus-
sion. The program empowers dementia 
patients to tap into their creative skills 
while serving as a support group for 
caregivers. On top of that, the program 
gives caregivers an opportunity to cel-
ebrate their partners through the art 
they have created and come away with 
a shared, meaningful experience.

“We could come back together at 
the end of the day with something for 
both of us,” said one caregiver partic-
ipating in the program. “There aren’t 
many programs like this one that allow 
caregivers to meet and share without 
leaving loved ones behind.”

Baycrest researchers are evaluating 
the Road to Connection program with 
the hope of duplicating it across other 

sites within the Baycrest community 
and in Ontario. 

Baycrest researchers have evaluated 
and helped redesign volunteer pro-
grams to improve resident engagement 
in Baycrest’s long-term care facility, 
the Apotex Centre. The Program for 
Leisure Engagement for Active and 
Spontaneous Experiences (PLEASE) 
is an evidence-based model that trains 
volunteers to work one-on-one and 
in small groups with residents, when 
they ask the simple question, “What 
do you want to do today?” The evalu-
ation found that the PLEASE program 
enhanced the abilities and personhood 
of residents – more smiling, talking 
and engagement. Researchers are also 
exploring the use of volunteer visits 
to help older adults with dementia 
preserve or improve their thinking 
abilities. 

This work helps long-term care 
homes incorporate cost-effective pro-
grams to improve care for residents 
with dementia and create new roles for 
volunteers working with older adults.

A CENTURY OF 
EXCELLENCE IN 
COMPLEX CARE, 
RESEARCH AND 
TRAINING 

The world’s population is aging rap-
idly, and Baycrest has the expertise to 
deliver proactive solutions. Now in its 
centennial year, Baycrest has spent 100 
years pioneering the science of health 
and aging. 

Baycrest provides compassionate, 
specialized care, conducts cutting-edge 
cognitive neuroscience research, com-
mercializes innovative solutions, and 
trains the next generation of health care 
professionals with the skills needed to 
support and respond to the diverse and 
complex needs of older adults. LC

THERE ARE CURRENTLY 564,000 CANADIANS LIVING WITH DEMENTIA, 
AND THAT NUMBER IS EXPECTED TO DOUBLE BY 2031. AS CANADA’S 
POPULATION AGES, MORE AND BETTER CARE IS NEEDED
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