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WEBINAR OVERVIEW

• Persons living with dementia who go missing: 

Background 

• Prevalence and antecedents of missing 

occurrences involving persons living with dementia

• Managing risks of going missing 
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• Challenge assumption that dementia-related wandering 
is “aimless behavior”

• Confusion between “wandering” and “getting lost” → 
critical wandering

• Stigma attached to using “wandering” around the world 
→ wayfinding

Wandering: to use or not to use?WANDERING: TERMINOLOGY TO USE OR TO 
AVOID? 
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Where do most people go missing from?





























APPROACHES TO MANAGING RISKS

Low and high 
technology 

devices

Age-friendly 
communities

Building 
capacity 

(Awareness, knowledge, 
skills)



Figure 1 . Number of wander-management strategies that were high (n=183) 

and low (n=142) tech (Neubauer et al., 2018)

(Neubauer et al., 2018)

REVIEW OF WANDER MANAGEMENT STRATEGIES



Gave me comfort to know where he was at all the time

Peace of mind that if he got mixed up or lost that we 

would have a way of locating him

GPS LOCATOR DEVICE STUDY



Push for Silver Alert in Canada
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AGE-FRIENDLY COMMUNITIES



Upcoming Event



Concerns associated with release of personal information in a 
community alert system

• Disclosure of personal information puts people at risk of 
being taken advantage of. 

The risk is that the volunteers would prey upon this person if he/she is found and 
returned home, identified to have dementia. They are already vulnerable to 
scammers, to people who would be able to redirect them and take advantage of 
them. (Service provider 1)

COMMUNITY ASAP



I was tired of people almost panicking about where I was and what I was 
doing. It was like I had no privacy anymore, and our privacy needs to be 
respected. We're still humans. And yes maybe at 80 your privacy should 
be a little less important, but for the younger onset it's a huge 
importance. (Person living with dementia 12)

• Privacy may be comprised, and in turn, autonomy too.

One person with dementia is one person with dementia. (Service provider 2)

• Release of information may result in stigma.
There is stigma around it. So even if when the person is found, the story it's a happy 
ending... that disclosure has happened, that they are living with dementia, and so 
people talk. (Service provider 17)

• Permanency of data released in the public realm.

Do I want my data out there and it's forever out there, so after I pass away my data 
still gonna be around there? (Service provider 17)



• Purpose is to develop a best police practice resource 
for lost persons with dementia

• Advisory committee 

• Resource launched on findingyourwayontario.ca 
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RAPID RESPONSE PROJECT
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RAPID RESPONSE PROJECT



  

CULTURAL & PERSONAL FACTORS

GEOGRAPHY

RISK

PERSONAL EXPERIENCES

E.g. police, technology

PERSONAL  FACTORS

Influenced by upbringing,

relationships, trust,

personality & values

INDIVIDUALISTIC &

COLLECTIVIST 

CULTURES

Influence # of family 

members that need to be 

on board with 

implementing the 

strategy

 

ELOPEMENT RISK

MAGNITUDE

(Moore et al., 2009)

Boundary 

transgression

CONSEQUENCES OF

GETTING LOST

RISK OF

GETTING LOST

Level depends on:

● Supervision

● Location

● Weather

● Time of day

Awareness & 

understanding

Experience of persons with 

dementia  getting lost:

● Experience an incident

● Clinical Experience

Education of

Severity levels
RESULTS IN 

FEAR

RISK PERCEPTION

● Goldilocks Principle 

STRATEGY

ADOPTION

Resources of affordability and 

literacy determine strategy

STIGMA

REGIONAL

Provincial, country, rural vs. 

urban, geographical landscape 

Different types of risk

(e.g. rural vs. urban)

ISOLATION
No Risk

Perception

 

High Risk

Perception

Optimal Risk

Perception

Increasing independence

Increasing safety
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CANADIAN GUIDELINE FOR SAFE WANDERING



Goldilocks Principle 

● Extremely high risk perception: Fears the risk of getting lost to the point 

that all levels of independence are removed (e.g. home confinement, 

locked dementia units)

● Optimal risk perception: Sees the risk of getting lost that causes proactive 

strategy adoption, however enables some level of independence for the 

person with dementia (e.g. early adoption of GPS devices)

● No risk perception: Doesn’t see the risk of the person with dementia 

getting lost. Results in no strategy adoption until a serious lost event has 

occurred. Leads to reactive strategies and the potential for risk 

perception to move to the opposite end of the spectrum (i.e. extremely 

high risk)

Independence

Safety

Independence

Independence

Safety

Safety

NO RISK 

PERCEPTION

EXTREMELY HIGH RISK 

PERCEPTION
OPTIMAL RISK 

PERCEPTION

Increasing independence

Increasing safety
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Initial signs present or 

diagnosis of dementia

Live  with family and have 

them around 24/7

Don’t go outside without 

having someone go with 

you

Live with family but are 

normally  home alone

You normally go out with 

friends/family away from the 

home

You exercise when you are 

stressed

You get  overwhelmed or 

anxious frequently

Live at home alone

You leave your home or go 

for walks alone

You walk away  from your 

friends/family when you are 

out in the community with 

them

  

● Education and awareness

● Developing a plan of 

preventative strategies

● Talk to physician ASAP

● Identification strategies 

(e.g., ID tags or bracelets)*

● Register under a

vulnerable persons registry 

if available in your area* 

Low Risk Medium Risk High Risk Adverse Event

STRATEGIES

RISK OF 

GETTING LOST

Lost within the community

  

Unplanned Absence

Can transition to lesser or greater levels of risk at any moment

Need to apply education and proactive strategies as soon as possible so can still encourage safe wandering

PERSONS LIVING WITH DEMENTIA VERSION

● Exercise with a partner or 

use  a  locating 

technology

● Create  list of where  you 

used to live/work and 

keep list at home

● Have someone look out 

for you more (i.e., locating 

devices or have a friend 

check in with you daily if 

you  live alone)

● Locating technologies

● Buddy system

● Seek community supports 

(i.e. home care)

● Call 911 or go to a local 

business to ask for help

● Use google or apple maps to 

redirect yourself  and keep 

your home address saved on 

your phone or on a card that 

can be kept in your wallet or 

jacket

● Have a friend or family 

member you can call

NOTE: Strategies with a star (*) next to it could be applied to any risk level
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CONSUMER GUIDELINE

tech.findingyourwayontario.ca



CONSUMER GUIDELINE

tech.findingyourwayontario.ca



Representative Stakeholders

Calgary February 2019 Edinburgh March 2019 Liverpool July 2019

• Persons living with dementia
• Care partners
• Industry
• Researchers
• Academics

• Students
• Community organizations (Alzheimer 

associations)
• Health professionals
• First responders (police, search & rescue)

INTERNATIONAL CONSORTIUM ON DEMENTIA
AND WAYFINDING

Website: http://icdw.org



Members
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• Multiple realities thus 
multi-faceted 
approaches

• Appreciate that there 
are many experts

• Leverage knowledge 
(avoid re-inventing the 
wheel) 

Wandering: to use or not to use?WHAT HAVE WE LEARNED?

Public policy

Community

Organization

Interpersonal

Individual



• Follow our website: https://uwaterloo.ca/airp
• Participate in the November 26, 2020 online forum
• Join the International Consortium on Dementia and 

Wayfinding 
• Join one of our advisory committees 
• Enroll in one of our studies

Wandering: to use or not to use?
HOW TO GET INVOLVED

OUR CONTACT INFORMATION
nneubaue@uwaterloo.ca
larissa.kowalski@ufv.ca
cdaum@uwaterloo.ca

https://uwaterloo.ca/airp
mailto:nneubaue@uwaterloo.ca
mailto:cdaum@ualberta.ca
mailto:cdaum@ualberta.ca

