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Brief intro to concept of Dignity of Risk

 https://mn.gov/mnddc/parallels2/one/video08/dignityofRisk.html

“I suggest to you that that which makes us most human is our 

ability to enjoy our successes by having the ability to own our 

own failures. It is that contrast, that yin and that yang if you 

will, of human nature that allows us to truly be a person. A true 

human being.”

-Chris Lyons, US Attorney, Minnesota Governor’s Council on Developmental Disabilities, 2018

https://mn.gov/mnddc/parallels2/one/video08/dignityofRisk.html


Personhood

 “A man does not consist of memory alone. He has feelings, will, sensibilities, moral being…And it is 
here…that you may find ways to touch him”  A.R. Luria

 “..the fact is that thousands upon thousands of hours of dementia care work pass by, in which the 
people involved generally do not understand what they’re doing…The need for a theory can hardly 
be doubted.” (Kitwood and Bredin, 1992)

 Personhood - ‘a standing or status that is bestowed on one human being, by another in the context 
of relationship and social being’ (Kitwood, 1997)

 Personhood for people with dementia can be maintained via meeting 6 needs – Love, Inclusion, 
Comfort, Attachment, Occupation, IDENTITY - Even in advanced stages, these can still be preserved 
to some degree, validated, celebrated. (Kitwood, 1997)

 Personhood is undermined with Malignant Social Psychology, facilitated via Positive Person Work



Malignant Social Psychology

 Outpacing – caregivers continue at their own pace not realizing the person may process and respond 

slower or differently – lost opportunity for meaningful interaction or independence

 Disempowerment – assistance is provided even though not needed

 Invalidation – subjective experience overlooked or minimized

 Objectification – no longer treated like a person with a sense of autonomy and free will

 Labelling – being treated differently due to label of dementia, self fulfilling prophecy

 Stigmatisation – related to labelling, includes exclusion, written off as incapable

Kitwood, T. (1997) Dementia reconsidered: the person comes first. Philadelphia: Open University Press



Malignant Social Psychology 

cont’d

 Disruption – disturbing the person while engaging in an action (or inaction)

 Ignoring – talking or engaging with others as if they aren’t there

 Imposition – forcing them to do something that isn’t their choice, or denying the possibility of choice

 Withholding – refusing to meet an evident need

 Accusation – blaming for actions that reflect lack of ability or misunderstanding of situation

Kitwood, T. (1997) Dementia reconsidered: the person comes first. Philadelphia: Open University Press



Malignant Social Psychology 

cont’d

 Treachery – deception or manipulation in order to comply

 Different than Therapeutic Lying – practice of deliberately deceiving patients for reasons considered in their best 

interests

 “I will argue that though in some cases beneficent lies or beneficent deception will not actually enhance people’s 

well-being, there are some circumstances in which they do.” (Shermer, 2007)

 Infantilisation – treating like a child (ex language, tone…) or with condescension

 Intimidation – creating fear through threats or power

 Banishment – has become “intolerable” to others, can lead to being deprived of human contact

 Disparagement – messages that are damaging to self-esteem – incompetent, worthless, don’t know how

 Mockery

Kitwood, T. (1997) Dementia reconsidered: the person comes first. Philadelphia: Open University Press



Positive Person Work

 Facilitation – “just right approach” – let them do as much as they can, only compensate for exactly 

what is needed – no more no less.

 Holding – providing a sense of safety and calm in a frightening or anxious emotional environment. 

 Validation – accepting their reality as is, as their own subjective experience, allowing them to “be”.

 Timalation – providing pleasure through senses – music, aromas, massage. 

 Celebration – engaging in activity together that both are enjoying, not controlling or critical

 Play – enabled to express spontaneity, fun, humour, even if isn’t rational or doesn’t make sense

Kitwood, T. (1997) Dementia reconsidered: the person comes first. Philadelphia: Open University Press



Our philosophy

“In order to preserve personhood we 

have to be willing to take risks, both for 

and with, the person living with dementia, 

and as best as possible, support 

caregivers involved” 



General principles of practice

 People with dementia prefer to stay at home as long as possible (WHO, 2012; vonKutzleben et al., 2012; Sury et al., 2013)

 Being home preserves and optimizes personhood – sets the stage for our life experiences, it’s where we 
can express ourselves – home as an extension of the self, memories, and identity (Chaudhury, 2008).

 Human rights lens - the rights of people living with dementia are often infringed upon, including 
early/forced institutionalization without exploring competent supports at home (BrainXchange Webinar - Human 
Rights and Dementia, May 2019)

 Default to risk tolerant and work from here. Care planning focuses on risk mitigation. Avoid words like 
“safety/safe”, “needs 24 hour care”. If someone says “this patient is not safe to return/stay home” 
questions will be asked why not, what’s been tried already to prove this, and can something different be 
tried to better meet needs?

 Large part of role is coaching, counseling, and educating caregivers in order to best preserve person with 
dementia’s personhood and enhance caregiver coping skills and sense of competency. 

 Overall goal/outcome is to preserve person’s right to be at home, negotiations are creative and person 
centered (approaches – positive person work, redirection, contracts, overriding and therapeutic 
deception when warranted) and aim to lower risks where possible. 



Principles of practice cont’d

 Decision making autonomy or involvement wherever possible (informal day to day decisions vs global, 

formal capacity) - sense of choice and autonomy despite overriding bigger choice.

 Least restrictive (to human rights, personhood, autonomy) approaches

 Best Interest Care process 

IS NOT : Arriving at a decision that health care professionals or decision makers believe will lead to their own preferred 
outcomes.

IS: Arriving at a decision that health care professionals or decision maker reasonably believe best reflects the person as a 
unique individual and human being.



What about the partners in care?

 Family, friends, neighbours, private care staff, home care staff

 Stressed, low sense of competency, coping abilities challenged, frustrated with system 

OR  high sense of competency, feelings of being supported by professionals who know and can 

educate on dementia.

 Role is to coach, educate, and followup, rather than just state recommendations. 

 Evidence based caregiver education (WHO isupport, Alzheimer Societies, McMaster iGericare). 

 Education, and counseling will look different in every situation, but underlying practice principles 

remain the same.



A High Risk Case 

FROM THEORY TO PRACTICE:



What makes a case high risk?

 Lives alone

 Minimal/no supports

 High level of caregiver stress/no 
caregiver

 Resists care

 Previous hospital admissions related to 
dementia, or inability to cope at home

 Co-morbidities

 Hallucinations or delusions that are 
disruptive to patient

 Safety concerns such as

 Wayfinding difficulties

 Improper use of stove 

 Improper med management

 Falls

 Mismanagement of incontinence

To name a few! 



High risk example

Bea Arthur



Bea Arthur  

Pre-geriatrics involvement



Bea Arthur

Admission reveals…



Bea Arthur

Bea’s status while in hospital



Discharge planning

Role of Geriatric Outreach was to:

The goal: Help Bea remain home as long as 

possible.



Perceived vs. Real Risks

Perceived
 What if she “fires” home care?

 What if she falls?

 What if she uses the stove?

 What if she goes outside?

 What if she doesn’t bathe?

 What if she doesn’t wear her incontinent products?

 What if she doesn’t take her meds even with support 
in place?

 What if she doesn’t agree to grocery support?

 What if she gets delirious again?

Real

We don’t give Bea the opportunity to try.



Challenges

 Bea Arthur

 ++ resistant to formal care in the home

 ++ resistant to daughter providing support

 A remarkably impaired STM that impacts our ability to build rapport or remember past conversations/agreements 

to care.

 Zero insight into care needs. 

 Responsive behaviors triggered by any implication that she is anything less than 100% capable.



Challenges

 Daughter Betty:

 Risk averse operating under generalization that “people with dementia should not live alone.” Period.

 Experiencing ++ caregiver burden due to taxing home situation as it is. 

 Strong preference for LTC placement because “I can’t take on anymore than I already have.”

 Lack of education regarding dementia friendly approaches, and strong belief that “we need to make her 
understand her diagnosis.”

 Betty would often trigger her mom’s agitation by correcting her delusions, trying to ground her in reality and 
correcting her lapses in short term memory.



Clinician priorities

How do we balance Bea’s autonomy in the 
context of risk averse decision-makers and 
coping abilities of caregivers? 

How do we balance Bea’s autonomy 
in with real safety concerns?



Interventions

1. Education 

 Dignity of risk

 Perceived versus actual risk

 Dementia –stages, approach, and individualized strategies.

 Decision making vs. Capacity

 Role of EPOA



Interventions

2. Non-negotiable interventions

Preserving personhood and human rights in the context of “non-

negotiable” interventions: Obtain consent for as much of the plan as 

possible. 



Interventions

3. Therapeutic Deception 

ONLY to be used when it helps support the person’s overall goals for 

themselves. 

ONLY to be used after informed consent has been trialed and failed.

UNETHICAL to use to achieve outcomes that are convenient for 

caregivers or others.

Preserving personhood and human rights by utilizing “Therapeutic Deception”: Facilitate 

a return home that supported Bea’s overall goal for herself. 



Interventions

4. Modelling 

Preserving personhood and human rights: Preserve 

autonomy in the micro-decisions of the day to day tasks. 



Interventions

5. Communication strategies

Accept choices and stories without question or inserting your own personal 

preference when safety isn’t paramount

Directive

Preserving personhood and human rights: allow day to day decisions, 

thoughts, feelings, reactions to rest with Bea so that autonomy is 

preserved. 



Overall outcome

 Bea enjoyed many months at home post-discharge 

before she fell outside and was taken to Emergency. 

She was wearing her lifeline. 

 Betty decided to place Bea on the list for LTC. She did 

not return home.



Risk Averse-ness

Wrap up



Influences that can cause risk averse-ness and 

infringement on human rights and personhood

 Fear of liability (usually falls, injury, death) – also refer to Libguide resource. 

 We should be more concerned about being held liable for removing rights too soon, not offering a choice 

despite associated risks with a choice, without efforts of creative and dementia competent/human rights 

focused care planning

 Ageism: ”the stereotyping, prejudice, and discrimination against people on the basis of their age. 

Ageism is widespread and has harmful effects on the health of older adults” –WHO, 2019 

 Paternalism

 Own personal or professional values/experiences

 Experience (or lack of) in innovative dementia care



Resources

 Dignity, Risk, and Choice - NSHA Libraries website – Staff & Physicians

 Department of health: ‘Nothing Ventured, Nothing Gained’: Risk Guidance for People with 

Dementia. London: Department of Health; 2010. 

 A Brief Guide in Carrying Out Best Interests Assessments. 39Essex Chambers, 2017

 Decision making, Personhood and dementia: exploring the interface. 2009. Editors Deborah 

O’Connor and Barbara Purves. Jessica Kingsley Publishers: London and Philadelphia

 WHO – iSupport – a program for carers of people with dementia

 McMaster University Health Sciences – iGericare: Bringing clarity to dementia
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