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Overview

1. Downs Syndrome and Alzheimer’s disease

2. Defining ambiguous loss

3. Defining types of grief

4. “Paradoxical Thinking”

5. Support



Alzheimer’s disease in people with Down 
syndrome 
• People with Down syndrome have an additional copy of the 21st chromosome, 

which can cause an over-production of the protein that develops Beta-amyloid 
plaques in the brain - a hallmark characteristic of Alzheimer’s disease

• The incidence of AD is 3 to 5 times greater than in the general population

• 25 percent of individuals with Down syndrome, over the age of 35, display the 
symptoms commonly associated with Alzheimer’s disease (NDSS, 2009)

• Risk increases with age

• Not everyone with Down syndrome develops Alzheimer’s disease.



Down syndrome and Alzheimer’s disease
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Grief  and loss are often associated with death



Ambiguous loss is associated with dementia 

















Paradoxical Thinking

• “Both-and thinking” is knowing that there is truth in two 
contradictory ideas (Boss, 2011, p. 19) 

• Being able to see the person as both here and gone 

• Balancing two different ideas at once is less stressful than constantly looking 
for an absolute solution 

• Try to avoid absolute thinking 







The Affects of Ambiguity

• Impacts relationships

• Affects the staff and family well-being

• Confuses the decision-making process 

• Freezes grief

• Blocks coping
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• What is grief? 

• Why is the issue of staff loss and grief 
important?

• The impact of unattended grief on 
staff and quality of care

• Grief support for staff is essential to 
person-centred care

• The impact of unattended grief on 
person-centred care

• Educating staff in a palliative 
approach enhances care and supports 
their emotional health

• Case study: A palliative approach to 
caring for people with late-stage 
dementia

• Valuing what you do in end-of-life 
care 

• Honouring and remembering the 
person after death

• What employers can do to support 
staff in managing loss and grief

• Peer support strategies to help 
manage grief and improve care

• Case study: Peer-led debriefings offer 
meaningful grief support for direct 
care staff 

• Strategies to support grief and loss in 
the workplace

- Self-care strategies for staff: Taking 
the time to look after yourself

- Employer strategies: Supporting staff 
effectively

• Additional Resources



https://vimeo.com/119876282
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Pauline Boss’ Seven Guidelines 
for the Caregiving Journey



• How do you make sense of this?

• Name it - it helps to recognize that this is ambiguous loss

• Use paradoxical thinking (both/and)

• Find forgiveness and spirituality 

• Continue, but adapt rituals 

1.  Find Meaning 



2.  Balance Control with Acceptance 

• The main cause of distress is not being able to resolve the 
problem…not the burden of caregiving or the severity of the disease. 

What Helps?

• Recognizing that you can’t control everything 

• Decreasing self-blame and externalizing it to the ambiguity

• Mastering one’s internal self (e.g. mediation, prayer) helps to 
decrease stress



3. Broaden Your Identity 

• Examine roles in your life: 
• Who’s in? 

• Who’s out? 

• Who plays what roles now?

• Focus on reconstructing the roles that you play

• “The goal is to revise your identity to fit the ambiguity” (Boss, 2011, p. 119)



4. Manage Your Mixed Emotions

• Learning to live with ambivalence:

• “You can benefit from having small rituals along the way to 
mark each new loss as it occurs” (Boss, 2011, p. 95)

• Acknowledge the mixed emotions associated with supporting 
a person with dementia 

• Normalize anger and guilt

• Accept that conflicting feelings are normal

• Talk about feelings with someone



5. Hold on and Let Go

• Recognizing the person is both here and gone

• Grieve what is lost 

• Celebrate what remains:

• Creating new memories, oral history, scrapbooks

• Finding new connections



6. Rediscovering Hope

• What gives you hope?



7. Take the Time to Mind Yourself

• Seek professional support if you feel hopeless and depressed 

• Find a regular support or social group to become involved in



What is one thing you have been doing to 
take care of yourself? 

What is one thing that brings you energy 
and/or joy?
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Programs and Services

Supportive 
Counselling

Education 
Sessions

The Music 
Project

Social and 
Recreational

Finding Your 
Way

Minds in 
Motion

AlzEducate
Resource 

Library
Group 

Sessions

We welcome people of any age, gender identity and expression, race, colour and 
sexual orientation.







www.findingyourwayontario.ca

https://www.youtube.com/watch?v=pJYTGzErPRs&list=PLeFtAiSQ7yBE02o
Nu6NVM5zhT1GDHVSQx&index=9
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Questions & 
Comments

Thank You!
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