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Webinar Objectives 

1. Underline the importance to family 
caregivers of having supportive  
opportunities to name, explore, 
understand and express their grief all 
along the dementia journey 

 

2. Enhance ôliteracyõ of Caregiver Grief 

 

3. Discuss some strategies to welcome  & 
support caregiverõs grief 



Welcoming Grief: 
Why? 

  

òGrief is the constant yet hidden companion of 
Alzheimerõs Disease and other related dementiasó 

  

òGrief is a companion to Alzheimerõs Disease at all 
phases of the disease and following deathó 

  
From:  Doka, K.  J.  Grief and Dementia.  In Doka, K. J. (Ed.) Living with Grief  -                                         
Alzheimerõs Disease.  Washington, D.C.:  Hospice Foundation of America, 2004, 
Pages 139, 144. 

 



Alzheimer Disease is ôdeath not by a 

thousand cuts but by a thousand 

subtractionsõ 

Shenk, David.  The Forgetting.  New York, Random House, 

2001 



Caregiverõs Need 

 

òI needed to give voice to the 

whole story ð to the 

reiterated loss, ongoing grief, 

underlying pain and the 

constant struggle in and out 

of acceptanceó 

 

 

 

Ginnie  Horst Burkholder:  Relentless Goodbye:  Grief and Love in the Shadow of 

Dementia .  

                                                   Harrisonburg , VA:  Herald Press, 2012 , Page 21 



Whatõs the importance of providing 

opportunities for Dementia Caregivers to give 

voice to their grief? 

The Power of Listening to the Pain 

Is  

The Foundation of Healing 

 

Without a listener, the healing process is aborted.  
Human beings, like plants that bend toward the 
sunlight, bend towards others in an innate healing 
tropism.  There are times when being truly listened to 
is more critical than being fed é.. emotional alchemy 
 

 

Miriam Greenspan:  Healing through the dark emotions:  the wisdom of grief, fear and despair .  
Boston, MA:  Shambhala , 2004, Page 14 

 

 

 

 



Grief 101 



Grief is  

the universal process  

and  

necessary response  

to any personally significant loss ,  

 

during the early, middle and late 

stages of the progression of dementia, 

not just at the time of death 



 

Grief is  

a normal human experience  

and  

needs to be supported 



 

Grief is experienced in all facets of oneõs 
being: 

 

¶Physical 

¶Behavioural 

¶Thinking 

¶Socially 

¶Spiritually 

¶Emotionally      



Grieving takes energy! 



Key Milestones 

along the 

Dementia Journey:  

 

 Pinchpoints 

when grief may 

upsurge 



Components of Caregiver Grief 

·Ambiguous Grief 

·Chronic Sorrow 

·Anticipatory Grief 

·Disenfranchised Grief 

 

·Heartfelt sadness for the person with 
dementia* 

·Grief for personal losses* 

·Worry & Felt Isolation* 
* MM Caregiver Grief Inventory 

 

 



Disclaimer 1: 

 

Each caregiver will experience grief  

in  

a unique and individual way  

 



Disclaimer 2: 

Grieving Styles ð A Continuum  

 

 
 

 

 

Intuitive : Feeling-based & Expressive  Instrumental : Cognition -
based & Active  

 

 
Most people fall somewhere along the continuum 

 
(Based on Martin, T & Doka, K.  Men Donõt Cryé Women Do:  Transcending 
Gender Stereotypes of Grief.  Philadelphia:  Brunner/Mazel, 2000) 



Caregiver Grief is composed of: 

Ambiguous Grief  

 

Grieving the psychological changes 

of the person with dementia:   

the ôgoodbye without leavingõ 


