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Overview

Part One: Laura Reid (from the Alzheimer Society of Ireland)

• What is Carer Resilience? 

• Carer resilience at the moment of diagnosis

• Carer resilience during the more advanced stages of dementia

• DCCN Research 

• Carer resilience and long term residential care

• Carer resilience and hospice care

• What we ‘ASK’ of you?

Part Two: Aisling Harmon (member of the DCCN)

• Aisling Harmon will speak about carer resilience and her experience caring for 
her parents



Part One



What is Carer Resilience?

The ‘bounce back ability’ of a carer to continue caring following hardship.



Carer resilience at the moment of a diagnosis of dementia



Did our carers feel informed and supported?

Micheál: “My Mum Kate wasn’t told 
that she had dementia because in 
her case it wasn’t clear cut and it 
was difficult to diagnose.

When I first spoke to the public 
health nurse I was told that I 
couldn’t get any services until my 
Mum was diagnosed clearly.

That was a severe blow and I 
remember thinking we were on our 
own here”.



The ‘Experience of a Dementia Diagnosis’ campaign video



Carer resilience during the more advanced stages of dementia



Did our carers feel informed and supported?

Rachel: “I feel that I haven’t been heard as a
caregiver and it has been a very, very hard
struggle. There is very little support out there
for people who are looking after those with
dementia.”

Declan: “It’s like we’re screaming and it’s a
silent scream because we don’t actually have
any time to make calls, to talk, to run around,
to do anything. So it’s literally looking after
Mum full-time 24/7. I’m sleeping in the same
room as her. And the only respite that I get is
when the bus pulls up outside and she is taken
to the Alzheimer Society day care centre.”



The ‘Emergency Dementia Summit’ video



DCCN Research 

• Carer resilience and long term residential care

• Carer resilience and hospice care

*The study focused on supports and services for the carer and not the care of 
their loved one*



Carer resilience and long term residential care



As your loved one transitioned to long term residential care:

• How prepared were you for this transition? 

• What services had been available to you prior? 

• What supports would have helped you?

• What services were lacking?

When your loved one resided in long term residential care:

• Were there any changes in the supports made available to you?

• Were these resources adequate? 

• Were any resources missing?

Questions to DCCN Members



Anne

As Anne’s husband transitioned to long term residential care:

• Anne explains that she was “sort of prepared in that I visited nursing homes 
and had his name down but mentally I don’t think I was”. 

• She had “no family around and had nobody to make those phone calls or fill 
out applications for me.” 

• Anne got cancer while she was caring and said that “people want to help you 
but nobody wanted to mind a person with Alzheimer’s. People are still afraid if 
they have no experience of it.”

When Anne’s husband resided in long term residential care:

• Anne said that it was “difficult to watch your love one starve to death”. 

• She wishes she would “have been told to go to counselling” as well as a 
support group. 



Bernadette

As Bernadette’s mother transitioned to long term residential care:

• Bernadette says that her mother spent “6 years at home with me. Just the two 
of us 24/7”. She was 32 years old when she became a full time carer.

• She explains that she received “no help or support with that transition. Or in 
sourcing a suitable place for her to go. Nothing whatsoever.”

• Looking back, she believes that it would have been helpful to have “somebody 
to talk to. Some emotional support and somebody to just discuss things with. 
That's all I wished and longed for. ”

When Bernadette’s mother resided in long term residential care:

• Bernadette says that for the first two months “a social worker came to see me 
for a brief conversation once a week. After that, there were no supports 
available to me for the 10 years that my mother was in residential care.”

• She would have liked “somebody to talk to. To discuss the huge transition into 
residential care. The adjustments, the sadness, the feelings and struggles that 
the transition brought for me personally.” 



Susan

As Susan’s mom transitioned to long term residential care:

• Susan explained that she was “not prepared for her entry to the nursing home 
when it happened.  Mom had been in hospital for a kidney infection and they 
would not release her to our care as the private agency that had been providing 
care was no longer agreeable to providing care and had staffing issues.”  

• Susan said that “preparation for the dementia journey and an earlier diagnosis 
(which was possible but not given) would have helped us prepare.  At every 
step of the process we had to pursue and seek what we needed for Mom.” 

When Susan’s mom resided in long term residential care:

• Susan says that the nursing home “issued me with an eviction notice. At this 
point my Mom was wheelchair bound and very ill with only a month to live.  
There really isn’t anything available to support people or their families in this 
position. Whilst there is some appreciation that a carer needs help when a 
loved one is living with them – we are not taken into account when our loved 
one is in full time care”.



Carer resilience and Hospice Care



Questions to DCCN members

When your loved one availed of hospice care:

• What supports and services were made available to you?

• Were these resources adequate?

• Were any resources lacking?



Martin

When Martin’s wife availed of hospice care:

• Martin tells of the experience with his wife Brigid “when the public health 
nurse recognised Brigid was near her end she got a hospice doctor to visit who 
clearly saw the situation and we were again in panic as to how to help Brigid 
but she obtained a hospice nurse from the cancer society as it was an 
emergency”. 

• Martin explains that “her name was Geraldine, she was an angel, she explained 
all that was going to happen as she had done this job 1000 thousand times. 
She was just such a beautiful and gentle person. She removed our panic and 
we got all the 10 grand children in to say goodbye to Nana and us 5 spent the 
next day with Brigid letting her know all was ok and she was free to go. For 
every day I have left I will thank that beautiful nurse from the cancer society.”



Annie

When Annie’s husband availed of hospice care: 

• Annie explained that she “had to fight to get him into a hospice when it 
became clear he was going to die. Once the decision was made we couldn’t 
have asked for more for him and for the family. He died peacefully.”

• Annie said that “Hospice care in the community was wonderful. They were 
always available, day or night, and they worked with me accepting I was the 
expert in my husband’s care. There were times when there were emergency 
admissions and I knew they could always talk to doctors on my behalf. The 
nurses were attentive and made regular visits. Their care was excellent.” 



What we ‘ASK’ of you?





Part Two







Thank You


