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� Substantial body of research on what it’s like 
to care for a spouse with dementia at home 

� Much less on continuing to care for a spouse 
in a care facility

� Yet facility placement neither ends the 
caregiving role nor positive and negative 
experiences associated with it



� An increasing number of people are being 
diagnosed with dementia 

� Fiscal restraint in the delivery of health-
related services is increasing involvement of 
informal caregivers in both in the family 
home and in institutional settings 

� This can lead to a decline in caregivers own 
health and well-being



� Give voice to caregivers with a spouse who 
has dementia and is resident in a care facility 
– hear the spousal caregiver experiences

� Via individual interviews, hear how these 
caregivers experience their caregiving roles 

� Via focus groups, see if staff perceptions 
coincide with or are different from those of 
the spousal caregivers  



Age (mean overall) = 74.8 [range: 61-91] 
� Female mean= 71.3 [range: 61-84]
� Male mean = 82.1 [range = 78–91]
Years married (mean)= 50.6 [range: 33-64]
Years living in current community (mean) = 25.8 
[range: 1 to 55]

Spouse with ADRD Living in Care Facility
Age (mean overall) = 78.6 [range: 65–86]
� Female mean=81.7 [range:76-85]
� Male mean=77.1 [range: 65-86]
� Months in Care facility (mean) = 32.2 [range: 1-60 

months]



� Identified by the spousal caregiver

� Not confirmed with medical charts or staff

� All had some kind of “dementia” described as:
◦ Alzheimer’s disease

◦ Alzheimer’s disease with possible vascular 
component

◦ Dementia atypical

◦ Dementia with lewy body disease

◦ Dementia Parkinsonian syndrome

◦ Front lobe dementia

◦ Vascular dementia



� Northern BC – Prince George and smaller, 
more rural communities (e.g., Dawson Creek, 
Burns Lake, Terrace) 

� Vancouver Island – Nanaimo and smaller, 
more rural communities (e.g., Comox, 
Courtney)



� 3 interviews over 2 years
� Self-rated overall health status asked for 

on each interview occasion
◦ Scoring: 1=  worst health; 5= best 
health
◦ Interview 1: mean 3.67 SD 1.03 Median 4.00
◦ Interview 2: mean 3.78 SD 0.88 Median 3.75
◦ Interview 3: mean 3.25 SD .57 Median 3.00

� Mean remained fairly steady but SD and Median 
declined.



Staff Focus Group 
Participants
A diverse sample of care facility staff 
including:

• care aides
• Registered nurses 
• housekeeping staff 
• recreational coordinators 
• administrative staff

Locations:
• Central/northern interior: 1 rural & 1 urban 

facility
• Vancouver Island: 1 rural & 1 urban facility



“Together But Apart”



� The care facility location created a 
physical separation between spouses, 
and yet spousal caregivers remained 
involved in their spouse’s care

� Spousal caregivers also described their 
relationships with facility staff as 
“together but apart” 

� Staff described their interactions with 
spousal caregivers similarly 



� The term “together” largely 
represented the positive and affirming 
aspects of the relationships 

� What could be easily regarded by 
observers as negative circumstances 
were, at least in part, experienced 
quite differently. 



� Rather than focusing solely on the 
burden of care, spousal participants 
identified the affirming experience of 
ongoing connections and physical 
presence with a spouse. 

� The togetherness with staff was also 
experienced as a positive and rewarding 
fellowship, and spouses regarded staff in 
an overall positive light. 



� Negative aspects of the 
experience of caregiving for an 
institutionalized spouse were also 
captured by the term “apart”

� This was in relation to their 
spousal relationship and 
relationship with staff



� “Apart” was also attributed to larger 
systemic issues that challenged 
participants:
◦ staff turnover 
◦ Program-based funding 
◦ pension eligibility 
◦ social assistance policy 
◦ health care system/services 
accessibility
◦ transportation 





Together…

� feel that I still have that commitment, that I 
need that for me, whether he needs me to 
come or not. I made a vow, in sickness and in 
health, till death do us part.

But Apart….

� So basically it is like a divorce, a person, I 
mean he does not remember me, so, he just 
remembers the people who are there. Can 
you see the hurt? Can you see the pain? 



� It is just that you have to learn to be on your 
own, you know. I think that the hardest thing 
is that you have a husband, but you have 
nothing.

� This is the way it is going to be and it is not 
going to get any better. I have got to do it 
myself now.



We were in the room where everybody is and I 
was talking to the caregiver [care facility staff] 
and I said I would almost give up everything I 
had for him to be well and back home again, 
and [my husband] looked at me you know, and 
then he came over and gave me a hug, right in 
front of everybody and that was special 
because he must have understood. He must 
have understood that I cared. 



� Upon transition to long term care, the 
husband “settled right in, that was his home
[emphasis added]”. 

� New relationships and routines develop; 
spousal caregivers described a sense of 
alienation:

So I visit him and I feel like I am going into a 
different world. 



Jealousy and competiveness…

You know, and that really, really bothered me, 
cause she [care facility staff] was working with 
other people and he got jealous and I still see 
that. Uh, but they sort of develop a 
relationship, uh, I suppose that is normal, uh, 
what can you say. 



� I mean when you place a person in a care 
facility, you lose them. They are not really 
yours anymore. On paper they are, but they 
are not really yours.

� The mourning season started the minute I put 
him in there. I said it is every day, you come 
home to an empty house. You have nobody 
there.



� Well, I think that he, like I don’t expect him to 
be around in a year’s time, if he is going to 
progress the way he is now. 

� Uh, it is always sad to think about that, at 
least now I have some purpose in my life, but 
when he is gone, that will be a whole new 
area […] I am just living day by day.





� There is some resentment that I have given my 
husband to them, they have got him. I keep 
thinking that I have given away my husband 
(Spousal caregiver).

� I would think they [spousal caregivers] need 
respect; [...] as does their family member that’s 
now moved into a facility; understanding that 
they’ve had a past, you know. These were two 
functioning adults at one time and I’ve been 
caring for[one of them] and that sort of thing. 
Just acknowledgement and patience (Facility 
staff).



� About guilt; there’s a lot of guilt 
for these [spousal] care providers 
when they’re still in the 
community making a decision and 
often the guilt is related to no 
longer providing care (Facility 
staff). 



� Those [spousal] caregivers can be better 
integrated as part of the care team and I think 
that’s really critically important that they feel 
like they can continue on the role in some 
capacity or at least have staff input into, you 
know, to problem solve how they may feel to 
develop a new role. So it’s the issue of guilt 
that often drives the difficulty in transitioning 
from home caregiver to facility based 
caregiver (Facility staff).



� There’s lack of continuity of staff with all the 
shift workers and so many of them.  They 
[Caregivers] have trouble knowing who to go 
to and ask to get sort of the whole story.  
They hear different things from different 
workers and that can be really hard (Facility 
staff).  

� We’re all there working; we don’t have time to 
really communicate what we do, what we 
don’t, you know what I mean?  So we assume 
a lot of things and carry on (Facility staff).



[Every] time staff changes, and it is quite often, 
they will put these new young girls in that do 
not have a clue as to what to do with them 
[spouse with ADRD] and it is harder on the 
older members, the older staff because they 
are trying to train them. I know that they have 
to, but there is a lot of good books out there 
(Spousal caregiver). 



� even the most anxious, you know, over-
involved, demanding [spousal caregivers], 
come to accept the inevitability of the disease 
and seeing their loved one fade from view 
and take a more pragmatic role in it. And 
sometimes it takes pounding home the 
message from many different angles and then 
having to see it, to come to terms with it. But 
eventually yes, I think all, I would say all 
spouse caregivers who remain involved, do 
change (Facility staff).



� Well, you know, she was just so helpless and 
everything and then they put her in this big 
chair and then when I came there, she did not 
have anything to rest her head on. Usually 
they put a pillow there to make her 
comfortable, and she didn’t have it and she 
didn’t have her glasses on. I was mad and 
they knew it, too, that I was upset (Spousal 
caregiver).



� So we usually end up getting the 
brunt of their anger and you 
know, whatever’s missing in the 
room or the husband doesn’t look 
the way they normally look when 
they’re at home and we’re 
supposed to know that (Facility 
staff). 



� Some wives and husbands expressed 
leaving care facilities “quite upset”, 
and that frequent visits were getting 
“just too hard”. 

� I could make a lot of noise and that, 
and upset myself, so I just sort of visit 
(Spousal caregiver). 



� You can get quite the end of the stick …when 
they [spousal caregivers] come and say, 
“Where’s my husband’s wool sweater?”…not 
realizing that at a facility, things get 
misplaced very easily (Facility staff). 

� But those are big issues for them. Like [how] 
are you taking care of my person, if you can’t 
even take care of these personal items? 
(Facility staff)

� And then when I see crumbs on him, I think 
“oh god” (Spousal caregiver).



� I think lots of tension is caused by 
level of knowledge. We all have 
expectations about what will happen 
in dementia for different people. And 
when those changes happen, they 
aren’t an arrow through our heart like 
they are to the families (Facility staff)



� That is my husband. So I went through that 
and I saw him on a few occasions acting 
inappropriately with some of the girls [staff]. 
And she said, oh no, he is not inappropriate 
and all this kind of stuff, but I averted a major 
catastrophe that he was about to undress in 
front of the [facility] caregiver (laughter), you 
know… and that really, really bothered me 
(spousal caregiver).



(1) Formalize the spousal caregivers’ role in 
preservative care:

� provision of opportunities to uphold the spousal 
relationship (connection and understanding) and 
the self-identity of the partner with dementia.

� more opportunities for quiet time together, for 
instrumental care (assisting with meals and 
personal care). 

� opportunities to share information about their 
spouse (i.e., self-identity) with others in care 
facility setting



(2) Support further valuing of life history including positive 
views about their marriage and their spouse. 

� recognition of life before care facility and opportunities to 
praise/recognise marriage history

� opportunities to share the achievements/accomplishments of 
their spouse (now resident in the care facility) with others in 
that setting. 

� more specifically identify ways to support spousal caregivers 
in bearing witness to, and celebrating the life of their spouse; 
e.g., a more fulsome marriage/life history in patient files, 
including facility staff in an intake interview wherein this 
information is collected in more detail than is current 
practice. 

� Ensure recognition of important dates such as anniversaries 
and birthdays



(3) Address grief associated with ambiguous loss. 
� education of facility staff and spousal caregivers 

about the dimensions of non-death related grief, 
and significance of ambiguous loss. 

� this research captures a challenging period of 
caregiving that others have identified as a “life-
death limbo” 

� increased awareness of mental health challenges 
associated with this state of limbo 

� increased awareness of spousal caregiver 
situations and needs may facilitate screening of 
spousal caregivers and referral to appropriate 
support services in the community.



� Caregivers identified a multitude of policy 
and practice issues that they described as 
beyond the scope of the staff in the care 
facilities – cuts to funding, programs, etc.

� More involvement of professional 
associations, multidisciplinary organizations 
like BCPGA; engaging families and community 
groups

� More conscious identification and addressing 
of systemic issues via post secondary 
education and other educational venues



� Contact information:

Dawn.Hemingway@unbc.ca or 250-960-5694

PennyMacCourt@shaw.ca


