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This new issue of Pluralages features articles related to the second research pillar of the 
Centre for Research and Expertise in Social Gerontology (CREGÉS), titled Heterogeneity 
of Aging: Bodies, Identities and Society. The work of the CREGÉS team has, for a number 
of years, been focused on multiple ways of aging. The title of the first grant application 
submitted by the VIES team in 2003 reflected this pluralistic view: Viellissements, exclu-
sions sociales et solidarités (Ways of aging, social exclusion and solidarity).

The CREGÉS team has consistently sought to break with the 
notion of “being old” as a main defining characteristic—a one-
dimensional view that erases the many differences between 
groups and individuals. It is essential to take into considera-
tion elements such as socioeconomic background, gender and 
ethnicity in order to properly understanding aging. This stance 
does not, however, prevent researchers from looking at ele-
ments of homogeneity: sometimes groups of seniors are more 
alike than they are different.

Over time, members of the CREGÉS team have turned their at-
tention to different aspects of heterogeneity, including sexual 
orientations, stem cell procedures and living environments. 
But their central interest in diverse experiences of aging has 
remained constant: it is part of their DNA.

This pluralistic vision of aging is increasingly accepted, both 
by the scientific community and the general population. It is 
common nowadays to distinguish “young-old” seniors (young 
retirees who are active and generally in good shape) from 
“middle-old” and “oldest-old” seniors whose lives are more li-
kely to be marked by disability and illness. Although these dis-
tinctions are reductive, a number of authors believe they offer 
a more accurate and subtle notion of aging. 

Values and norms have significantly evolved in recent decades, 
creating far more openness and individual freedom. We have 
rid ourselves of numerous social frameworks and constraints 
that formerly structured our lives. However, other require-
ments have taken their place. The popularity of anti-aging 
creams, plastic surgery and sexopharmaceutical products show 
the extent to which an ideology of eternal youth and exclusion 
of aging have become powerful social norms.

It is essential to take into 
consideration elements 
such as socioeconomic 

background, gender 
and ethnicity in order to 
properly understanding 

aging. 

The heterogeneity of aging
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Along with our emphasis on the individual comes an exces-
sive sense of responsibility. Whereas before our fate was de-
termined by the context in which we born, today we have to 
create our own life story and plan our own biography. We 
consequently shoulder an increasingly heavy burden of res-
ponsibility—that of our life path, our successes and failures, 
and finally, the manner in which we age. There is an immense 
pressure to “live well”—in other words, to live in good health 
and independently—that tends to ignore the many social and 
environmental factors influencing our lives. 

The idea behind this collection of articles is to make resear-
chers and practitioners more aware of the wide range of no-
tions, theories, norms, practices and experiences shaping this 
last stage of life.

We hope that this issue of Pluralages will offer ideas and infor-
mation to feed complex, multi-faceted debates on aging—a 
social construction that is deeply rooted in an inevitable biolo-
gical decline.

Happy reading!

Isabelle Van Pevenage

Annette Leibing

Jean-Pierre Lavoie
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Understanding 
caregivers in research 
on aging
Isabelle Van Pevenage, Ph. D. 
CREGÉS Researcher, sociologist 
CSSS Cavendish-CAU 
isabelle.van_pevenage@ssss.gouv.qc.ca

IVP: Over the course of your ca-
reer, you’ve worked extensively 
on issues related to the caregi-
vers of older people. Could you 
explain how their identity has 
evolved through the act of care-
giving? This is, in fact, the sub-
ject of your thesis1. 

J-PL: When I compare the inter-
views I carried out in the 1990s 
for my thesis with more recent 
interviews of baby boomer ca-
regivers, conducted with Nancy 
Guberman, I can see a clear 
evolution. In my thesis, I talked 
about how my respondents were 
uncomfortable with the term 
“caregiver.” My original ques-
tion was: “What kind of care 
are you giving to your parent?” 
They would respond, “I’m not gi-
ving care.” So I reformulated the 

question: “What are you doing 
for your parent or loved one?” 
Then they opened up a lot.

For these individuals, taking 
care of a parent was part of 
their role as a spouse or daugh-
ter. I’ve been struck, over the 
past 20 years, by how many wo-
men (this seems to be a domi-
nant trend but not the only one) 
have gone from feeling uncom-
fortable about the term “caregi-
ver” to actually claiming it.

IVP: They’re self-identifying as 
such.

JPL : Yes: “I am a caregi-
ver.” Identities and filial rela-
tionships have been redefined. 

IVP: How about conjugal 
relationships?

JPL: That’s different; the trend is 
less marked amongst spouses. 
There’s also the question of age. 
Female identities have become 
more complex and filial obliga-
tion doesn’t have the same force 
or meaning as 20 or 30 years 
ago. Women have increasingly 
been telling me, in very clear 
terms, that they have a multi-fa-
ceted identity—as spouses, mo-
thers, workers and sometimes 
grandmothers.  

IVP: Our identity is more divided.

JPL : Yes, more divided. Our 
identities are more complex and 
pluralistic, and women have to 
try to reconcile all of these 

Interview with Jean-Pierre Lavoie, an institutional researcher at CREGÉS for 10 years before 
he retired.

 >
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identities. It’s a more complex 
task than before, because the 
hierarchy of roles is not as clear.

IVP: And there’s less obligation.

JPL: There’s certainly not the 
same degree of obligation. In 
my thesis, I described situations 
where women would agree to 
stop working and stay at home. I 
felt that some of them regretted 
that decision. In my more recent 
studies on baby boomers2, many 
individuals felt more than re-
gret; they felt a sense of injustice 
and anger. They were indignant 
about having to stop working, 
for both economic and identity-
related reasons. This difference 
can also be attributed to the 

fact that the baby boomers were 
the first generation of women to 
juggle motherhood and a career.

IVP: But if you don’t label your-
self a caregiver, you’re not entit-
led to support services.

JPL: I think the label has been 
imposed to an extent by the re-
search community and policyma-
kers. We’re the ones who started 
using it. If we hadn’t talked about 
it 60 years ago, the term wouldn’t 
have much resonance today. 

Now messages about caregivers 
carry a certain weight. In my the-
sis I demonstrated a kind of “de-
commodification” of family ties 
between adults. When you have 
children, there is always a degree 
of practical obligation: you have 
to do things for them, prepare 
meals, do housework. But rela-
tionships between adults are be-
coming “de-commodified”; they 
are becoming more recreational 
and emotional. The instrumental 
aspect isn’t necessarily there.

This dematerialization of ties 
of solidarity has also affected 
other generations. In my study 
on values and norms3, I noted a 
growing reluctance among se-
niors to have their children help 

them in a material, concrete way. 
We want to see our children. We 
love and adore them, and we 
want to spend time with them. 
But if they systematically pre-
pare our meals, dress us in the 
morning, bathe us . . . for a lot 
of people this is a form of de-
pendence and loss of autonomy, 
with a corresponding loss of di-
gnity. Parents don’t want to have 
that type of relationship with 
their children. It also affects their 
identity. For elderly parents, it 
means taking on the identity of 

a dependant.

IVP: Caregiving implies 
dependence.

JPL: It’s a bit like illness. 
Dependence is shameful. 
However, when you receive an 
old age pension and guaranteed 
income supplement, you’re de-
pending on the state.

IVP: It’s an anonymous form of 
dependence.

JPL: The moment it becomes a 
right, you’re no longer depen-
dant. For most people, receiving 
a pension is perfectly normal; it’s 
an obvious right. I don’t know 
many people who feel embar-
rassed about cashing in their pen-
sion cheque, although the same 
might not be true if they were 
cashing in a social assistance 
cheque. When we’re entitled to 
a service, it reduces the feeling 
of dependence. Receiving a pen-
sion means you’re not depen-
dant on your family or friends; 
you become independent. In de-
fining this right, the government 
has allowed us to become auto-
nomous and independent.

In my research, I’ve met seniors 
who hated the fact that home 
support workers made them feel 
like they were receiving a pri-
vilege or a gift. “You’re lucky 
to have this . . .” When you say 
things like that, you’re re-esta-
blishing a tie of dependence 
and you’re undermining the 

In my research, I’ve met seniors who hated the 
fact that home support workers made them feel 

like they were receiving a privilege or a gift. 
“You’re lucky to have this . . .”

 >
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person’s dignity. In the study 
on baby boomers, home sup-
port workers complained that 
their clients saw home care as 
a right. But if you read the Act 
Respecting Health Services and 
Social Services, it is a right.

IVP: Home support workers are 
also in a difficult position, be-
cause they see people who don’t 
even have the basic service. It’s a 
vicious circle: “The woman next 
door doesn’t even have this.”

JPL: It’s also a way for workers to 
assert their authority.

IVP: OK. But some workers might 
feel really bad about not being 
able to provide all the services 
the person needs, so they get 

around it by saying, “Consider 
yourself lucky.” Perhaps it’s a 
way for them to avoid cognitive 
dissonance: “I can’t offer the ser-
vices I’m supposed to offer.”

JPL: Then why not say some-
thing like, “You’re right, Madam, 
you should have a lot more ser-
vices than what you’re getting, 
but unfortunately, it’s impossible 
for us to provide them to you in 
the current context. And yes, you 
have the right to be upset.”

IVP: It restores the person’s di-
gnity. Coming back to the identity 
of caregivers . . . for me, one way 
to interpret the fact that people 
are claiming this label is because 
they want their role to be reco-
gnized. It’s like homemakers, 

whose work is invisible and unre-
cognized. “I’m doing this job, 
but nobody recognizes the value 
of what I’m doing!” People think 
if they don’t claim this role, their 
work and usefulness will remain 
invisible.

JPL: It is more subsumed in their 
role as daughter. It’s not natural 
or normal to change your mo-
ther’s diapers, give her a bath 
and or stay up all night because 
she can’t sleep. My life is being 
turned upside-down, but it’s not 
necessarily my role. Why did the 
government support me when I 
had kids, but not when I’m taking 
care of my aging parents?

It’s not a question of shirking 
your responsibilities. 
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Support workers would of-
ten complain to me that caregi-
vers ask for too many services: 
“They don’t want the responsibi-
lity; they hand it all over to me.” 
The vast majority of these wor-
kers had not been caregivers 
themselves, but even if they had, 
they still had the same attitude. 
So I would draw a parallel by as-
king them, “Do you have child-
ren? Do you feel responsible for 
their education?” “Yes.” “OK, 
then what are you doing here at 
work? Shouldn’t you be at home 
teaching your kids? If you’re res-
ponsible, then you’re the one 
who should be teaching them.” 
“No, we’re not trained for that. 
We send them to school, be-
cause we know they’ll get a bet-
ter education there.” “So how is 
that different from a caregiver 
who finds that a home support 
worker or nurse is better equip-
ped and trained to do the job?”

It’s important to recognize that 
caregivers have a strong sense 
of responsibility. You want to 
make sure that the person pro-
viding care to your mother will 
do so more effectively than you. 
You most likely don’t have trai-
ning as an aide or nurse, be-
cause you probably weren’t 
attracted to that type of profes-
sion. Caregivers feel just as much 
responsibility toward their pa-
rents as home support workers 
feel toward their children. But 
when a task becomes too diffi-
cult or complex, we hand over 
the reins to an expert or at least 

someone who is trained to do 
the job properly. 

The Saguenay–Lac-Saint-Jean 
school board has been toying 
with the idea of getting rid of les-
sons and homework for elemen-
tary schoolchildren. Where is the 
resistance coming from? Parents. 
Because lessons and homework 
allow them to see what their 
children are doing at school, 
what they’re learning and how 
they’re progressing. It’s a moni-
toring mechanism.

Support workers say that caregi-
vers are offloading their responsi-
bilities, but these same workers 
also complain about caregivers 
constantly watching over them. 
That is exactly what we do with 
our children. We check their 
homework and lessons. That’s 
how we monitor their progress. 
And if the child is having diffi-
culty at school, we go and talk to 
the teacher.

We can’t reproach caregivers for 
doing the same thing. When a 
task is complex, you don’t take it 
on yourself; you get someone to 
do it for you. It’s a great way to 
show your sense of responsibility. 

Except in the case of a medical 
event such as a stroke, the care-
giving role is also assumed gra-
dually. People’s first reflex is not 
to call the CLSC. They’re able to 
manage the shopping and pape-
rwork, because it’s not too chal-
lenging and they do the same 

thing for themselves. But then 
at some point, they find they’re 
doing everything in the house 
and start to feel overwhelmed.

They might be instructed to give 
injections. “But I’m not a nurse!” 
There are people who can’t give 
injections. You have to respect 
that; not everyone is the same. 
When you push someone to do 
something they don’t feel ca-
pable of doing, you’re asking 
them to go beyond their res-
ponsibilities. The person will feel 
very bad, especially if something 
happens. “I knew I couldn’t do it; 
it was too much for me.”

IVP: Where are we headed? Both 
caregivers and workers are ove-
rworked, and workers are bla-
ming caregivers. There are fewer 
and fewer services...

JPL : In fact, there are more ser-
vices. Budgets are increasing 
and so is the number of home 
care support services. Over the 
past 10 years, the average num-
ber of services per user has inc-
reased. In the late 1990s, around 
8% of evaluated needs were sa-
tisfied. Today 10% of needs are 
met. The number of services has 
increased since 2004, but so has 
the number of clients and needs. 
They’re continually raising ad-
mission criteria for seniors’ resi-
dences, which means that people 
who are increasingly incapacita-
ted with growing needs are fin-
ding themselves at home.  >
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IVP: So the increase in services is 
not actually meaningful.

JPL : The number of services per 
user has risen from 22 to 31—a 
40% increase. Clients’ needs 
have probably not increased to 
the same degree. An increase 
from 8% to 10% is not much to 
boast about. The way things are 
going, the increases are still very 
slow, despite all the promises.

And we haven’t yet seen the big-
gest increase in needs, because 
baby boomers are still young. 
When they reach the age of 80 or 
85 . . .  The difference is that they 
are very articulate and are accus-
tomed to voicing their opinions. 
We’ll certainly have a more vocal 
group of seniors. The future will 
be very different to the current 
situation.

1.	 Lavoie. Jean-Pierre (2000). Familles et  
soutien aux parents âgés dépendants.  
Paris, L’Harmattan. 

2.	 Blein, Laure, Jean-Pierre Lavoie, Nancy 
Guberman et Ignace Olazabal (2009).  
« Vieilliront-ils un jour? Les baby-boomers ai-
dants face à leur vieillissement ». Lien social et 
politique, 62, p. 123-134.

3.	 Guberman, Nancy, Jean-Pierre Lavoie, Eric 
Gagnon et al. (2005). Valeurs et normes de la 
solidarité familiale : statu quo, évolution, mu-
tation? Report presented to the Fonds de re-
cherche du Québec – Société et culture as part 
of the program “Action concertée sur les im-
pacts démographiques et socioéconomiques 
du vieillissement de la population,” 101 p. 
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Our empirical data is based on 
interviews conducted with 27 in-
dividuals who had received a dia-
gnosis of early-stage Alzheimer’s 
disease (MMSE>20). The sample 
was created through the CMRR 
(memory research and resource 
centre) of Lille University hos-
pital. The patients interviewed 
(11 women and 16 men) ran-
ged in age from 52 to 92 years. 
They were mostly upper middle-
class, but just over a third of the 
sample (N=10) included former 

blue-collar workers, employees 
and farmers. Most of the patients 
were living with a spouse (N=17) 
or child (N=4), and six were living 
alone (including three in a retire-
ment home).

This article is divided into three 
sections. In the first, we describe 
one of the surprises of this re-
search—namely that for many 
of the patients interviewed, 
Alzheimer’s disease did not ap-
pear to be as dramatic as one 

might imagine. In the second 
section, we offer a typology of 
the various ways in which pa-
tients defined their current situa-
tion. Finally, in the third section, 
we show that, in order to unders-
tand these experiences, it is es-
sential to situate them in the 
interpersonal context in which 
they occur.

How people with 
Alzheimer’s experience 
their disease
Aline Chamahian, Ph. D. 

Centre de Recherche ‘Individus, Épreuves, Sociétés’ 
Université Charles-de-Gaulle - Lille 3 
aline.chamahian@gmail.com

Vincent Caradec, Ph. D. 

Centre de Recherche ‘Individus, Épreuves, Sociétés’ 
Université Charles-de-Gaulle - Lille 3 
vincent.caradec@univ-lille3.fr

In this article, we present some results of our research on how individuals with Alzheimer’s 
experience their condition in the early stages1. The aim of this study, conducted within a 
phenomenological sociology theoretical framework, was to listen carefully to patients’ 
perspectives in order to understand their experience of the situation2. This approach allowed 
us to avoid analyses based on lack of awareness, anosognosia or denial and, as we shall see, 
to depart from common, one-dimensional portrayals of Alzheimer’s disease3.

 >
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ALZHEIMER’S DISEASE: 
LESS DRAMATIC THAN 
ANTICIPATED

What was most striking about 
our interviews was the fact that 
patients with Alzheimer’s disease 
did not appear (or at least not 
always) to attach as much im-
portance to their disease as we 
might have imagined. Many of 
our interviewees described the 
disease as a matter of secondary 
concern. They were very forthco-
ming about their various activities 
and interests (past and present), 
but spoke relatively little about 
their disease, even though that 
was the ostensible reason for the 
interview. When describing their 
health, they would focus more on 
symptoms than on the disease it-
self. For example, they would 
mention memory loss, difficulty 
situating themselves in time and 
space, forgetting words—diffi-
culties that were clearly obser-
vable in certain interviews. When 
we asked them to describe more 
specifically how they felt about 
the diagnosis, they gave varied 
responses. Some accepted and 
took ownership of their disease, 
even using it sometimes to jus-
tify strange behaviours. Others, 
in contrast, seemed either indif-
ferent to their diagnosis or an-
grily rejected it.

Respondents tended to describe 
the seriousness of their disease 
in relative terms, thus giving it 
less weight in the interviews. 
These statements took a variety 

of forms. For example, memory 
problems were described as a 
“slight inconvenience,” or were 
interpreted as a “lack of atten-
tion” or “poor concentration.” 
Patients also compared these 
symptoms with other health pro-
blems they considered more se-
rious, or other far more difficult 
ordeals in life such as the death 
of a spouse, a child’s health pro-
blems or the sudden loss of 
a job. Patients would also say 
things that would distance them 
from “real” Alzheimer’s patients, 
typified by the old, senile patient 
who is “out of it” and no longer 
recognizes his or her loved ones.

Another surprise from the inter-
view data is related to the tone 
of many interviews which, ra-
ther than being dramatic, were 
quite serene or even positive. Of 
course, everyone’s experience 
is different, and many of our in-
terviewees’ accounts were tin-
ged with sadness and suffering. 
One woman seemed completely 
bored. Others regretted the loss 
of their abilities—for example 
no longer being able to drive or 
to go out without getting lost. 
Others expressed concern about 
the future, uncertainty about how 
quickly their disease would pro-
gress, and fears about comple-
tely losing their mind. However, 
there were far fewer statements 
reflecting suffering or discom-
fort than we had anticipated; in 
the vast majority of cases, the in-
terviewees seemed content with 
their current lives.

VARIOUS DEFINITIONS OF 
THE SITUATION

As noted above, many of the in-
terviewees described the se-
riousness of their disease in 
relative terms. We realized, on 
closer examination, that their 
statements needed to be seen in 
relative terms as well.

From a temporal viewpoint, res-
pondents’ tendency to downplay 
the seriousness of the disease in 
the present contrasted with their 
initial reaction to the diagnosis. 
Although we were not able to 
systematically gather these types 
of statements, they showed that 
the diagnosis was often expe-
rienced as something violent 
and painful (“a shock,” “an up-
percut,” “a meltdown”), because 
the patient immediately associa-
ted the disease with the stereo-
typical image of a “senile old 
person.”

Respondents’ tendency to 
describe their disease in re-
lative terms was particularly 
pronounced in a portion of the 
interview sample. We therefore 
decided to push our analysis fur-
ther and to outline a typology 
of interviewees’ experiences of 
Alzheimer’s disease at the time 
of the study. We were able to 
distinguish two main ways of de-
fining the situation, which we 
characterized as “doing without” 
or “making do with” the disease, 
depending on the degree to 
which the individuals felt their  >
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memory loss had a major impact 
on their identity and present life. 

Those who preferred to “do wi-
thout” the disease experienced 
their memory loss as something 
of relatively little concern: they 
felt that the memory loss was 
mild, did not have much of an 
impact on their life and did not 
really change who they were—
to the point that they even 
questioned the diagnosis of 
Alzheimer’s disease. This was the 
case for Mrs. Lilas, a former pe-
diatric nurse, aged 84, who did 
not appear to be overly concer-
ned about the disease (“I feel 
like I don’t really have it”), which 
was not very present in  her life 
(“I know it’s there, in a dark cor-
ner. But it doesn’t make me suf-
fer, so I just live with it.”)

Then there were those who opted 
to “make do with” the disease, 
who somehow appropriated it, 
accepted it as part of who they 
were, and recognized that it was 
having (or would have) an impact 
on their life4. These “making do 
with” statements fell into three 
distinct categories: “coping with 
observed losses”; “facing the di-
sease”’ and “learning from the 
disease.” In the “coping with ob-
served losses” category, the di-
sease was seen in terms of loss: 
a loss of former abilities, a loss 
of certain activities that could no 
longer be carried out, and a loss 
of autonomy. Patients accepted 
these losses to varying degrees 

and were still able to derive joy 
from life. In the “facing the di-
sease” category, there was an 
element of worry and struggle: 
struggle against the disease 
in an attempt to stall its pro-
gress (through exercises or par-
ticipation in clinical trials), and a 
struggle to keep up regular ac-
tivities and preserve their auto-
nomy. Finally, in the “learning 
from the disease” category, the 
attitude was one of discovery: 
the disease was seen as an op-
portunity to re-prioritize and live 
life to the full.

PUTTING EXPERIENCES OF 
THE DISEASE IN CONTEXT

Our interviews reflected a full 
gamut of emotions—from very 
negative to ambivalent to very 
positive. To understand this 
range of experiences and the 
degree of well-being expressed 
in most of the interviews, we 
had to resituate our interviewees 
in their interpersonal (family) 
context, which were potentially a 
source of insecurity and suffering 
or, on the contrary, of protection 
and contentment.

Some interviewees described a 
family situation that did not al-
low them to adjust well to their 
Alzheimer’s disease, either be-
cause they felt cut off from their 
family members, or because their 
relationship with caregivers (no-
tably their children) was a source 
of mutual incomprehension. 

Other interviewees described a 
family environment in which lo-
ved ones were overbearing, 
which they found very destabi-
lizing. They felt they had to fol-
low a pace of life that was out of 
sync with their own—a pheno-
menon we refer to as “temporal 
disjunction”—and they also felt 
their autonomy was threatened, 
because their loved ones tended 
to do things for them and anti-
cipate the progression of their 
disease, at the risk of accelera-
ting it in a kind of self-fulfilling 
prophecy.

When the family environment is 
both protective and supportive 
of the person’s autonomy, pa-
tients with Alzheimer’s adapt to 
their disease. Couples are able 
to strike a “balance” in their 
daily interactions; loved ones 
learn to intervene when neces-
sary without making patients feel 
they are completely incapable of 
doing anything. 

Another interpersonal context 
conducive to a positive expe-
rience of the disease is a strong 
presence of loved ones who take 
charge of many aspects of the 
patient’s life and build a sort of 
protective cocoon around him 
or her. Unlike the patients des-
cribed above, these patients ac-
cept their dependence through 
a process of letting go, which 
happens as the disease pro-
gresses. One of our interviewees 
(a former accountant, aged  >
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82) noted how much the pres-
ence of his wife was important to 
him: today he is no longer inte-
rested in much, but is happy to 
defer to her.

This study points to a gap 
between the experiences of pa-
tients with mild Alzheimer’s 
disease and common represen-
tations of the disease. Our in-
terviews paint a very different, 
far less dramatic portrait of 
Alzheimer’s disease than the 
usual very negative portrayals. 
This does not imply that we 
should simply replace these ne-
gative portrayals with positive 
ones.  Rather, we should reco-
gnize that Alzheimer’s is far from 
being a homogenous disease 

category when it comes to indi-
vidual experience.

1.	 This study, carried out in the CeRIES sociology 
research centre (Université Lille 3), was funded 
by the Fondation de Coopération Scientifique 
pour la Recherche sur la Maladie d’Alzheimer 
et les Maladies Apparentées. This article sum-
marizes the initial results, which are presented 
in more detail in Chamahian, A. & Caradec, 
V., Vivre “avec” la maladie d’Alzheimer. Des 
expériences en rupture avec les représenta-
tions usuelles de la maladie. Retraite et Société 
(forthcoming).

2.	 Cotrell, V., Schulz, R. (1993). The Perspective 
of the Patient with Alzheimer’s Disease: A 
Neglected Dimension of Dementia Research. 
The Gerontologist, 33(2), 205-211.

3.	 Ngatcha-Ribert, L. (2012). Alzheimer : la 
construction sociale d’une maladie. Paris : 
Armand Colin.

4.	 Baszanger, I. (1986). Les maladies chroniques 
et leur ordre négocié. Revue Française de 
Sociologie, 27(1), 3-27.

©
Is

to
ck



16  Pluralages – FALL 2014 – Vol. 5, N0 1

©
Is

ab
el

le
 V

an
 P

ev
en

ag
e



appliedresearch

FALL 2014 – Vol. 5, N0 1 – Pluralages  17

Participating in clinical 
trials:  
masculinity, stem cells 
and heart disease
Annette Leibing, Ph. D. 

Professor, Medical anthropology 
Université de Montréal, Faculté des sciences infirmères 
annette.leibing@umontreal.ca

Virginie Tournay, Ph. D. 

CEVIPOF–CNRS, Paris 
virginie.tournay@sciencespo.fr

Julien Simard Ph. D. student  

Institut national de la recherche scientifique (INRS), 
Centre Urbanisation Culture Société 
zmardjulien@gmail.com

Nicolas Noiseux, M. D.  

CHUM-Université de Montréal 
nicolas.noiseux@umontreal.ca

One of the ways to understand the many trajectories of aging is to focus on individuals who 
have, for a variety of reasons, enjoyed privileged access to health care and are therefore able 
to envisage an aging process that would not otherwise have been possible. This article is 
based on interviews conducted with men aged 53 to 77, living in a major Canadian city, who 
suffered serious heart incidents and subsequently took part in a clinical trial program involving 
the use of stem cells. As a result of their participation in this program, these men have new 
hope for the future, are able to make concrete plans and can entertain the possibility of aging 
“in good health.”

Given that a heart damaged by a 
heart attack cannot be repaired, 
because the tissue is scarred, me-
chanical devices (cardiac stents, 
bypasses) and medications (e.g., 
beta blockers) are used to keep 
the organ minimally functio-
nal. Heart transplants are a pos-
sible, although less attractive 
alternative, because of serious 
risks, including complications ari-
sing from immunosuppressive 

therapy. There is also a shortage 
of donors. Although the number 
of myocardial infarctions has di-
minished in recent years (the re-
duction has been more marked 
in Western Canada than in the 
Maritimes and Quebec), it is es-
timated that more than 500,000 
Canadians are currently living 
with heart disease, with 50,000 
new patients diagnosed each 
year1. Despite all the available 

treatment modalities, only 50% 
of patients who have suffered a 
heart attack survive five years af-
ter the event. 

Another possible solution is 
an operation using autologous 
stem cells (taken from the pa-
tient’s body) in order to re-
generate muscle tissue. This 
procedure avoids thorny ethical 
issues (strong opposition  >
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to the use of embryonic stem 
cells) and immunological pro-
blems (no immunosuppressive 
therapy is required, because the 
patient is his/her own donor). 
Unfortunately, some 100 clini-
cal trials conducted worldwide 
on the use of stem cells to treat 
cardiac patients have yielded 
mixed results. Some patients 
enjoyed improved health com-
pared to participants in the pla-
cebo cohort, while others saw no 
change. These trials have none-
theless demonstrated the safety 
of these procedures. They also 
show the tremendous potential 
of this type of medical techno-
logy, since tests on animals have 
produced positive results and 
trials on humans have been mo-
derately successful2. However, a 
recent article3 reached devasta-
ting conclusions for proponents 
of stem cell procedures. 

After analyzing a number of dis-
crepancies in publications on 
stem cell procedures to treat 
cardiac patients, the authors 
showed that the studies repor-
ting the most positive effects 
also had the highest number of 
discrepancies in their results. 
Bearing these uncertainties and 
discrepancies in mind, our article 
presents the rationales given 
by people with serious heart di-
sease for participating in experi-
mental stem cell trials.

AGREEING TO TAKE 
PART IN A CLINICAL 
TRIAL

The patients in our study showed 
great confidence in medicine 
from the start of their participa-
tion in the protocol.
I really believe in it. I’m convinced 
this is the science of the future. I 
think we’ll all be able to heal our-
selves with this. Right now they’re 
working on specific diseases, but 
maybe one day they’ll be able to 
cure cancer with this. Anything’s 
possible. I believe this is just the 
beginning. (Patient 10) 

The interviews showed that most 
patients, with a few exceptions, 
were not aware of this techno-
logy before participating in the 
protocol. The patients generally 
stated they were keen to parti-
cipate, as the following account 
shows: 
I had one chance in two of get-
ting better afterwards. Those 
seemed like good odds to me. I 
made my decision as soon as he 
told me about it, without hesita-
tion. (Patient 10)

Most of the participants obtai-
ned information about the pro-
cedure from the consent form. 
None mentioned using the 
Internet. Some asked family 
members or acquaintances to 
help them decide whether or 
not to participate in the proto-
col. The daughter of one patient 
worked in the medical field and 
the neighbour of another had 

successfully participated in a si-
milar clinical trial.

The clinical researchers involved 
in the trials told us that almost 
all the patients agreed to parti-
cipate. The interviews revealed 
three reasons for this positive 
response: 1) the apparent sim-
plicity of the process; 2) the ab-
sence of ethical issues associated 
with their participation (com-
pared to embryonic stem cell 
procedures); 3) the fact that no 
foreign tissue or substance would 
be introduced into the patient’s 
body. This resolved the problem 
of immunosuppression and mi-
nimized potential concerns re-
lated to identity, contamination 
and pollution—what Waldby and 
Mitchell term transcorporeality4. 
One of the researchers inter-
viewed noted: 
. . . when the doctor is trying 
to convince a patient and says 
“No, no, that’s not a stem cell. 
A stem cell, [that’s] you, in your 
own body, in your bones, that’s 
a stem cell, and we’re going to 
take it out, and put it back into 
you.” So, after you say that, they 
will say, “No problem at all.” 
Most people would say that. 
(Researcher B, 2011)

Another motivation was the 
hope this innovative procedure 
gave to a person suffering from 
a potentially fatal disease. It was 
literally a “technology of hope”5:
So, I mean, I knew it was for 
the good, not for the bad. So I 
said, “Why not? I’m in this  >
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position right now; what do I 
have to lose?” So I said, “Yeah.” 
The next day there was an ambu-
lance downstairs and—zoom!—
they took me in. (Patient 8)

In addition, as noted in the li-
terature, the operation is wit-
hout major risks for the patient. 
Patients got the same message 
from the medical staff who re-
cruited them to participate in 
these clinical trials: 
There was no mention of any-
thing, no complication, danger 
or things like that. If there was, I 
wasn’t told. There was more po-
sitive than there was negative, 
you know. So the danger was 2% 
and the rest was 98%. I think it’s 
worth it; even 5% or 10%, it’s still 
worth it. (Patient 8)

Only some patients expressed 
doubts about the validity of this 
type of surgery. They were not 
sceptical about the procedure it-
self, but rather about the health 
care system. The following 

patient believed the hospital was 
developing a bone marrow bank, 
like certain establishments that 
run their own blood banks—but 
without patients’ consent:
They had to take a bone mar-
row sample and I thought it was 
to create a bank for themselves, 
because a lot of people are suf-
fering and need bone marrow.  
(Patient 4)

The inclusion of ongoing care in 
the research protocols, such as 
regular post-operative follow-up 
care for two years, was another 
incentive for patients to agree 
to participate in the trial before 
meeting with the medical team 
and surgeon. Their participation 
in the study would ensure long-
term follow-up care and an avai-
lability of resources in the health 
care system that is rarely seen in 
other departments, and is cer-
tainly not the norm for the gene-
ral public. This argument came 
more from loved ones and others 
who influenced the patient’s 

decision. 
“My brother said, ‘Claude, do 
it!’ You’ll get much better fol-
low-up care than if you don’t.’” 
(Patient 6)

This extensive, personalized 
care undeniably eased patients’ 
concerns. Although the partici-
pants rarely used the emergency 
services offered through the pro-
tocol, the fact that these ser-
vices were available reassured 
them and gave them a feeling 
of security, which probably in-
fluenced their post-operative 
health, regardless of whether 
or not they received a trans-
plant. Paradoxically, this enthu-
siasm contrasts with their very 
infrequent visits to hospitals and 
other health care establishments 
prior to their heart attack. 

The figure of the doctor

Many patients saw their surgeon 
as a charismatic star, a saviour 
and an expert. At the same time, 
some patients reported not 
seeing their surgeon often on 
account of his importance, status 
and many responsibilities. This 
confirmed his skill and reinforced 
patients’ confidence in his abili-
ties. Their confidence in the pro-
tocol and stem cell therapy was 
therefore linked to their faith in 
medicine and the professiona-
lism of its representatives. 
When your back is up against 
they wall and they offer you 
things . . . They’re the doc-
tors, not me. I used to be a 
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mechanic, so I know if some-
thing needs to be repaired right 
away or not. But you’re the doc-
tor. You know what you’re talking 
about. I’ll just follow what you 
say. (Patient 2).

Advancing science

Patients’ confidence in the pro-
tocol, medicine and science in 
general was bolstered by their 
feeling that they were pioneers 
helping to advance science. 
Some patients noted that they 
were contributing to something 
bigger than themselves:
It’s a new study. I’m a firm belie-
ver in research. If people hadn’t 
done experiments with Aspirin, 
we wouldn’t be where we are to-
day. By participating, I can make 
a small contribution to this re-
search. (Patient 10)

Another patient confided that 
his participation in the clinical 
trial had been the most impor-
tant event of his life.

FROM INDESTRUCTIBI-
LITY TO VULNERABILITY

Coming to terms with the 
illness trajectory

The trajectory of chronic heart 
disease starts with a heart at-
tack which, for most patients, 
came as an unexpected, unpre-
dictable shock with no warning 
signs. It marks the start of a so-
metimes painful awareness of 
another body, a “sick” body. 

That is why patients develop hy-
potheses around the possible 
causes of their heart attack. For 
example, some interviewees 
pointed to stress and “having 
too much on the go” as a major 
cause. Another patient thought 
he was “invincible” before his 
heart attack. The men in our 
sample were, for the most part, 
former casual workers, labourers 
and factory employees who were 
proud of their ability to carry out 
demanding manual work. After 
their heart attack, they found 
themselves forced to adopt an 
attitude of “care of the self,” in 
Michel Foucault’s terms6, and 

to see their body in a new light. 
The trajectory of their disease in-
volved looking back on their past 
and their attitude towards physi-
cal activity and productivity.

Using the metaphor of a ma-
chine allowed them to see their 
heart attack as a mechanical 
breakdown and the operation 
as a repair job. Machines have 
a limited life span and can stop 
working if they are not properly 
maintained.
There was no reason for my heart 
to give out. I don’t know why it 
happened. But it doesn’t bo-
ther me too much. If it wasn’t 

my heart, it would be something 
else. At a certain point, the ma-
chine just doesn’t work anymore. 
(Patient 6)

Post-operative reports: ac-
tivity as a sign of a regene-
rated male body

Although patients knew they 
would not necessarily be get-
ting a stem cell transplant during 
their participation in the clinical 
trial, the vast majority believed 
that they had indeed been trans-
planted. The conclusion for most 
interviewees was “I feel good, 
therefore I got a transplant”:

As long as I feel good and have 
a lot of energy, I won’t lose any 
sleep over whether or not I got 
the transplant. I think I probably 
did, because you don’t feel bet-
ter just like that—unless I wanted 
so badly to get better that I really 
believed the placebo was my 
stem cells. (Patient 10)

Some patients experienced im-
proved health in the medium 
term, and felt more physically 
independent than before their 
heart attack. The following ex-
cerpt clearly illustrates how in-
tensely one patient enjoyed 
carrying out his former 

Patients’ confidence in the protocol, medicine 
and science in general was bolstered by their 

feeling that they were pioneers helping to 
advance science.

 >
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activities:
I work 10 hours a day, every day, 
no problem. I think I feel even 
better than before my heart at-
tack. I’m not afraid of challenges 
and I stay fit. I’m still working 70 
hours a week. (Patient 10)

However, for the vast majority, 
post-operative rehabilitation in-
volved getting used to “not 
being able to do anything any-
more,” especially when the pa-
tient was used to being very 
active on the job or at home:
For me, there’s no middle ground. 
So I’ve learned to slow down, but 
sometimes when I slow down too 
much, that’s not good . . . I don’t 
do anything. (Patient 7)

Some patients became de-
pressed immediately after the 
operation because of changes in 
their lifestyle and physical capa-
bilities. One had to stop working 
in the freight transportation in-
dustry, while another found him-
self unable to open a jar of food:
I was feeling pretty depressed for 
a while. I couldn’t open a jar of 
peanut butter! I wondered what 
was going to happen. (Patient 4)

Other participants kept up their 
previous activities, but adjusted 
them according to the limitations 
of their no longer indestructible 
body. A lack of bodily aware-
ness was replaced by a search for 
balance: 
It didn’t change my pace of 
life, because I still do the same 
things. I still work just as hard as 

before, but not as fast. I’m still 
in construction. Before it would 
have taken me six hours to raise 
a platform; now it takes me three 
days. I get tired, so I sit down 
and take a break. I don’t run like I 
used to. (Patient 5)

Mowing the lawn, preparing for 
trips to the cottage or vacations 
in Florida, and doing jobs around 
the house were all stereotypically 
masculine roles: 
I still shovel the snow. I asked Dr. 
N. about it, because everyone 
was telling me not to do it any-
more.  (Patient 6)

CONCLUSION

The accounts of the men we in-
terviewed showed huge confi-
dence in the experimental stem 
cell procedure. The authority of 
the surgeon and his team, as well 
as the apparent simplicity and 
safety of the procedure, eased 
any uncertainties associated with 
the protocol. The accounts pres-
ented a desire not only to rege-
nerate the damaged organ, but 
also to rebuild a masculine iden-
tity closely intertwined with phy-
sical activity and work.
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Across industrialised countries, governments have been actively implementing reforms to 
tackles multiple challenges afflicting various pension schemes, such as increased volatility in 
financial markets, lower economic growth, and lengthier lifespan. As evidenced most recently 
by the gradual rise in the retirement age to 67 for both the Guaranteed Income Supplement 
(GIS) and the Old Age Security (OAS), Canada has not escaped these international trends. 
The introduction of pension reforms combined with the risk of having to face further reforms 
represent an important source of concern for future and current retirees. Most media stories 
focus on the tension between younger and older citizens and, as illustrated by the wave of 
protest triggered by Bill 3, whether workers are covered by a company pension plan or not. 
Often forgotten amidst these feature stories is the continued experience of poverty among 
current retirees, which is the focus of this contribution.  >
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Until recently, growing old im-
plied living in poverty for most 
citizens. In 1951, two-thirds of 
Canadian retirees earned less 
than $1000 a year1. Adjusted for 
inflation, this figure represents 
roughly $9000 in 2014. The 
growth and expansion in social 
policies that followed World War 
II included substantial improve-
ments in the coverage and gene-
rosity of pension policies. First, 
the introduction of a universal 
OAS in 1952 and, subsequently, 
the GIS for poorer retirees in 
1967 guaranteed income to ol-
der Canadians regardless of their 
previous participation in the la-
bour market. Second, the crea-
tion of the Canadian Pension 
Plan and the Régie des rentes du 
Québec in 1966 provided a uni-
versal mandatory earnings-rela-
ted scheme covering all Canadian 
workers. As a result of the matu-
ration of these public programs, 
Canada is considered to be one 
of the most successful countries – 
alongside Scandinavian countries 
- in alleviating poverty amongst 
older citizens. 

This outcome has been highly 
contested recently because there 
are many seniors who “squeak” 
barely ahead of the poverty line 
employed in these compara-
tive assessments. The location 
and interpretation of the poverty 
line is a topic of lively discus-
sions2. According to recent com-
parative figures published by the 
Organization for Economic Co-
operation and Development 

(OECD), Canada continues to 
rank amongst the best perfor-
mers in the world when it comes 
to alleviating poverty amongst 
seniors, here defined as indivi-
duals being aged 65 and above. 
However, it is important to note 
that Canada’s poverty rate rea-
ched 7.2% in 2010, an increase 
of two percentage points since 
20073.

The successful picture fades ra-
pidly when we analyse the re-
tirement incomes of Canadian 
women and immigrants. Still to-
day, they face higher risk of po-
verty with women being twice as 
likely as men to rely on the GIS 
while immigrants having been in 
Canada for more than 20 years 
depend on the GIS three times 
more than Canadian born4. Using 
2004 figures, the combination of 

gender and immigration on reti-
rement income is troubling. The 
median pension outcome for 
Canadian born men stood above 
$25 000 while it was barely above 
$10 000 for immigrant women5.

The roots of this outcome lie 
with the design of the Canadian 
pension system. Designed origi-
nally with a traditional breadwin-
ner model, where social benefits 

were tied in with the full time 
work of a husband, generations 
of women failed to “gain” pen-
sion rights. Even though women 
benefit from higher education le-
vels and have much higher par-
ticipation rates in the labour 
market than a generation ago, 
they still face higher risks of ha-
ving interruptions in their careers 
and they are more likely to hold 
part-time and precarious posi-
tions. These outcomes reflect 
multiple socio-economic fac-
tors such as women spending 
more time on caregiving activi-
ties and the persistence of dis-
crimination in the labour market. 
The long-term effects of these la-
bour market outcomes is lower 
pension income originating 
from the Canada Pension Plan/
Québec Pension Plan and private 
pensions.

Also, women tends to live lon-
ger than men. This has an impor-
tant impact in the long run since 
both GIS and OAS are price in-
dexed. This means that overtime 
there is a growing income gap 
between individuals in the labour 
market who benefit from conti-
nuous, albeit small, real wage 
growth, which is not the case for 
poor seniors. Over the course 
of a twenty year retirement 

The introduction of pension reforms combined with 
the risk of having to face further reforms represent 

an important source of concern for future and 
current retirees.
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period, this can result in a 15% 
gap between the wage of a me-
dian worker and older retirees.

Immigrants face even more risks 
of poverty in Canada. First, pro-
grams have well-established re-
sidency tests. The OAS requires 
40 year residency to obtain a full 
benefit. For example, if an immi-
grant moved to Canada at age 
35 in 1979, this person would 
obtain $5074 in 2014 instead of 
$6765 for a Canadian born ci-
tizen earning retirement income 
less than $71 594. The GIS is not 
accessible to those who have not 
resided in Canada for at least 10 
years. Second, those who emi-
grate to Canada in mid career do 
not have the opportunity to es-
tablish long contribution periods 
to the CPP/QPP and private pen-
sion schemes (although contri-
butions to public schemes in the 
country of origin covered by an 
agreement between both pen-
sion agencies can result in higher 
public benefits). Third, many im-
migrants have a very precarious 
attachment to the labour mar-
ket. This is particularly true for 
the post 1970 immigrants who 

face more barriers to enter the 
labour market than previous ge-
nerations of immigrants.

Without negating the impor-
tance of other pension related 
issues, including the declining ac-
cess to company pension plans, 
the important disparities faced 
by poor Canadian retirees de-
serve far more attention in the 
media and the public sphere. 
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OECD and G20 Indicators. Paris : OCDE.

4.	 Marier, Patrik et Suzanne Skinner. (2008). The 
Impact of Gender and Immigration on Pension 
Outcomes in Canada. Canadian Public Policy, 
34(s1), 59-78.
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Shiva at SAPA
Patrick Durivage, M. Sc. 

Coordinator of the Leading practice  
in "Community Palliative Care for Seniors"  
CSSS Cavendish-CAU 
patrick.durivage.cvd@ssss.gouv.qc.ca

APRIL 1998

As part of my Master’s degree 
in social work, I am comple-
ting an internship at the CSSS 
Cavendish, in the autonomy sup-
port program (today known as 
SAPA: Program for Support of 
the Autonomy of Seniors). A few 
weeks before the end of my in-
ternship, I get a call from a care-
giver who tells me her husband, 
whom I visited at their home for 
several months, has just passed 
away. As a young intern, I feel 
slightly awkward in offering her 
my condolences. She asks me 
to pick up the equipment loa-
ned by the CLSC as soon as pos-
sible, since she will be sitting 
shiva at the family home. I quickly 
contact the occupational the-
rapist in charge of the file, who 
does not seem at all surprised by 
this request.

That afternoon I bump into my in-
ternship supervisor, Lucy Barylak. 
She has been informed of the file 
and suggests I attend the shiva 
for the deceased client. Intrigued, 
I accept, although I know nothing 
about Jewish customs related to 
death and mourning. My supervi-
sor will guide me.

The following day, she invites me 
to come and talk to her about it. 
She tells me about shiva, the se-
ven-day mourning period. When 
I ask why it lasts seven days, she 
explains that “shiva” means “se-
ven” in Hebrew. During this 
week, mourning must be obser-
ved by seven categories of loved 
ones: father, mother, brothers 
and sisters, sons and daugh-
ters and their spouses, and the 
spouse of the deceased. All will 
gather, preferably at the home of 
the deceased, to honour his or 
her memory and receive visitors.

When we arrive at the home of 
my deceased client, I realize how 
strange it is to return to the place 
where I conversed with him just a 
few days ago.

I go to knock on the door, but my 
supervisor holds me back. We 
must simply enter without ma-
king too much noise; the door 
will remain unlocked for the se-
ven days. During this period, the 
bereaved family members will be 
focusing on their loss and mour-
ning; they should not be consi-
dered hosts. It is up to friends, 
neighbours and other family 
members to bring food over the 

course of the week.

We introduce ourselves to the fa-
mily. Men and women are sitting 
on low stools. Loved ones have 
to sit close to the ground in or-
der to feel their sadness more 
profoundly—they are literally 
“brought low” by grief. It is nor-
mal for them not to get up when 
visitors arrive.

Sometimes, mourners do not 
want to talk. Visitors must res-
pect this silence, knowing that 
their mere presence is a source 
of comfort. When it comes time 
to leave, visitors see themselves 
out. They are not accompanied 
to the door, since they are not 
“invited” by the family.

Before leaving the home, I no-
tice that all the mirrors are cove-
red in sheets. My supervisor tells 
me that during this period, loved 
ones should not be concerned 
with their physical appearance 
in order to focus on their feeling 
of loss and to engage in a pro-
found spiritual reflection. Other 
traditions may also be observed, 
depending on the individual. 
For example, people may refrain 
from bathing or wearing new  >
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clothes, and men may refrain 
from shaving.

After we leave, the rabbi comes 
to the house and assembles the 
family members to pray.

JUNE 2014

It has been 15 years since I en-
ded my internship and began my 
career in palliative home care. I 
wonder whether my Jewish col-
leagues still practice the same 
customs when a loved one 
passes away. I ask some of my 
colleagues to share their perso-
nal experience.

I meet up with a colleague who 
is keen to share her perspec-
tive on Jewish funeral and mour-
ning customs. She notes that, in 
general, many religious rituals 
are still present in the commu-
nity. She says that following a 
death, a person must stay near 
the body at all times to recite 
prayers. Once the death certi-
ficate has been obtained, the 
corpse is sent to the funeral 
home. There is a special ritual to 
prepare the body, which is wrap-
ped in a winding sheet. The cof-
fin is closed during the religious 
service. The burial takes place 
very soon after the death, some-
times even the following day. In 

the Jewish tradition, cremation is 
not permitted.

My colleague then recounted 
her memories of the first Jewish 
burial she attended. She was ten 
years old at the time. She clearly 
remembers the atmosphere, the 
sadness of the family and the 
profound meaning of the event.

For her, shiva is a very impor-
tant time. She realized this when 
one of her own family members 
passed away. This mourning pe-
riod allows people to get toge-
ther and talk about the deceased 
to keep his or her memory alive. 

In addition to visiting, people can 
send cards, or bring sympathy 
gifts and food. It is not conside-
red appropriate to send flowers.

For my colleague, shiva is a dis-
traction, a kind of “pillow” that 
softens the impact of the loss. 
This period allows loved ones 
to gradually come to terms with 
their new reality. It is also a time 
of forgiveness, allowing family 
members and friends to renew 
their ties.

When I asked whether the pre-
sence of strangers could cause 
a certain malaise for some 
people, she replied that, during 

mourning, unexpected visits 
can give meaning to the expe-
rience and are a form of recogni-
tion of the loss. It is important to 
be accepting, since we are not 
all comfortable with the idea of 
death, mourning and sorrow. It is 
true that shiva can create a cer-
tain pressure, given the constant 
focus on the bereaved family. It 
can be exhausting, when one is 
in mourning, to have to attend to 
others.

Shiva takes place during the first 
week of mourning. The family 
should not participate in celebra-
tory events for the first month. A 
few months later, the tombstone 
is unveiled at the cemetery. This 
is a small, private ritual where the 
family gathers around the tombs-
tone. It is also a way to remem-
ber and honour the deceased. 
This ritual takes place during the 
first year after the person’s pas-
sing away.

To see whether Jewish traditions 
around death and mourning had 
changed over the years, I also 
spoke to some younger Jewish 
colleagues. For them, shiva is an 
enduring tradition, but some find 
sitting shiva to be painful and ti-
ring. They feel the ritual is too so-
cial, leaving loved ones too little 
room to mourn, which under-
mines the purpose of the ritual.

Colleagues remarked that the 
format and length of the ritual 
have changed. Nowadays, some 
families opt for a private shiva 

Nowadays, some families opt for a private shiva 
to which only family members are invited; the 

general public may not attend.

 >
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to which only family members 
are invited; the general public 
may not attend. Some families 
sit shiva over a shorter period—
for example, two or three days. 
However, the majority of fami-
lies still respect the seven days 
of shiva. For many, it is important 
to preserve this religious tradi-
tion, which is adapted to indivi-
dual religious beliefs and family 
traditions.

In conclusion, shiva is still very 
present in the Jewish community, 
across all generations. Based on 
my experience and the accounts 
offered by my colleagues for 
this article, I encourage interns 
and practitioners to attend their 

clients’ shiva, knowing that the 
presence of others is a source of 
comfort to grieving families.

For more information on the to-
pic, the author recommends the 
book by Rabbi Lamm, which ex-
plains all of the rituals around 
death in the Jewish tradition, 
from death until the end of 
mourning.

This article does not describe 
all of the rituals associated with 
death in the Jewish commu-
nity, but rather offers perspec-
tives on certain rituals offered 
by Jewish practitioners at SAPA. 
The goal is to raise awareness 
around this reality in order to 

offer support with sensitivity and 
understanding.

Lamm, M. (2000). The Jewish Way in Death 
and Mourning. États-Unis : Jonathan David 
Publishers.

The Resource for Jewish mourning. (2014). 
Shiva. Retrieved from http://www.shiva.
com/learning-center/what-to-bring-or-send/
flowers-and-jewish-mourning/.

Palatnik, Lori. (2001). ABCs of Death Mourning. 
Retrieved from http://www.aish.com/jl/l/dam/
ABCs_of_Death__Mourning.html.
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Jews and old age
Ignace Olazabal, Ph. D. 

Continuing Education Faculty 
Université de Montréal 
ji.olazabal@umontrealca

The memory of persecutions 
is generally a reason for these 
two types of memory to be re-
vived within the population in or-
der to foster unity. Jews, in this 
regard, are a perfect example. 
A people whose history and law 
(from the Torah) have been inter-
twined since Antiquity, Jewish 
people hold elders in the highest 
regard as those able to mediate 
between past and present. Old 
age is seen as a virtue and the 
elderly are particularly cherished, 
both within the community and 
family.

Since Biblical times, Jews have 
considered old age a blessing, a 
gift from God that only the just 
deserve. The advanced old age 
of the founding fathers in Judeo-
Christian mythology (Abraham, 
Isaac, Noah, Moses and, espe-
cially, Methuselah) was consi-
dered worthy of admiration. 
Today it is understood that these 

venerable ages are mythologi-
cal rather than real, but they still 
carry a significant metaphorical 
weight.

Over the course of Antiquity, 
Jews developed a unique pers-
pective on aging. Two and half 
thousand years later, they still 
see aging in a positive light. 
Unlike the current Western 
tendency to perceive seniors 
as old people rather than el-
ders, the Jewish tradition has 
always treated them with affec-
tion. Rabbi Menachem Mendel 
Schneerson sums up well the di-
vine quality of longevity: “The 
Torah considers old age a vir-
tue and a blessing. Throughout 
the Torah, ‘old’ (zakein) is syno-
nymous with ‘wise’; the Torah 
commands us to respect all el-
derly, regardless of their scholar-
ship and piety, because the many 
trials and experiences that each 
additional year of life brings yield 

a wisdom which the most ac-
complished young prodigy can-
not equal.”1

Respect for elders is characte-
ristic of many nomadic, illiterate 
societies, but also of sedentary 
pastoral and agrarian societies. 
This veneration is found in tradi-
tional societies whose legitimacy 
is derived from the government 
of a council of elders and the 
power of oral transmission. As 
we can see in the first books of 
the Torah and, more specifically, 
in Genesis (the Jews’ founding 
myth), God grants the privilege 
of dying “old and full of years” 
to all who obey the law. Respect 
for the divine commandments 
guaranteed a long life. With the 
succession of patriarchs, howe-
ver, life spans were reduced: 
whereas Adam lived to the age 
of 930, Joseph only lived to 110 
years. Starting with Abraham 
(who died at the age of 175), 

To perpetuate itself, an ethnic group must be supported by a strong collective memory that 
is carefully passed down from one generation to the next. This collective memory essenti-
ally consists of places of memory—founding moments, historical figures, symbols, myths, cus-
toms and manners of speaking. In ancient societies, especially those without writing, it was 
the responsibility of elders to preserve and transmit this memory to younger generations 
through ritual events or ceremonies, in accordance with tradition. This collective memory in-
tersects with historical memory in literate societies, which are codified. Collective memory 
and historical memory are more pronounced in some groups than in others.
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the lessening of God’s grace 
became truly evident, as the 
Biblical story gradually replaced 
mythological life spans with real 
ones. Georges Minois notes a 
turning point in the perspective 
on the elderly as Hebrew and 
then Jewish society was increa-
singly influenced by the rapidly 
expanding Greek culture. The 
latter was fundamentally ageist, 
especially towards the end of 
its peak2. Max Weber implicitly 
notes that the decreased appre-
ciation of old age among Jews 
was related to the shift from a 

society based on the authority 
of the council of elders to one 
based on the authority of a mi-
litary state (which, by definition, 
was younger)3. The close associa-
tion between age and wisdom in 
the first sacred books was chal-
lenged by the observation that 
evil people often lived longer 
than those who were righteous. 
Under the influence of Hellenism, 
Jews during the Period of the 
Kings did not accord as much im-
portance to elders. But this was 
simply a hiatus, since respect for 
the elderly would return in the 
Diaspora4.

In fact, traditional societies that 
practice ancestor worship (accor-
ding to a cyclical intergeneratio-
nal logic, ancestors are given the 
same treatment as the living) ge-
nerally venerate their elders. With 
modernity, ancestor worship has 
fallen into disuse. In Europe and 
North America, where individual 
worth is measured in terms of so-
cial utility, respect for the elderly 
tends to diminish as technology 
and laws advance, and as history 
and the transmission of memory 
lose their social pre-eminence5. 
Jews can be seen as an excep-

tion in Western societies, since 
for them the past and collec-
tive memory continue to be vi-
tal. Very old individuals, who in a 
sense represent the group’s past 
and memory, always command 
respect. This is just as well, since 
the Jewish community is one of 
Montreal’s most rapidly aging 
ethnocultural groups.

MONTREAL’S JEWISH 
COMMUNITIES

It is important to note that Jews 
in Montreal, as elsewhere, do 
not constitute a single com-
munity but rather several6. 
There is a mistaken belief that 
Montreal’s Jews comprise solely 

the Hassidic Jews in Outrement 
and the Mile End, whereas in 
reality the latter are an ultra-or-
thodox minority and do not re-
present the majority of members 
of this so-called ethnocultu-
ral community. The main distin-
guishing feature of the majority 
of Montreal’s Jews is that they 
are seen as belonging to the ci-
ty’s anglophone community. 
There is a French-speaking mino-
rity, born in Morocco and other 
parts of North Africa, and there 
is also an orthodox community 
distinct from Hassidic congrega-
tions. The vast majority of Jews, 
who are moderately observant—
whether they are of Ashkenazi, 
Sephardic or Eastern origin—
blend into Montreal’s general so-
cial fabric, even more so because 
both older and younger genera-
tions are generally from Quebec.

That said, Quebec Jews, re-
gardless of their cultural alle-
giance or origin, are generally 
strongly marked by a strong col-
lective memory and its resulting 
customs, values and symbols, 
such as endogamy (marriage wi-
thin the ethnic group), an em-
phasis on learning, the symbol 
of Israel, the importance of fa-
mily and ancestor veneration. 
Elderly Jews are provided com-
fort and support by their descen-
dants and the community. In this 
regard, it is worth underlining 
the importance of the Cummings 
Jewish Centre for Seniors, an 
undeniable model of commu-
nity organization, as well as 

The countless places of memory in the Jewish 
collective conscience are aimed at preserving 

the unity of the group, and the reference to the 
elderly and ancestors is a link between present, 

past and future.
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the CLSC René-Cassin (formerly 
the CSS Jewish Family Services) 
and the Maimonides long-term 
care facility, recognized for its 
exemplary services to seniors 
who are no longer able to live 
at home. For a long time, many 
seniors lived below the poverty 
line, and a generation of seniors 
also experienced the depar-
ture of their children and grand-
children between the 1980s and 
2000. The Jewish value of tze-
dakah (the religious obligation 
to do what is right) was there-
fore applied, and institutions 
were developed throughout 
the 20th century to come in aid 
of seniors in need, while main-
taining ties with their family7. 

One of the reasons the social 
importance of old age has per-
sisted among Jews is no doubt, 
as indicated, the force of col-
lective and historical memory. 
The countless places of me-
mory in the Jewish collective 
conscience are aimed at pres-
erving the unity of the group, 
and the reference to the elderly 
and ancestors is a link between 
present, past and future.

Since the Jewish community is 
becoming increasingly prospe-
rous, the new generation of se-
niors—first-generation baby 
boomers who have already 
reached the age of 70—will 
not generally experience po-
verty once they are very old.

Baby boomers tend to age dif-
ferently than their parents, re-
gardless of their ethnocultural 
origin8. They are better infor-
med, eat a healthier diet, are 
more financially secure and of-
ten want to age well. As is the 
case for a number of older 
Quebecers, many Jewish seniors 
spend part of the year in Florida, 
since retirement conditions are 
much better than in the past. 
Many, however, continue to take 
care of their much older parents, 
who often live in special se-
niors’ residences in Côte-Saint-
Luc, the municipality with the 
oldest population in Canada. In 
2011, 28% of the population of 
Côte-Saint-Luc was aged 65 and 
over (compared to an average of 
16% for the Montreal area).  >
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It was in Côte Saint-Luc that, in 
the early 1990s, the CLSC René-
Cassin developed innovative 
leading-edge services to sup-
port seniors, through the former 
Institut universitaire de géronto-
logie sociale du Québec9. These 
services were originally provi-
ded in the territory served by the 
CLSC, but are now offered across 
Quebec. The Ligne Aide Abus 
Aînés, a provincial elder abuse 
helpline centralized in the CLSC 
René-Cassin (which receives 
thousands of calls from across 
the province each year), and 
the Caregiver Support Centre 
clearly reflect the respect for se-
niors within Montreal’s Jewish 
communities. Their objective is 
to make life easier for seniors 
and caregivers in order to keep 
more seniors in the community.

To conclude, Montreal’s oldest 
Jewish residents generally live 
at home, but close to family 
members and community orga-
nizations. Certainly not all live 
in traditionally Jewish neigh-
bourhoods like Côte-Saint-Luc, 
Hampstead or Snowdon; some 
live on the West Island and others 
in Laval or on the South Shore. 
As is the norm in the Western 
world, the elderly prefer to main-
tain independent households 
and to live at home. It is rare to 
find intergenerational families 
in non-Hassidic communities. 
Maimonides offers long-term 
care to those who can no longer 
live at home. Loved ones conti-
nue to offer regular support, 

echoing traditional Jewish va-
lues regarding the elderly.
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Aging and domestic 
work: Exploring the 
experiences of retired 
Filipino domestic 
workers in Canada

They clean houses. They cook meals.  They provide round the clock childcare so that pa-
rents are able to leave the household and participate in the paid labour force. Though 
they are not related to their employers, they are sometimes regarded as members of the 
family. Who are they? They are domestic workers from the Global South who provide pri-
vate, live-in care for children, the elderly and persons with disabilities. 

According to a 2011 report by the 
Toronto Immigrant Employment 
Data Initiative, more than 52 
493 domestic workers immi-
grated to Canada since the in-
ception of the Live-in-Caregiver 
Program (LCP), the current na-
tional domestic labour policy1. 
Though domestic workers come 
from overseas, the vast majo-
rity are from the Philippines 
where migration policies structu-
rally and socially encourage the 
commodification of its labour 
force to meet the global de-
mand for transient, cheap, and 

low-cost labour2. Approximately 
ten percent of Filipinos live out-
side the Philippines where they 
take on predominately low paid 
and physically demanding ma-
nual work3. In Canada, Filipino 
women represent the vast ma-
jority of domestic workers, and 
arrive in their prime productive 
years (25 to 48 years old)4. In a 
greying society, where health 
and social services are increasin-
gly cut back and made inacces-
sible, domestic workers serve a 
pivotal role in ensuring the sur-
vival of middle class to affluent 

Canadian families who are able 
to pay for their services.

A BRIEF HISTORY OF 
DOMESTIC WORK IN 
CANADA

The need and demand for do-
mestic work has a long history, 
which began during the early 
stages of the Canadian nation-
building project. Predominately 
seen as undesirable work, un-
married women from the United 
Kingdom were recruited to ad-
dress the need for domestic  >
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labour5. Anglo-Saxon women 
were seen as ideal immigrants 
because they fit the mould of 
what was then considered to be 
the ideal settler; valorized for 
their future potential as wives or 
‘mothers of the nation’6. Postwar 
conditions of the early 20th cen-
tury expanded the roles of wo-
men outside the household and 
consequently shifted the availa-
bility of domestic workers from 
the UK. In response, Canadian 
domestic work policies turned its 
recruitment efforts to ‘non-pre-
ferred’ states such as Germany, 
Greece, and Italy7. The turn to-
ward women from the Global 
South occurred during the mid 
20th century with the introduc-
tion of the West Indian Domestic 
Scheme which allowed women 
from the Caribbean to immigrate 
as domestic workers8. 

Unlike earlier recruits from 
Europe, domestic workers were 
not offered immediate perma-
nent residency upon arrival, 
or financial recruitment incen-
tives. Instead, women from the 
Caribbean were subject to a 
high degree of restrictions, and 
the indignity of invasive medical 
screenings, which were imposed 
and enforced by the domes-
tic work policy. The most dras-
tic shift was the imposition of 
an extended live-in requirement 
which obligated employees to 
reside in their place of employ-
ment as a condition of recei-
ving landed immigrant status9. 
The West Indian Domestic 

Scheme was transformed into 
the Non-immigrant Employment 
Authorization Program (NEAP) 
in 1973 but revoked the right 
to permanent residency10. 
Following mounting reports of 
abuse and protests by social jus-
tice advocates demanding the 
right to permanent residency, 
the Canadian government in-
troduced the Foreign Domestic 
Movement program in 1992. 
This program reintroduced the 
pathway to permanent residency 

but only after two years of re-
quired live-in service11. Further 
changes were made in 1992 with 
the Live-in-Caregiver Program, 
which ostensibly sought to reform 
the program but placed further 
eligibility restrictions (such as the 
requirement of a grade 12 edu-
cation, and official knowledge of 
the official language)12. The shift 
from the West Indian Domestic 
Scheme to the Foreign Domestic 
Movement and subsequent Live-
in-Caregiver Program also 
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saw a change in its primary appli-
cant pool with women from the 
Philippines representing the ma-
jority of applicants.

Research by both scholars 
and advocacy groups have hi-
ghlighted the many problems 
of domestic work policy which 
has been characterized as mo-
dern-day slavery. Among the 
many contentious issues that do-
mestic workers face are: the 24 
hour live-in requirement for a pe-
riod of 2 years; prevailing wage 
standards which dictate mini-
mum salaries but do not account 
for extended and overtime work 
hours, which drastically lowers 
the actual hourly compensation; 
the deskilling of a very educated 
and professional workforce; and 
delayed processing times in ap-
plying for and receiving perma-
nent residency. The last point is 
particularly problematic because 
lengthy delays in receiving per-
manent residency status means 
prolonged separation between 
mothers and their families in the 
Philippines. Taking into account 
the extended wait times in ap-
plications for family sponsorship, 
domestic workers are forced to 
be separated from their families 
for an average of five to years 
years13. 

ISSUES OF AGING AND 
DOMESTIC WORK

While existing scholarship has 
documented, and sometimes ad-
vocated for the rights of Filipino 

caregivers in Canada, existing re-
search has focused almost exclu-
sively on young domestic workers 
who are in their prime productive 
years. However, less is known 
about the aging and retirement 
experiences of domestic wor-
kers who have settled in Canada 
for several years to decades, 

and have already received their 
permanent residency/Canadian 
citizenship, and have been reu-
nited with their with their families 
in Canada. Research has shown 
how women’s work over the li-
fecourse garners significantly 
lower income than their male 
counterparts14. Average earnings 
for a full year and full time wor-
ker show that women earn 71 
cents for every dollar earned by 
men15. The type of work is also 
markedly different, with wo-
men more likely to take on ca-
ring responsibilities and labour 
which extricate them from the 
paid labour force. These disad-
vantages become pronounced 
in late life especially considering 
how women have been shown to 
live longer, and find themselves 
among the poorest of the poor. 
According to Young these reali-
ties exist in part because of re-
tirement policies in Canada that 

encourage the utilization of and 
investment in private pensions. 
As such, older women heavily 
rely on state funded provisions 
such as the Old Age Security 
Pension, and the Guaranteed 
Income Supplement which yields 
a maximum benefit of approxi-
mately $14 000 CAD; an amount 

that is below the low income 
cut off in urban ($22 229 CAD) 
and rural ($15 302 CAD) areas16. 
These gendered inequalities 
prompt questions regarding the 
aging experiences of retired 
Filipino domestic workers; a po-
pulation who has and continues 
to have a pivotal role in the survi-
val of Canadian middle class and 
affluent families.

METHODOLOGY

In order to explore the ex-
periences of aging domestic 
workers, in-depth qualitative in-
terviews were conducted with 
Filipina respondents who had 
immigrated, and worked under 
the Foreign Domestic Movement 
program. This data was part of a 
larger dissertation study, which 
examined the aging experiences 
of Filipinos in the Canadian dias-
pora. Recruitment took place 

The costs of lodging (rent), food, medicine, 
leisure, and family obligations forced many 
to continue to work in the peripheral labour 

market or what is colloquially known as under-
the-table work.

 >
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through snowball sampling, and 
advertisements posted in local 
Filipino-Canadian newspapers. 
The sample included participants 
who had different lengths of re-
sidence in Canada, but who had 
all immigrated under the Foreign 
Domestic Movement and would 
later receive their Canadian ci-
tizenship. Participants were 
asked to talk about their retire-
ment provisions, and the extent 
to which these entitlements were 
sufficient in addressing their late 
life needs. The purpose of these 
questions was to trace how older 
domestic workers prepare and 
subsequently evaluate their re-
tirement and transition into late 
life.

THE NECESSITY BUT IN-
SUFFICIENCY OF RETI-
REMENT PROVISIONS

A major finding of the study cen-
tered on the dichotomous nature 
of retirement and subsequent 
pension entitlements. The ma-
jority of participants did not 
contribute to private pensions 
schemes and received little by 
way of their Canadian Pension 
Plan/Quebec Pension Plan 
contributions.  As such, all par-
ticipants for this study received 
the basic Old Age Security pen-
sion, and were supplemented 
by the Guaranteed Income 
Supplement. On the one hand, 
participants unanimously praised 
and were grateful for their mon-
thly provisions.  For many, having 
the fixed monthly income from 

Old Age Security, and the ac-
companying Guaranteed Income 
Supplement provided financial 
flexibility which allowed them 
to reduce their work hours, and/
or to find more suitable types of 
work that were less physically 
demanding. 

Although domestic workers 
were officially retired, nearly all 
spoke about how their entitle-
ments were not enough to co-
ver their basic costs of living. 
Some expressed shock and an-
xiety when they received their 
first retirement instalment. The 
costs of lodging (rent), food, me-
dicine, leisure, and family obli-
gations forced many to continue 
to work in the peripheral labour 
market or what is colloquially 
known as under-the-table work. 
When asked how they would sur-
vive with the sole financial sup-
port of the Old Age Security and 
Guaranteed Income Supplement, 
nearly all expressed doubt, fear, 
and worry. Even when given the 
maximum allotment of Old Age 
Security and the Guaranteed 
Income Supplement, most res-
pondents discussed the need for 
additional income. 

ADVANTAGES AND DI-
SADVANTAGES OF WOR-
KING UNDER THE TABLE

Given the inadequacy of pension 
entitlements, retired domestic 
workers find themselves in si-
tuations where they must look 
for supplementary income. Most 

participants chose to continue 
their work relationship with their 
employers; having already been 
accustomed to the needs of their 
employers and developing fami-
liarity with their household work-
place. This arrangement was 
particularly advantageous for 
domestic workers who felt that 
their bodies were still capable 
of withstanding the physical de-
mands of the job. A few predic-
ted that they would continue to 
work for their employers well 
into their 70s. Others, however, 
felt that their aging bodies were 
no longer compatible with the 
work they were hired to do. 

Just as domestic workers aged, 
so did their employers; highli-
ghting complications that arise 
when both caregiver and em-
ployer transition into their late 
lives. For many, working for an 
older client meant having to en-
gage in more rigorous tasks such 
as lifting, and cleaning/bathing 
their employers. A few domes-
tic workers discussed developing 
new strategies of communica-
tion with employers who had de-
veloped cognitive impairments.  

While some domestic workers 
continued to work for their aging 
employers, others chose to cur-
tail their work, and engage in 
more specific tasks such as coo-
king, cleaning, or accompanying 
work (such as accompanying ol-
der clients who were in long-
term care facilities).  >
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INTERGENERATIONAL 
AND RECIPROCAL 
FORMS OF CARE

Another important finding is 
the support of the intergenera-
tional family. Nearly all partici-
pants interviewed spoke about 
living with or moving in close 
proximity to their adult child-
ren and grandchildren. This ar-
rangement helped to alleviate 
the costs associated with rent, 
food, medicine, and other basic 
and leisurely necessities. The in-
tergenerational family is thus is 
an important source of care for 
aging domestic workers. This ar-
rangement, however, is mutually 
beneficial since retired domes-
tic workers also provided secon-
dary financial contributions to 
the family unit. Perhaps most im-
portantly, retired domestic wor-
kers provided intergenerational 
care for their grandchildren; libe-
rating their adult children to en-
gage and participate in the paid 
labour market. By taking on this 
intergenerational role, retired 
domestic workers also ensure 
the cultural transmission to their 
grandchildren. 

IMPLICATIONS FOR  
POLICY MAKERS AND 
SERVICES

The findings of this paper have 
major implications for policy ma-
kers and service providers. Policy 
makers first and foremost have 
the responsibility of acknowled-
ging how gendered inequalities 

develop over the lifecourse.  
The interviews conducted for 
this study are in line with exis-
ting feminist scholarship, which 
highlights the significant contri-
butions that women make in the 
both the paid and unpaid labour 
market; playing a central role in 
the reproduction of labour. 

These contributions, howe-
ver, are poorly compensated 
and have substantial ramifica-
tions in late life, where basic 
state pensions are not enough 
to fully retire. Domestic workers 
for this study unanimously ac-
knowledged how existing pen-
sions were insufficient, and failed 
to cover their day-to-day activi-
ties. Young (2011) has suggested 
that in order to address some of 
these late life inequalities, mea-
sures must be taken to improve 
existing public pension schemes 
such as the Old Age Security 
and the Guaranteed Income 
Supplement; pensions which ol-
der women are most reliant on. 
Better compensation would ul-
timately alleviate the burdens of 
care that retired domestic wor-
kers experience in late life, and 
could offer better choices for 
those who are obligated to work 
under the table to ensure their 
survival.

The findings also have implica-
tions for service providers, who 
are in positions to offer and/or 
link retiring and retired domes-
tic workers to valuable state re-
sources. For instance, information 

sessions and workshops on reti-
rement planning could go a long 
way in helping older adults plan 
for their late lives. This is an im-
portant contribution given how 
some participants expressed ini-
tial shock when receiving their 
first Old Age Security cheque. 

Service providers must also un-
derstand the importance and 
role of the intergenerational fa-
mily. With the majority of parti-
cipants living with (or in close 
proximity to) their adult children 
and grandchildren, it is crucial 
that potential interventions (re-
gardless of whether they are indi-
vidual or group-oriented; clinical 
or educational) acknowledge the 
dynamics of support within the 
intergenerational family, and in-
cludes the participation of adult 
children.
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Ways to better 
appreciate the realities 
of LGBT seniors
Fondation Émergence

www.fondationemergence.org 

Fondation Émergence has a mission to 
counter homophobia and raise public 
awareness around the realities of lesbian, 
gay, bisexual and transgender (LGBT) 
individuals1. In 2004, the foundation began 
a process of reflection on the aging of LGBT 
people. Five years later, the organization 
implemented the program “Pour que vieillir 
soit gay” (Let’s make aging gay), aimed at 
raising awareness among service providers 
about the realities of LGBT elders. This 
article begins with a description of some of 
the life experiences and specific challenges 
faced by LGBT seniors. It then proposes 
concrete avenues for everyday action, as 
well as tools to ensure the well-being and 
inclusion of LGBT elders in society.

Vol. 4, N0 1 – automne 2013 – Pluriâges  41

Trans (trans person, trans identity, etc.): The noun, adjective and prefix “trans” refer to a wide range of 
identities that people may adopt, or that may be assigned to them, when their gender identity does not 
fully correspond with the sex they were assigned at birth. For example, a person who has been assigned 
a given sex might (from childhood or later) identify with the other sex or at least not fully identify with 
the sex s/he has been assigned. Trans identity can therefore refer to individuals who self-identify as 
transsexual or transgender and, in certain cases, to those who perceive themselves as not conforming 
to gender norms.
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LIFE EXPERIENCES OF 
LGBT ELDERS

Although LGBT individuals are 
now equal before the law in 
Quebec and Canada, LGBT el-
ders often had difficult life expe-
riences, marked by various forms 
of discrimination. An awareness 
of these experiences allows us to 
better understand some of their 
fears and realities. 

In the West, at the end of the 
nineteenth century, doctors 
began to take an interest in ho-
mosexuality. The nascent fields 
of psychology and psychoanaly-
sis considered homosexuality to 
be a pathology that had to be 
“cured” through conversion the-
rapy, electroshock therapy and 
lobotomy. 

A number of writings by experts 
were published in the late nine-
teenth and early twentieth cen-
tury attempting to explain this 
supposedly aberrant behaviour 
and to offer solutions. Today 
these works are still a reference 
for people who condemn ho-
mosexuality and who choose to 
ignore more recent scientific evi-
dence demonstrating that ho-
mosexuality is not a disease or 
pathology, but simply one sexual 
orientation among others.

It is important to remember that 
LGBT elders not only lived du-
ring a time when homosexuality 
was considered a disease by the 
health care and social services 

sector, but was also regarded as 
sinful and was treated as a crimi-
nal act punishable by law.

THE BIRTH OF THE LGBT 
RIGHTS MOVEMENT: 
THE STONEWALL RIOTS

Not until the end of the Second 
World War and particularly the 
late 1960s did gay and lesbian 
groups begin to form, not as 
closed social groups but as or-
ganizations fighting against dis-
crimination and promoting the 
decriminalization of homosexual 
practices.

In June 1969, weary of incessant 
police raids on gay bars, trans-
identified and gay men sponta-
neously demonstrated against a 
police raid on the Stonewall Inn 
bar in Greenwich Village, New 
York. Several riots ensued and 
the event was broadcast on te-
levision. The Stonewall riots 
were symbolic, because they 
represented the beginning of 
the fight for LGBT rights in the 
United States—a movement 
that would spread to all other 
Western countries. Every year 
gay pride parades, held in most 
major cities on or around June 
29, commemorate the Stonewall 
riots.

In Canada, LGBT individuals ob-
tained legal equality in 2005 as 
part of the legalization of same-
sex marriage. The next step was 
to raise awareness in order to 
promote greater acceptance of 

LGBT realities in various social 
spheres.

WHAT IS HOMOPHOBIA? 

Homophobia includes all nega-
tive attitudes that could lead 
to direct or indirect rejection or 
discrimination toward LGBT in-
dividuals or any person whose 
appearance or behaviour do 
not fit male or female stereo-
types2. Often insidious, ho-
mophobia manifests itself in a 
number of ways, ranging from 
mockery to physical violence to 
social exclusion. Many LGBT in-
dividuals have grown up in social 
and cultural milieus where homo-
sexuality was condemned. With 
no role models, some homo-
sexual people even internalized 
homophobic prejudices and so-
cial norms, leading to feelings of 
low self-esteem, self-hatred and 
guilt. Others, in contrast, direc-
ted these negative feelings to-
ward other homosexuals from 
whom they sought to distance 
themselves, thus becoming ho-
mophobic in turn.

THE CURRENT SITUA-
TION AND CHALLENGES 
OF LGBT ELDERS

Despite their emancipation, 
LGBT elders still face ongoing 
battles. Today they not only have 
to cope with the same aging-re-
lated challenges as other seniors, 
but their life experience, combi-
ned with other people’s igno-
rance about their realities  >
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and resulting homophobia, add 
a layer of complexity. A review 
of the literature and personal ac-
counts sheds light on specific as-
pects of their reality and several 
recurring themes. 

RESEARCH AND TRAI-
NING: THE INVISIBILITY 
OF LGBT ELDERS

LGBT elders feel they are beco-
ming increasingly invisible in the 
eyes of both society and their own 
community. In Australia, geronto-
logist and sociologist Jo Harrison 
has observed the lack of visibility 
of LGBT elders in research, in the 
training of personnel who work 
with this clientele, and in the 
policies concerning them3. She 
contends that this invisibility is 
the result of the heteronormati-
vity prevalent in all areas related 
to seniors in Australia. This invisi-
bility was noted in all of the stu-
dies reviewed—from Australia, 
the United States, Great Britain, 
Spain and Canada4.

DISTRUST OF THE 
HEALTH CARE SYSTEM

Not only do practitioners pro-
viding services to seniors show 

a lack of interest in LGBT reali-
ties; LGBT elders themselves of-
ten have a negative perception 
of the services provided. Those 
from the pre-Stonewall genera-
tion are distrustful of all types 
of institutions, given their expe-
riences of legal stigmatization 
(criminalization of homosexua-
lity), religious discrimination (ho-
mosexuality as a sin), medical 
discrimination (homosexuality as 
a mental illness) and social dis-
crimination (lack of recognition 
and exclusion of homosexuals). 
This distrust makes LGBT elders 
unwilling to disclose their sexual 
orientation and to seek help out-
side their circle of friends and lo-
ved ones, since they do not feel 
they are in a welcoming and safe 
environment. Their reluctance 
to seek help and services could 
have an impact on their physical 
health5.

HIGHER RATES OF ISO-
LATION AND SOLITUDE

Isolation and solitude can lead to 
episodes of depression or abuse 
of alcohol and drugs (prescrip-
tion or street drugs). Compared 
to heterosexual seniors, a higher 
proportion of LGBT seniors are 

isolated and live alone. A study 
carried out in 2006 in Lambeth, 
a London neighbourhood with 
a significant LGBT popula-
tion, showed that the propor-
tion of LGBT seniors living alone 
was two and a half times higher 
than that of heterosexual se-
niors in the same situation6.  
Equally worrying are the results 
of a survey conducted in New 
York showing that the propor-
tion of LGBT seniors living alone 
in that city was 80%, compared 
to 50% of heterosexual seniors. 
The same study noted that only 
25% of LGBT seniors had child-
ren, compared to 75% of hetero-
sexual seniors7.

IMPORTANCE OF THE 
CHOSEN FAMILY

The fact that LGBT elders have 
fewer children, are more of-
ten single and are sometimes 
not close to their family mem-
bers (brothers, sisters, nephews 
and nieces) reveals another as-
pect of their lives: the impor-
tance of friends in their social 
network. Friends are a substitute 
for the biological family and oc-
cupy a very important place in 
the life of LGBT seniors. A sur-
vey conducted in 2004 showed 
that among respondents wit-
hout a life partner, 59% stated 
that when in need of emotional 
support, they would call their 
friends, while only 9% would turn 
to their biological family8. The 
notion of the chosen family is a 
new concept that should be 

We sometimes hear the following statement: 
“We have no LGBT seniors in our clientele.” 
Yet, between now and 2018 in Quebec, an 
estimated 210,000 LGBT seniors will have 

reached the age of 65 and over.
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taken into account by those who 
work with seniors.

FEARS ABOUT  
RETIREMENT HOMES

In most of the studies reviewed, 
over 70% of LGBT elders would 
like there to be dedicated LGBT 
retirement homes (this percen-
tage is slightly higher among 
lesbians). According to a study 
conducted by Keogh et al.9, the 
desire to have exclusive retire-
ment homes is fuelled by LGBT 
seniors’ fear of not being able to 
share their life experience with 
other residents; fear of rejection 
by residents if they were to dis-
cover their sexual orientation; 
and fear of not receiving the 
same care from personnel and 
workers because of their sexual 
orientation or gender identity. 
These fears demonstrate the im-
portance of creating environ-
ments that are sensitive to the 
realities of LGBT individuals.

PRESUMPTION OF HE-
TEROSEXUALITY (SER-
VICES PROVIDED TO 
SENIORS)

We sometimes hear the fol-
lowing statement: “We have no 
LGBT seniors in our clientele.” 
Yet, between now and 2018 in 
Quebec, an estimated 210,000 
LGBT seniors will have reached 
the age of 65 and over10. In a 
study carried out by the Centre 
for Research on Families and 
Relationships11, the vast majority 

of respondents felt that pro-
fessionals and workers always 
assume that seniors are he-
terosexual. The respondents 
also noted that this presump-
tion of heterosexuality on the 
part of service providers could 
lead them to adopt heterosexist 
behaviours.

REDUCTION OF HOMO-
SEXUALITY TO SEXUAL 
PRACTICE

It is sometimes believed that 
with age, the disappearance of 
sexuality also signifies the disap-
pearance of homosexuality. First, 
it is important to remember that 
sexuality does not disappear with 
age: “Three-quarters of people 
aged 60 to 69 and approxima-
tely one-quarter of those aged 
70 and over are still sexually ac-
tive.”12 Second, even in the ab-
sence of sexuality, and with a 
policy in place stating that “what 
goes on in people’s bedrooms is 
their private business,” it is im-
portant not to reduce sexual 
orientation to its sexual expres-
sion alone. 

Being gay or lesbian encom-
passes much more than having 
sexual relations with a partner of 
the same sex. In the absence of 
sexuality, the social and emotio-
nal dimension must be taken into 
account. Just like heterosexual 
couples, same-sex couples build 
their relationships around fee-
lings of love and affection. Same-
sex couples, consisting of two 

men or two women, experience 
the same joys and challenges 
as heterosexual couples. They 
have their own life experience 
and want to be understood and 
recognized.

EVERYDAY ACTIONS

In light of these recurring themes, 
it is important to recognize that 
sexual orientation and gender 
identity are specific identity mar-
kers just like age, sex, language 
and religion. Here are a few eve-
ryday actions that will make a dif-
ference to LGBT seniors: 

►► Show signs of openness to-
ward LGBT seniors so they 
can feel more comfor-
table about disclosing their 
sexual orientation or gender 
identity;

►► Refrain from making assump-
tions about a person’s sexual 
orientation by using neutral 
terms such as “life partner” 
rather than “spouse”;

►► Respect an older person’s 
choice to disclose or not dis-
close his or her homosexual 
orientation or trans identity;

►► Be aware of the importance 
of chosen families for LGBT 
seniors;

►► If workers or other residents 
display homophobic beha-
viour toward LGBT seniors, 
assist the latter in taking 
action.  >
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TOOLS TO GO FURTHER

Fondation Émergence has com-
piled information and awareness 
material in a toolkit designed 
to promote discussion and help 
people better understand the 
realities of LGBT seniors. This 
toolkit includes:

►► A “proper treatment char-
ter” to be posted in faci-
lities frequented by LGBT 
seniors. This shows that the 
establishment adheres to the 
eleven principles of the char-
ter in order to create a non-
homophobic environment13; 

►► Video clips of practitioners 
working with seniors;

►► A workshop animation 
guide;

►► Information sheets on LGBT 
realties;

►► A filmography;

►► A review of studies on LGBT 
seniors;

►► Promotional material.

All of these tools are available 
on the Fondation Émergence 
website: 
www.fondationemergence.org.  

It is also possible to order 
print copies of certain to-
ols by sending an email to:  
courrier@fondationemergence.org

The toolkit is promoted in all of 
Quebec’s administrative regions. 
It includes lectures, workshops 
and information booths that 
you may reserve by writing to:  
courrier@fondationemergence.org
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registration online      www.creges.ca•
A day of talk and reflection  

for everyone!

conferences • workshops

Friday, May 8, 2015
Montreal

f r o m  l o s s  t o  r e b u i l D i n g : 
seniors anD the grieving process

Équipe VIES

S y m p o s i u m
conferences • workshops


