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Caring for dementia 
Helen Herrman 

R eliance on family carers has 
increased over the last 30 
years in most communities in 

the Western world. Hospitals and 
institutions have become smaller 
and more health care is given in 
outpatient and community settings. 
This is generally aimed at improving 
the quality of life of disabled people. 
At the same time, in many areas of 
the world the numbers of disabled 
persons, particularly the elderly, 
continue to grow. Most carers are 
women, who now have greater 
opportunities for working outside 
the home than before. 

Many people in the community 
are carers in one way or another. 
Parents care for their children, 
children for their aging parents, and 
spouses and other family members 
for each other. Some cultural groups 
see "normal" caring of this sort as 
extending further than others. This 
in itself will shape a person's 
response to the experience of giving 
care to a disabled relative. In 
addition, the response will be 
affected by factors personal to the 
carer and the recipient, by the social 
and physical setting, by the nature of 
the disability, and by each 
government's social policies and 
available services. 

Family carers are important 
sources of help and support in a 
variety of conditions, including 
dementia, frailty in the elderly, 
schizophrenia, and intellectual 
disability. The care of elderly, 
demented relatives is one of the 
most common and demanding of 
these situations. Yet the experience 
of a daughter who has young 
children of her own caring for a 
mother with dementia is likely to be 
very different from that of a husband 
or wife caring for his or her spouse. 
Curiously little is known about the 

The core of elderly, demented 
relatives is one of the most 
demanding of situations for 
families. Yet the services 
available for such corers - if 
available at all- are 
frequently poorly coordinated 
with each other and with the 
health and social services. 

nature or hardship of the task. Most 
research work is focused on families 
in contact with specialist services or 
support organizations, and we know 
that many carers do not know about 
or seek help. 

Carers have generally received 
little recognition from governments 
or clinicians, but their well-being is 
now becoming a focus of preventive 
medicine, health promotion and 
investigation. They often experience 
hardship and may themselves suffer 
from anxiety and depression. We 
have very little idea how many 
people in our community are 
affected in this way, and little 
understanding of the range of carers' 
responses or service needs. 

Relentless demands 

In recent focused discussions with 
members of support organizations in 
Melbourne, Australia, family carers 
of people with dementia emphasized 
that a great deal of stress is 
associated with the caring role. The 
demands are constant and relentless, 
both in terms of practical assistance 
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Social seNices con provide a respite for family 
corers and additional support for the patients. 

and emotional strain and worry, and 
the daily tasks require a great deal of 
time. One man caring for his wife 
commented that " if you're feeding 
them three meals a day, and you're 
standing there for two hours every 
meal, it's too long; you start getting 
very uptight yourself'. There can be 
a dilemma about how much 
assistance to provide. "I don ' t know 
whether I should be doing it or 
letting him (my husband) do it for 
himself, but I generally take the 
easiest way out" , said one wife. 
"Sometimes he can dress himself 
and sometimes he can't, and I just 
automatically do it now because 
that's the easiest way". The 
constancy in providing physical care 
and "watching them 24 hours a day" 
is, in turn, a continual emotional 
demand on the carer. Even those 
who give less practical assistance 
may have constant strain and worry 
about their relative's well-being and 
future, and their own ability to 
handle the demands. 
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Caregiving can itself be stressful, but it may also be satisFying and rewarding . 

Another great concern for carers 
is their relative's decline, and the 
change in their relationship. A wife 
talked about the pain of watching 
her husband lose his abilities: "it's 
terrible, it ' s soul destroying, it 's just 
dreadful ; watching someone that 
you love go downhill". Often 
communication is difficult due 
to forgetfulness, confusion, lack of 
concentration and even lack of 
recognition. "Continual questions" 
and "repeated stories" cause distress 
for many. Several carers expressed 
concern for their relative's safety 
through wandering, and others 
talked of having to deal with his or 
her difficult behaviour, such as 
refusal to shower or to eat, or 
sarcasm, quarrelling or aggression . 

Many confessed to feelings of 
resentment towards the relative, 
associated with the restrictions and 
losses that the caring role brings; 
and an overriding sense of guilt 
about that resentment as well as 
about providing inadequate care. 
This guilt can be particularly 
apparent when it comes to seeking 
respite or other supports. 

Occasionally the carers emphasize 
the satisfactions, such as "being able 
to postpone the nursing-home care", 
or the joys of caring. "I've loved 
looking after him; it's been no chore 
to me and never will be". Even 
though his wife had been unable to 
speak for about two years , one 
husband noted that "sometimes we 
have lovely times together" . 

Carers may gain strength through 
social supports, and through 
maintaining a positive attitude. 
Many try to cope by denying the 
strain; in so doing they may be less 
likely to turn to any formal support 
services. While many are supported 
by family or friends, there was a 
general feeling of social isolation 
and of not being supported or 
understood by others, both within 
and outside the fam ily. Carers often 
experience conflicts about their 
responsibilities towards other family 
members and other roles. 
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Access to services 

Carers vary greatly in their use of 
and attitude to formal services. 
While some use day care, others 
have no respite, either because no 
service is available to them, or they 
are unsure how to gain access to 
services, or they feel that they have 
no need for the help. Many carers 
talked about the difficulties in 
asking for help - sometimes through 
pride, and sometimes through lack 
of acknowledgement of their needs 
and limitations. 

The types of service available to 
carers vary widely, and those 
available are frequently poorly 
coordinated with one another and 
with the general health and social 
services. The situation in Melbourne 
in this regard and in the experience 
of carers is probably similar to that 
in other communities. One of the 
most important considerations for 
policy-makers may be the 
interactions of family carers with the 
health professionals. Doctors and 
other practitioners ought to become 
more aware of the needs of these 
people and more knowledgeable 
about the available services 
including referrals. More 
opportunities for carers to have 
respite, to have counselling, and to 
have nursing home or hostel 
accommodation available when 
needed would give considerable 
relief. 

The important question is how 
best to enable and encourage fami ly 
members to care for their demented 
relatives without unreasonable costs 
to themselves. And that forms part 
of the wider issue of how we are to 
organize and provide care for 
persons with dementia or other 
disabilities. • 
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