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The Lost Generation

By Nancy Breitenbach’

In every country where people
with developmental and psychiatric
disabilities are enjoying a longer
lifespan, this new phenomenon is
generating a number of con-
sequences:

- acertain perplexity among pro-
fessonalswith regard to the aging
processitself, since service provid-
ersworking with peoplewho are
disabled have had little experience
with older adults;

- aprogressive redization that
services designed for younger peo-
ple may not be adequate or appro-
priate for older individuals;

- agrowing concern with the
type and quality of services offered
to dderly citizens in general,
brought to light especially when
integration into services for the
aged is suggested for older people
with mental or physical disabilities.

These issues are essentially re-
lated to the field of organized ser-
vices. Greater longevity of people
with developmental disahility has
also otlighted other situations, in
particular that of elderly caregivers
(primarily mothers) who, after pro-
viding care for up to twice the nor-
mal childraising cycle, continue to
provideit on a daily basis. Women
who are great-grandmothers are
still responsible for "children” they
brought into the world shortly after
World War 1I. Moreover, they ex-
pect to carry on until they drop.

Planning for the future of these
caregivers as well asthat of their
offgoring isa growing concern in a
number of countries, wherethe
needs expressed may be influenced

by cultural factors. But these varia-
tions are secondary to some univer-
sd issues. Despite the fact that of-
ten they have ensured their child's
survival singlehandedly (perhaps
because they have assumed this
task singlehandedly), elderly care-
givers and the middle-aged adults
with developmental disability who
have remained with them at home,
have been largely forgotten. Only
recently have we begun to redis-
cove what the lives of those who
belong to this "Lost Generation”
arelike.

Early awareness of the problem
goes back to the 80's, when several
American articles on elderly care-
givers were published and the film
"Best Boy" won an Oscar. In Eu-
rope, | first described in 1989 the
inextricable psychological dilem-
mas of parentswho, after providing
years of affection and home care to
an adult with a developmental dis-
ability, find themsdves faced with
the prospect of residential place-
ment. Jacques Rio, in his longterm
study of the parallel aging process
in employees of a sheltered work-
shop employeesand their parents,
also referred to deepset parental
resigance, suggesing that some
elderly caregivers were compromis-
ing their offspring's future by not
accepting residentia placement
when offered.

Sincethen, other studies have
come out and a French video tape
on the subject has been produced.

An urgent concern

This growing interes is becom-
ing an urgent concern because the

Lost Generation is fast running out
of time. Each year makes it harder
and harder for elderly parents to
cope. Each year probably makes it
harder and harder for their adult
offgring to find appropriae ser-
vices or adapt to anew lifestyle.
The everpresent specter of an aged
caregiver's sudden disappearance
makes it necessary to plan now for
the imminent future. And yet, if
and when gpproached with offers
of support, these families express
ambivalent if not negati ve attitudes
towards what social services have
to offer.

From observing behaviors to
understanding them

The challengesfaced by elderly
caregiversand their coping
drategies can vary cond derably.
There appear to be anumber of
basi ¢ human responses which crop
up consistently, regardless of the
country or the culture where
researchers have sought to make
contact with the Lost Generation.
Diane Sernedss, for instance, has
described different levels of
parental behavior interms of active
and passve response: those who
overtly seek solutions; those who
think about the future but can't bear
to talk about it though this may be
necessary for their plans to
materialize; and those who totally
avoid theissue.

Such responses are important to
recognize. However we must dig a
bit deeper, if we want to help
caregivers take concrete action, if
we hope to defuse unconstructive
reactions. Practitioners need to
concern themselves not only with
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how elderly caregivers act, but with
the motivations behind their
actions. Palicy-makers need more
than figures on how many families
avoid future planning. In order to
implement effective palicies, they
need to know what has caused, and
continuesto cause, the particular
attitudes adopted by the members
of the L ost Generation.

Why have these families gone
underground? Why do elderly
caregiversfind it so difficult to let
go before the situation degenerates?
What preventsthem from ensuring
against crisis placement by
designing alternativesin atimely
manner?

To find out, we need to go back in
time.

The visible tip and the rest of
an iceberg

Until recently, the caregiver
problem which caught the attention
of social services and advocacy
associations, has been that of
unmet demands for children and
young adultswith disahilities as
expressed by their parents. These
militants tend to be educated
people who know how support
systems work and have insisted on
accessing avail able services or
getting new ones created.

In response to their repeated
requests, public agencies have
tended to increase the number and
size of standardized services,
aimed a those who aready know
the ropes.?

In contrast most elderly

2 For example, every year in
France brings new and glossier sheltered
workshops and group homes, including a
small but growing number of special
retirement homes for older people with
developmental and chronic psychiatric
disabilities. But few have been able to
obtain this type of placement. Those who
gained admission 10-20 years earlier age
in place, rather than give up their place to
someone else. M oreover, access to
specialized retirement homesis generally
offered to individualswho have been
clients of the service network for a number
of years and whose new needs, due to age,
require adapted services.

caregivers, whose career in
disability began beforethe
advocacy movement gat of f the
ground, have rarely benefited from
it. They have nat kept up with the
System asit has evdlved over the
pas 30 years. They may lack the
education necessary to
understanding how it works, or the
confidence needed to knock on the
door. Thus those who did not gain
early entry into the network, or
who have remai ned on the fringes,
have cond derable troubl e getting
in at the end of their lifetime. They
and their offspring have never been
a theright place at theright time.

Thissituation of "haves' and
"have nats' hasfinally reved ed the
numerous and acute problems
confronting older caregiverswho,
throughout their lifetimes, have
been on the outside of the service
network, looking in, and who tend
to remain there. Those who have
asked but never received, may have
had no choice in the matter. But
others appear to hold back,
deliberately remaining silent. So
the problem isnot simply one of
short supply. It's also a question of
non-demand.

Ambivalent attitudes

Apparently a significant number
of elderly caregivers are unaware of
contemporary support
opportunities. But their attitudes
towards services are just as
important in determining their
behavior, for example those who do
not fed right about requesting
services, those who do not want
them, and those who can't quite
make up their minds.

Elderly caregivers may have
very mixed feelings about their
future and that of their adult child.
A number of older parents
formulate frank requests for
services and then back off at the
last minute. Others hedge their
bets, calculating how long their
strength will hold out, assuming
that they can send ther dependant
child to agood residential service
at any time. Some elderly

caregivers push their ambivalence
to great lengths, for instance
parents who have pioneered the
creation of advocacy associations
and residential homes for other
peoples children, but have insisted
on keeping their own adult son or
daughter at home.

Ambivalent attitudes are
tesimony to caregivers internal
conflicts, conscious and
unconscious, about what could or
should be done for their offspring,
and what is nevertheless best for
themselves. Separation is not
necessarily their ideal.

Familiar environments,
intertwined relationships and
interdependence

When given the choice, most
older caregivers prefer in fact to
keep the disabled adult within the
family environment. Diane
Serneels' work showsthat passive
responses were present in 50% of
the families interviewed, despite
thefact that age and frailty were
gaining on them all. Thismay say
something about their perception of
service provison and their ability
to plan ahead. But it also saysa
great deal about the strength of
family ties.

The lifetimes which elderly
caregiversand their dependant
children spend together may mean
that they have become locked into
set relationships, leaving little
room for growth or exterior
investment for any of the parties
involved. Despite their redtrictive
aspects, these st relationships
provide security.

Familieswho have survived the
birth and infancy of an individual
with a developmental disability,
and developed the strategies for
living which have allowed them to
function without abreak for years
and years, have a so deve oped the
art of sdf-maintenance They don't
let each other go that eadly.
However cramped it may be, any
nes occupied for an entire
generation or more ishard to leave.




Moreover, the relaionship may
have evolved in such away that
letting go becomes extremely
complicated.

Just as the shape of the nudear
family (father, mather, children)
has evolved in many countries,
families which have consolidated
around an individual with
devel opmental disability, have
probably modified the standard
configuration. The classical
scheme of adultswho provide and
dependants who receve, has
gradually grown into something
elsewhich is not always easy to
define. For a number of years the
person with a disability leaned on
the caregiver who was able. In
generd this continues to bethe
case. But with time, the balance
between strengths and weak nesses
in each member of the family is
likely to have shifted. At some
point in time, the grown son or
daughter has become morethan a
child.

Whether or not they head
single-parent families, mothers
remain the primary caregivers.
Their longterm relationship with
the disabled adult sitting at the
kitchen table may have turned into
something resembling that of an
old couple: two people who rely on
each other for company, each
providing someone to talk to,
someone with whom meal s and
activities can be shared on a
regular basis. They are "odd
couples', experiencing together the
aging process (old age on the one
hand, middle age on the other).
Such dyads are particularly visible
when a widowed mother finds
herself alone with her middl e-aged
son. What woman wants to be
widowed a second time?

Some elderly parents identities
arestill tied up in the satisfying
réle of nurturer, but increasing age
can bring about réle confusion.
Frail parents may find themselves
physcally less capable than their
"dependant”, in which casethe
family hierarchy becomesblurred.
Rdlereversal may occur if the

dependent individual turns out to
be the breadwinner®, especially if
he/she knows it.

Some isolated caregivers may
even require ther offgring's
presence in order to keep going.
Having the person there everyday
provides areason for living,
emational support, sodal
interaction, even indispensable
household assistance if the adult
child helps with arduous tasks or
shopping. It is even suspected that
in some cases ye to be numbered,
the "dependent” person becomes a
caregiver in his’her own right,
providing personal caretoan
ederly parent who cannot function
alone dther.

In another scheme, intense
personal attachment, concentrated
ononly afew individuals over
many years, may generate
relationships reminiscent of the
life-threatening ties joining
Siamese twins.

To sum up, complex family
relationships can result in a more
or less advanced state of mutual
dependence. Outsiders may judge
these situations as being less than
ided . But no matter how
problemati ¢ or tenuous these
strategies for living may appear to
others, they have proven to be
functional within the given family

ecology.

Each party involved, parent and
child, has something important to
loseif the tight-knit structure is

3 It is important to remember
that the Lost Generation is largely
comprised of retirees, whose set income
may have lost ground because of inflation.
Widows who never pursued careers
beyond that of wife and mother, may be
living at the subsistence level since their
allotments are based on what their
husband earned decades earlier (a
significant proportion of the people living
under the poverty line are elderly women).
In such cases, the disabled person's
contribution is essential to the overall
budget. Thusthe caregiver becomes
financially dependant on the person cared
for, and he/she may plunge into astate of
destitution if ever this income disappears.

threatened. The sudden disappear-
ance of onemember or the other,
dueto death or bruta decisions
made by third parties, can bea
devastating experience. Awkward
or aggressive attemptsto pull apart
theintricate ties may make the
knots draw even tighter. If the
family unit is dliced open like a
Gordian knot, only shredsremain.

The challenge, then, isto
discover where thetieslie, to
recognize exactly what they hold
together, and to find out how to
ease the way open.

Fundamental distrust due to
past experience

Another level of reticence, best
defined as cultural and historical,
can add to elderly caregivers
apprehensions.

The Lost Generation is a cultural
group in itself. It isrepresented
not only by elderly caregivers
tucked away in rural areas and
working class neighborhoods, but
also by caregiversliving in homes
where people sit on Louis XIV
chairs. What characterizesthis
group, beyond their age-group and
the presence of a disabled person in
the home, are memoriesof a
certain eraand a particular set of
references.

Most dderly caregiversare not
in touch with contemporary
channels of information concerning
disability. They actively resst the
idea of placement because of a
fundamental distrus of social
services, having ass milated and
retained the predominant ideas of
their culture and/or generation,
when:

- the presence of a child with
mental retardation probably meant
a stain on the family, someone to
be kept out of the public eye;

- religious affiliation may have
meant secific attitudestowardsthe
disabled child, who represented an
Innocent Lamb to be cherished or a
Crossto bear;




- living conditions in special
institutions of 50 or 60 years ago
were rather poor, meaning that less
than perfect children were better
off (if not morelikely to survive) if
discreetly guarded at home. Parents
who lived through the Nazi era
learned particularly well not to
trust loved ones to social services.

- parents may have paid dearly
for contacts with social servicesin
the early years of spedial education,
when professonals' attachment to
certain theories made them quick
to denigrate or dismiss

- or caregivers may have tried to
obtain services and been told too
often that their child was still on
thewaiting list (the ultimateirony
comeswhen they are told after 20
years of reguesting services that
their adult child has become too
old to adjust to a new lifestyle).

L ongterm discouragement and
scepticism have st in;

- and in any case, expectations
for the disabled person'slifespan
were short when the child was
growing up so planning for the
future has probably always
appeared absurd.

The Lost Generation has also
probably retained value systems
which are out of sync with modern
times, not to speak of contemporary
bureaucratic techniques. Unlike the
"Me Generation" of the 80's which
looks out for Number 1, unlikethe
baby-boom generation whose
vision of the world is determined
by their experience of the
prosperous 1960s-1970s, this
generation lived through the Great
Depression and several world
conflicts.

Having grown up themselves
and raised their children during an
age when the values of family,
devotion, self-reliance and frugality
were considered supremely valid,
their paositive self-image may
continue to require respect for
these same values. Inviting elderly
caregivers to surrender their
offspring to strangers who "know

better" and to accept public
"charity", can mean asking them to
abandon their values as worthless
and to consider their years of
commitment and self-sacrifice as
wadged effort.

Thefact that professonalsare
not aware of demanding that
elderly caregiversgive up the
ideal swhich have given meaning
to their entirelives, the fact that
attitudes with regard to disahility
and the quality of services have
generaly improved, does not
reduce older carers deepest
convictions. The historical attitudes
and impressi ons they absorbed
40-50 years earlier ill carry
enormous weight. The past
experienced by the Lost Generation
continues to determine the present.

Conclusion

When considering the
challenges confronting elderly
caregivers, we should remember
that we have challenges of our own
to meet. We need to:

1) Learn to recognize and deal with
the characteristi c responses of older
caregivers, when sgnificant
changesin lifestyle are proposed:

- those who actively seek or
await solutions saying, "What
took you so long?"

- those who plead, "Not just yet."

- and those, unconvinced that
what we haveto offer is any
better than what they already
have, who answer, "Not on your
life."

2) Learnto think in terms of
human ecosystems rather than
individuals, and to acknowledge
the needs of al those who have
managed to function together for so
long.

3) Conceive of and provide
responses which meet these various
needs: flexible services which
structure positive transitions, but
also approach techniques which

take into account the fact that
whether caregiver or recipient of
care, older persons find it
difficult adapting to new,
unfamiliar situations.

In other words, when
reaching out to the Lost
Generation, we need to care as
much for the elderly caregivers
fedingsand well-being, aswe
care for the older adultswith a
developmental disahility.
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