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Summary

Women in our society are assigned the responsibility of care provision to the

dependent and the disabled. Mothers in particular are expected to provide care to farnily

members who are unable to care for themselves. This study looks at the caregiving

responsibilities of mothers who care for dependent adult children who suffer from

schizophrenia.

A qualitative study which uses the phenomenological rnethod was undertaken

with women who were members of a self-help group as the subjects of study. The

worlen discussed their caregiving experiences over the span of their child's illness. The

wolnen used their earliest mothering experiences as their reference and learned to adapt

their caretaking behaviors to fit the special needs of their ill, adult child.

The story of the illness is reported through the eyes of these mothers, who have

felt responsible for ensuring that their ill child was cared t-or. The wornen described the

stages that they went through to get to the point of accepting their child's disability and

shared some of their coping strategies. They are also aware of how a severe and

persistent mental illness which afflicts one member can affect all farnily members.

The women in this study are all members of a selËhelp group and express the

belief that this structure helps them to cope better and allows them the opportunity to

help other farnily members who are contending with the devastation of schizophrenia.
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1.0 INTRODUCTION

1.1 Rationale

This thesis consists of a qualitative study which looks at the caregiving work done

by mothers of persons with a serious, long term rnental illness, schizophrenia. It explores

the nature of the caregiving that these wolnen perform, and discusses their reactions to

this role. A feminist perspective informs my research.

My work experience has been in the "paid" caring field in both facility based and

community based programs. The resourcing of community programs has historically been

inadequate to meet the needs of persons with serious mental disorders. It is a concern to

me that those persons with a serious mental illness rnay be neglected or be foisted onto

their farnilies as a private burden.

My area of interest is the provision of care and support to persons with severe and

persistent mental illness. I arn specifically interested in exploring the caring work done by

the mothers of persons with a diagnosis of schizophrenia. I chose to focus on

schizophrenia because it is the most frequently made psychiatric diagnosis with the

largest number of persistently ill fitting into this category. The age of onset of

schizophrenia tends to be late adolescence or early adulthood. Persons diagnosed are

often bright and prornising, thus the magnitude of shock to farnilies is great.

Families are finding their voice as a consequence of participation in mutual aid

groups such as the Schizophrenia Society and the Alliance for the Mentally lll. Fatrilies
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are now identifuing what they need ..."better residential options; to be involved in

treatment decisions; mental illness information; understanding of medications; concrete

suggestions on behavior management; interaction with people with similar experiences;

understanding and support; help during crisis and in the long-term in the form of respite;

financial assistance and future planning" (Reisser and schorske, 1994,p.14)

This is a time of change, when the persons afÍlicted and affected by mental illness

are recognizingthat they ought to have a say in how services are developed and delivered.

As a long term service provider who has always felt reluctant to be the "expert", this

partnership feels much better and appears to offer a geatdeal of prornise. I hoped that by

talking to mothers of persons with severe and persistent mental illness I would be better

able to understand their reality and provide better service.

Most often when persons with a serious and persistent illness like schizophrenia

are discharged frorn the institution, they return to their parental home. It is the female in

the home who generally assurnes the responsibility for care. She has been socialized to

believe that it is her job, and the state has been willing to exploit her belief. As a long-

time professional in the mental health field, I have already felt castigated by the literature

reviews I have done in this area in anticipation of rny research endeavor. I have seen

rnyself as the so-called expert who was cavalier in the extrerne to the dilemma of the

caregiving mother who sought out my help to make an unbearable situation more

manageable. The resources that I had atmy disposal to assist her were limited but rather

than stopping to appreciate the systemic nature of the problem I tended to blame the

mother.

There were times that I thought she was being too intrusìve, too demanding.

When she called to request an intervention which might include removal from the home,
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the only option that was available in the area where I practiced was to either admit to the

psychiatric hospital (on a compulsory basis if the client refused) or to have the police

called (to use the law to stop or control sick behavior). When neither option was palatable

the only remaining choice was for the mother to continue to provide care, potentially at

sorne risk to herself or the identifîed patient.

The service I provided was neither negligent nor callous as it may sound now; it
was the product of the ideology that pervaded the field during this particular period (early

80's). There was a belief in the community rnental health field that anything was better

than hospitalization and that the only tirne it ought to be considered was when the person

posed a serious threat to themselves or others.

The kinds of hospitals that persons were sent to were not a good alternative. They

were overcrowded "huûtan warehouses" which did not allow for interaction with farnily

or friend. The hospital becarne the center of the person's life and once the cycle of
hospitalization started, it was hard to stop. The chance fot a "nomal life" was greatly

diminished. The primary identity that the individual had was "mental patient" and they

wore that stigrnatizing label.

Schizophrenia is a complex illness to treat and can be very difficult for both the

sufferer and their family to live with. The theories of etiology have often maligned the

family and consequently interventions may not have been very hetpful. There has been a

growing recognition by persons with the illness and their families that if they work

together to demand better treatment, information and resources their concerns will be

heard. This concern for mutual aid led to the fonnation of selÊhelp goups which are now

starting to have an impact on the legislators and program planners who are recognizing the

benefits of this approach.
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I wondered if the agendas addressed by the self-help movements such as the

Schizophrenia Society allowed for women's concerns to be heard yet. That was the

question that motivated this research. I speculated that many of the women joined a selÊ

help group because they were preffy tired of going it alone and knew they needed the

fellowship and understanding that a gïoup such as this could offer. Women who have

been sociahzedto believe that farnily woes such as mental illness are their responsibility

may not expect that they have a right to anything more than some help in "doing their

job". The group's agenda is to educate and inform about schizophrenia and thus I

expected that this particular group might not be the context which seryes to liberate

women frorn their caregiving role.

1.2 Theoretical framework

Through the literature reviewed in the thesis, I set out the perspectives and

positions which underpin the study. A ferninist orientation to caregiving, challenges the

notion that caring for family members'well-being is solely women's responsibility. The

main themes are:

o family care most often means care by a woman.

6 women's caring is the result of socialization (mothering is reproduced over the

generations).

o \ /omen are identified as careproviders for ill farnily members, certainly this is the case

when serious mental illness is the problem.
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schizophrenia is both an illness and a process which includes cornmon fonns of
intervention--farnily therapy, institutionalization, community I famly-based care,

psychotherapy and mutual aid.

1.3 Research questions and rrethodology

Mothers who are often the prirnary caregivers of their mentally ill adult children

are the focus of the research. This is a qualitative study in which the participants are

members of the self-help group Schizophrenia Society Inc.. The purpose of this study is

threefold.

The first is to determine what kind of care mothers provide. What are the

emotional, physical and instrumental tasks? How much of their time is taken up with

caregiving? Has it increased or diminished over the years and how do mothers account for

the variation? What sacrifices have they had to make; what has been the impact on them

and other family tnembers, including the ill person? Related to this question is the issue

ofcaregiver burden.

The second purpose is to determine whether mothers experience their caring as

burden and, if so, which aspects they fînd most troublesome and why. Are there certain

times in their lives that caregiving is experienced as a burden--what are the women's

explanations for this? Are there any rewards and, is so, what are they?

A third purpose is to explore what service and support needs they have; who helps

and how? Are they friends, family, neighbors, professionals, self-help group, andlor
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church? What has or hasn't helped in the past? How have their needs changed? If so, are

they different than they were? Do the mothers anticipate that they will be different in the

future?

This study is intended to recognize and delineate what mothers do in relation to

caregiving and to search for possible explanations why. Do they have a choice or is the

caregiving an expectation to which they cannot say "no"? The research explores women,s

caregiving through the use of qualitative methods, specifically a phenomenological

approach. The women's description of their experience provided the text from which the

analysis was extracted.

1.4 Contributions of the research

The main contribution of this particular research is that it gives voice to women

careproviders who have not been adequately heard. It also validates the women's

experience as both a mother and as a careprovider. The recognition of the contribution

made by women who care for mentally ill adults as a private responsibility has not been

acknowledged in the mental health literature. This study has the potential to inform

practice, services and policies on mental health care.
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1.5 Limitations of the research

This study is a small one, and it is focused on a specific category of women

caregivers. It does not represent a wide variety of women or a wide variety of
experiences. It considers the women's experience of providingcarefrom a historical

perspective; and it is possible that their recollections may be clouded by time or have been

influenced by the research process. There was no effort made to quantify the women's

experience of caregiving and neither was there any substantial effort made to contrast

between participants. The researcher tried to let the women's stories speak for themselves,

but perhaps the capacity of the researcher to interpret was colored by extensive experience

in the field.

1.6 Organization of thesis

It is this writer's intention to describe the ideological framework that guided this

study in the early sections of the report. Following will be a description of the specific

illness which affects the family member and a historical overview of the beliefs about the

origins of the illness and its treatments. The limitations of the fonnal systems response

gave rise to a mutual aid response on the part of those most immediately affected by the

illness and an examination of the available literature on this topic is included.

The methodology is described and the rationale for choosing qualitative research

methods, and in particular, phenomenology, is explained. The participants and their
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situations are introduced and the process of data collection and analysis explained

considering the issues necessary for scientifîc enquiry.

The findings are reported in the stages that the participants identified, generally,

chronological but with an emphasis on the mother's response to her child's need. It was

this capacity to respond and react that defined their mothering role. It started with the

birth of the child and continued when their child fîrst became ill and then later when the

condition became chronic. The participants have each resolved for themselves a way to

make their circumstances liveable. They describe how they did that and how the process

affected them and their significant relationships, including the one with their ill child.

The next section of the report focuses on how the participants came to resolve

their dilemma. It includes a description of personal reactions, and also focuses on the

wornen's signifi cant relationships.

ln the concluding section the issues that the participants identified will be

considered using the theoretical framework discussed earlier. This section considers the

limitations as well as future directions for social work practice, policy, research and

education that arose out of this study.



II. TITEORETICAL FRAMEWORK

This section of the report will focus on the literature that was reviewed to frame

my understanding of the subject that I have chosen to research. There are several different

bodies of literature that were examined to inform this study. The first was the literature

on the subject of schizophrenia, acomplex mental illness that has no confirmed cause and

no known cure. An overview of what the disease process usually entails and the more

common symptoms expressed will provide the reader with enough background to

appreciate what is being discussed in this report. My interest was in the area of care, so

the literature on schizophrenia was used to examine the evolution of care practices.

Treatment or care practices were informed by the theories of causation that were

subscribed to in different time periods.

Ideas of what causes the illness inform treatment decisions, influence the

formation of social policy and determine how resources will be allocated. Recently, the

locus of care for persons with severe and persistent mental illness has moved out of the

realm of public institutions. Persons with long term mental health problems are now

being cared for in the community, rnost often with significant input frorn the family. The

formal sector that is meant to provide services and resources for the ¡rentally ill does so in

an inadequate manner according to these family caregivers. The tension between the

formal care network and the family is perhaps driven by the theories of causation being

linked to families but there is another reality that was considered in this study. The

private realm of the family has been the assigned responsibility of women and their

unpaid caregiving has not been considered as economically productive work. Social
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policy is not formulated in a vacuum, but is a reflection of the political and ideological

framework of society. Feminist theorists offer explanations of how and why this private

responsibility is assigned to women and why it is not valued as work.

The family members that require care ale the young, the elderly, the infirm; those

persons who are unable to look after themselves. It is typically the women in families that

provide this care. If the social organization of the society does not develop the capacity to

care for these persons then the farnily is the safety net of last resort. If they do not do it
then the vulnerable individual is left to manage on their own. The role of woman as

family caregiver is examined, including not only what she does but also why she does it.

A feminist analysis of the family care work done by women also explains how this

function is maintained. In The Reproduction of Mothering (lg7g),Nancy Chodorow

offers an explanation; women's exclusive role in rnothering perpetuates the gendered

division of labor. Chodorow's theory on mothering was most germane to this study

because the participants were all mothers who maintained prirnary caregiving

responsibility.

2.0 FAMILY CARE IS WOMEN'S CARE

Women have the responsibility of caring for their families. This work ensures that

all farnily members receive the care that they require in order to sustain life; to have their

physical needs as well as their emotional needs met. Caring is mental, emotional and

physical work which involves looking after, responding to and supporting others (Graharn,

1983; Baines, Evans and Neystnith, 1991). "Caring is a concept encompassing that range
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of human experiences which have to do with feeling concem for and taking charge of the

well being of others in a person-to-person setting" (waerness, l9g4;p. 69).

Caring is the role characteristically given to women which distinguishes them from

rnen. The caringthat women exchange with other healthy family members is not the

focus of this discussion, but it cannot be separated because it is the role the women in our

social context perfonn. Because women "care about" their farnilies they are expected to

"care for" them. Women's caring becomes translated into caregiving and the terms are

seen to be interchangeable.

There is a view that women have a natural predilection and desire to nurture and

care for others; whether this is based on fact or fantasy is not a consideration. The fact of
the matter is that people learn to care through practical experience (Tronto, I¡ST).

women are assigned this task and expected to perform it, or atthe very least, be

responsible for seeing that it gets done. The caregiving that \¡/omen provide for their

dependent family members, the children, the ill, the disabled, and the elderly, is caring

work that they are assigned as part of their social role. It does not seem to be possible for

women to care without having to express this emotion by perfonning tasks, that is the

emotions are expressed in behavioral tenns. I do not for a moment suggest that women

experience no pleasure or enjoyment from performing this role. There is love, personal

rewards and positive aspects to this work. Women have been assigned the role of nurturer

and will experience a sense of satisfaction because they are fulfilling their social

obligation.

Guberman (1990) acknowledges the family as a legitimate place for the expression

of emotional needs because it offers the security of what is familiar and takes place within

the context of recognized kin relationships. She also sees the emerging family ideology as
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one which promotes the family as the ideal location to answer all the needs of all ages and

both sexes, and in all circumstances. In this model, institutional care is avoided at all

costs as the family is the only place where care ought to be provided.

Family caregiving is a socially reproductive function outside the rea¡n of paid

work and is typically done by women. The following factors come into play for women;

internalized sex roles, filial obligation ideology, external pressures frorn other family

members, the gendered division of labor in the public and private sphere, lack of options,

and state practices (Gubennan , p. 72). Women feel obligated because of their gendered

upbringing to do the work and also because they are responding to the pressure exerted by

others. A woman's economic position in the family has a bearing in this matter, if she is

financially dependent or has limited earning power the likelihood of her being assigned

farnily caregiving is great. If the female's attachment to the labor force is seen as tenuous

due to limited earning power she is likely expected to sacrifice her job if the altemative is

institutionalization for the dependent family member. The institutions that are available

to provide care are bureaucratic and impersonal and result in female family members

thinking that they could provide better care because of their emotional investrnent in the

disabled individual. If the disabled person is not institutionalized the state presumes that

if there is a female relative available she shall provide the necessary services. As a

consequence a system of differential access based on the availability of female kin has

developed. All of these aforementioned roadblocks impede women in refusing to provide

care if it is required.

It needs to be recognizedthattaking on the role of caregiver often means giving up

a job or reducing hours worked, leaving women financially vulnerable. The part that

women family members do is not considered a health care cost, it is unpaid domestic
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work. The state benefits and the family benefits, but the women's work remains invisible

and undervalued.

2.1 Ideological and political perspective

It is necessary to begin with a general examination of women's role as a caregiver

to the family. The most puzzlingaspect of caregiving is the universal acceptance that it is

a woman's job to do no maffer what her personal circumstances are. It is necess ary to

consider the theoretical explanations and it is my intention to use a ferninist analysis of the

mothering role, in order to do that.

Society capitalizes on women's insecure position in the labor rnarket and the social

expectations for them to work unpaid in the home. Attachment to the labor market is a

prerequisite for membership in a capitalist society, non-participants are viewed as a

private or farnily responsibility; and family work in the private sphere belongs to women

(Abrarnovitz, 1988; Ursel, 1992). The rnother's role is to social ize family members so that

they can become participating members of the labor force. The "family ethic"

(Abramovitz, 1988), or "familism" (Dalley, 1988), are the phrases that have been coined

to describe the prescription for women to do this work which has

...geared the female homemaker's duties towards

consuming (rather than producing), rnaintaining the health

and well-being of family members, socializing children to

their proper adult roles, caring for the sick and aged and

overseeing the maintenance of the household. Despite
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changes in the defînition of women's economic role,

farnily ethic has throughout history, placed women in

home, subordinate to men (Abramovitz,p.3).

Feminist theorists have pointed out how, historically, welfare policies have been

tied to the political economy, capitalizingon women's availability as unpaid labor in the

home or low paid workers in the rnarket (Abrarnovi tz, 1988;Ursel, IggZ). A feminist

analysis invariably leads to socio-political implications. The assignment of public, paid

labor to men involves expectations that women will work in the home to provide care to

abled, as well as disabled family members (Dalley, 1988; Baines, Evans and Neysrnith,

1991) There is an assumption that the traditional nuclear farnily form is in operation

where wolnen are available to do home care work (Ursel, lgg2). The divergence in

family fonns which is now comrnonly seen, such as single parent families, and the

increasing number of women entering the labor force are not recogn ized, atleast not in

the policy area (Boyd, 1988; Epstein, 1989).

2.2 Cunent Trends in State policy

The present position of govemment is that the most pressing problem is the deficit,

and that the reason for the country's financial woes is that there has been too generous a

package of social programs. This type of rhetoric invariably leads citizens to expect cuts

and to believe that they are necessary for the financial stability of the nation. It also

produces competition for diminishing resources with each $oup attempting to define

themselves as worthy of support, more worthy than the other gïoups.

the

the
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The state policies that evolve during times of fiscal restraint are based on a

residual model of social welfare. Central to this approach is the view that most people are

willing and able to take care of their own needs as well as all of their dependent members'

needs. The implication for social policy is that the families shall provide and if they

cannot, it is a consequence of their inadequacy (Moroney, lggl) If the family is not able

to do so then the first line of defense will be the voluntary or informal sector, the

churches, the service clubs, local charity, the neighborhood. This model dictates that state

intervention is only available as a last and lirnited resort when farnily or personal

resources have failed.

Dalley (1988) believes that the reason present governments are focusing their

social policy efforts on the chronically disabled (i.e. elderly, rnentally ill, mentally

handicapped) is twofold. The first reason is that these individuals are perceived to be

deserving--they are rnorally blameless and, therefore, worthy of state support. The second

reason has to do with the locus of care, that is, where do people get looked after? Those

individuals who would have been housed and cared for in the state institutions in earlier

times are now being released to live in the community or have never entered the state

system but have always stayed in the comrnunity (cared for by family).

The mentally ill adult children of the mothers in my study come from the

"deserving" strata, young to middle aged adults who experienced a devastating setback in

their opporfunities for attainment of "normal life cycle development". None of these

individuals had been incarcerated or maintained for long periods in state hospitals. All

were cared for and rnaintained by their families. The state's contribution to their welfare

has been limited to financial provision. The farnilies of these individuals have maintained

involvement with their ill famity member from the onset of the illness ensuring that their
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basic needs are met. Whether the farnilies'needs for emotional support, respite and

concrete help have been considered is another matter. What needs to be questioned is do

they "deserve" this never ending caring responsibility?

2.3 Impact on Women

A growing body of literature is developing which identifies the reality of woman

as caregiver to disabled family members and considers the implications for the caregiver

(Robinson, 1984; Sommers, 1985; Briar and Ryan, 19g6; Anderson and Elfert, l9g9;

Guberman, 1990; scheyett, 1990; wuest, 1gg3). cornmunity based living is being

prornoted as the alternative to institutional care and while no one disputes the worthiness

of this change, its impact on the person providing the care has not been fully considered.

Increasingly responsibility is being shifted from the public sector to the private sectot;

from paid care by professionals to unpaid care by families or volunteers. Mothers are

conscripted into the role of caregiver because of their emotional investrnent in the

relationship with their child. The adult child's quality of life is significantly irnproved

because of mother's commitment to care but what about her life? "Deinstitutionalization

and diversion are consistent with the traditional caregiving functions of women, it is

understandable that women rnay be both staunch advocates and high-risk victims of such

policies" (Briar and Ryan, 1 936).

It is irnportant to recognize what the ramifications for women are when they

engage in long-term caregiving. Most studies on the effects of home-based care for the

severely mentally ill do not look at the explicit impact on women caregivers. If caregiver

risk is considered it is done in a generic way (Briar and Ryan, 1986). The risks that are
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common to all careproviders (of disabled individuals) include; extra financial costs,

stigma, extra time required to perform care, problems with the physical and behavior

management of disabled individual, sleep interruptions, social isolation,limitations in

recreational opportunities, problems in being able to complete routine activities required

to manage a household, and limited prospects for the future (Moroney, 19s0).

Deinstitutionalization and diversion do not

necessarily maximize the welfare of the family; rather, they

focus on maintaining disabled persons in the "least

restrictive environment," which, for many, is in a relative's

home. But what may be least restrictive for one gfoup

irnposes restriction on another. Thus it appears that the

rights of the caregiver are pitted against the rights of the

disabled and dependent beneficiaries of

deinstitutionalization and diversion. Since the rights and

choices of the latter are in some ways lnore clearly defined

than those of women, decisions regarding placement in a

home or a colnmunity-based living affangement address the

"best interests" of the impaired or troubled family member

rather than those of the caregiver. Compounding the issue

is the tendency of women caregivers, because of the way

they have been socialized, to place the interests of others

ahead of their own (Briar and Ryan, 1986: p. 27).
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2.4 Feminist Theory of Mothering

The rnother's role is formed not only through responding to social ideology about

what is the correct role for women. Women are not just responding to the dictates of

society. Gender-role formation includes the conventional wisdom laid down by the social

institutions, the media, the education system, the religious and cultural systems, families.

But women have also inco¡porated expectations about the rnothering role as part of their

personality, which is learned through the experience of being mothered. It is reproduced

rather than formed.

Contemporary ferninist, Nancy Chodorow, assurned that the division of labor

between the public and the private sphere was perpetuated by the unchanging

reproduction of gender within the farnily. She saw the family as "the institution within

which the economic and social requirements of the whole society were met by rneans of

the creation of appropriate personality structures for the roles to be played within"

(Eisenstein 1983; p. 88) In her view gender acquisition is related to the maintenance of
the dominant ideologies of capitalism and patriarchy. In order for a male child who is

nurtured by his mother to learn what it is to be male he must reject those parts of his

psyche that are like hers. There is a misogyny inherent in this resolution which sustains

pattiarchal and capitalistic structures. It is ironic that mothers themselves have to teach

their sons to reject those personality traits (ferninine) which would not be useful in their

capacity to function in the competitive, public sphere (masculine). Mothers rnust

reinforce the societal belief that in order to be a man her son must reject the parts of him

that are like her.
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Chodorow utilized Freud's object-relations theory which spoke of the need for

adequate mothering as a requirement for a child to develop normally and to acquire a

clearly defined sense of self. The qualities that are required to give this nurturance were

seen by Chodorow to be embedded in the female personality and could not be learned as

an act of will or imitation. She said that mothering...

... is not something that can be taught sirnply by giving a

girl dolls or by telling her that she ought to mother. It is not

something that a girl can learn by behavioral imitation, or

by deciding that she wants to do what girls do. Nor can

men's power over wofiten explain women,s mothering.

IVhether or not men in particular or society at large--

through media, income distribution, welfare policies and

schools--enforce women's mothering, and expect or require

a woman to care for her child, they cannot require or force

her to provide adequate parenting unless she, to some

degree and on some unconscious or conscious level, has the

capacity and sense of self as maternal to do so (Chodorow

1978; p. 33).

In order for an infant to develop normally, it has to move from an initial sense of
oneness with the mother fo arealization that both are separate beings. The child's

psychological awareness depends on the capacity of the parent to ernpathize with the

infant, to appreciate the nature of the struggle to achieve a healthy sense of self.

Chodorow believes that mothers perceive fernale children as continuous with themselves

while they believe their male chìldren to be separate and different from themselves. This
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realization leads mothers to end the syrnbiotic early period quickly with their sons so that

they learn that they are "other" than mother. Because the female child is viewed as like

mother she experiences a sense of relatedness and connection which she incorporates into

her psychic structure which makes it possible for her to later become a mother herself.

Chodorow wrote...

... growing girls come to define and experience themselves

as continuous with others; their experience of self contains

more flexible or permeable ego boundaries. Boys come to

define themselves as more separate and distinct, with a

greater sense of rigid ego boundaries and differentiation.

The basic feminine sense of self is connected to the world,

the basic masculine sense of self is separate. (p. 169).

Chodorow's thesis provides an explanation for the creation of gender differences

within the farnily Women rnother because they "grow up with the relational capacities

and needs, and psychological definition of self-in-relationship, which commits thern to

mothering" (1978, p. 209). "The capacities and orientations I describe must be built into

personality; they are not behavioral acquisitions. Women's capacities for mothering and

abilities to get gratification from it are strongly internalized and psychologically enforced,

and are built developmentally into the feminine psychic structure" (Chodorow l97g; p.

39). Chodorow's theory explains why men and women differ in their emotional

otganization; women move torvards and men move away from the recreation of emotional

bonding that they learned from their experience of being mothered.
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Chodorow believed that women's mothering and primary responsìbility for child

care was the prirnary cause of the sexual division of labor and sexual inequality. In order

for this chain of causation to be broken, she argued that men needed to learn to be ',equal,,

parents. If fathers were involved in the nurturing processes of infant care she believed

that this would break down the division of personality by gender (Eisenstein, 19g3,

Donovan, 1987). Baber and Allan (1992),identify the immediate benefits to women and

children of greater male involvement but they also discuss how it would lead to male

awareness and sensitization of the conditions under which caregivers labor in our society.

They predict that this would lead to changes within the farnily and would lead to social

supports for careproviders (p 171).

According to Chodorow the role of women as mothers is to reproduce the

gendered division of labor within the family so that forces of capitalism and patriarchy

can be maintained. As previously discussed, there is a sharp division between the paid,

public sphere of men and the private, unpaid sphere that wornen occupy. Capitalism

requires that the unpaid work of so cializing and reproducing the next generation be

maintained as a private cost. Caring for the dependent members of families is also part of
that expectation. Women are offered few resources to do this work but have endeavored

to develop strategies that will provide thern with the support and direction that they need.

2.5 Family Care of Disabled Individuals

My primary focus was the caregiving work done by mothers of adult children who

have a serious and persistent mental illness. I have used Waerness's definition of
caregiving work which includes the services, help and support, given on a consistent and
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reliable basis to persons who according to generally accepted social noñns, are dependent,

(i.e., persons who cannot take care of themselves) (19g4, p.71).

The specific issue of mothering an adult child with a mental illness is considered,

it is more than just ensuring that basic needs are met. The syrnptoms that are

characteristic of the illness prevent the individual from having a "normal" life. The

capacity to work, formulate meaningful relationships, and to achieve are seriously

compromised, and creates tremendous strain on all family members. Mothers especially

feel this strain as they have fîlled the role of the nurturer. Dependency is created by long

term illness, and it is usually the rnother who is depended upon. Her experience is

typically that the state institutions are nominally available to help her sick child but they

are not invested in helping her. The participants in my study were individuals who took

the initiative to find support and information from a self help group. The literature on

self-help groups explains the purpose, the motivation for joining and then maintaining the

aff,rliation. The self-help or mutual aid movement is a specific response to the inadequacy

of available resources to deal with the problem at hand. There are certain characteristics

of this movement which make it understandable as a viable vehicle for the families of the

mentally ill. It offers practical help and support which makes it easier to deal with the

situation in which they are lìving.

Until recently, most information on farnily caregiving focused on olde¡ persons as

the recipients of care. It is now increasingly seen that older persons are providing

extensive and extended care to other farnily members; to physically, mentally or

ìntellectually handicapped and dependent spouses or children (Jennings, l9B7; Lefley,

1987; Kaufman et al, 1990). Those who are cared for "are deemed to be wlnerable

persons requiring long-term care because of some disability. Their dependence is a
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consequence of some condition that interferes with their mastery of selÊhelp skills. Their

disability is life-long or of extended duration" (Jennings, 19g7; p.730).

Dalley (1988) identifies certain characteristics common to groups of people who

are dependent on family-based care: they are defîned in medical tenns, they don't respond

to curative treatments, they are economically inactive and rely on external support (p.

r43).

More than one third of long-tenn mentally ill adults live with their families, most

with aging parents (Lefley, l9S7). Although persons with mental illness are rernaining in

the community, they are often in farnily envirorunents marked by feelings of despair,

resentment and isolation (Thompson and Doll, 1982). The onset of schizophrenia

typically occurs when the person is in their early adulthood and has already ernbarked on

an independent life. The illness compromises the capacity for self-care and usually results

in the individual requiring long-term care. As the parents age, their ability to provide for

their children's needs are compromised by their own health and aging problems, the long-

term stress and burden associated with caring for a dependent person, their subjective

perceptions of their current and future capacity to care for their child, their financial

needs, and inadequate interpersonal supports (Jennings, 1987; Kaufman et al. 1990).

Again, because of advances in health care, nutrition and disease control, people are

living longer; both caregiving parents and their dependent children. This will impact on

social policy as now there will be two potentially vulnerable groups: the elderly and the

dependent offspring. Who will take care of the ofßpring when the parents are not able?

Increasingly, families are starting to network with one another to develop strategies to

ensure that their children are provided for when they are gone.
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This is a time of change when the persons afflicted and affected by mental illness

are recognizingthat they ought to have a say in how services are developed and delivered

As a long term service provider who has always felt reluctant to be the "expert,' this

partnership feels much better for me and appears to offer a greatdeal of promise.

3.0 SCHIZOPHREMA

3. i Describing the illness

Schizophrenia is the most commonly diagnosed severe mental illness, affecting

between one and two percent of the population. Yet there is no precise definition of the

condition. While males and fernales are affected equally, there is typically greater

visibility of males. Female schizophrenics are more likely to marry, remain invisible in

the home and exhibit cyclical coping. There are characteristic symptorns that areused as

criteria for diagnosis of a schizophrenic disorder; they involve the content and fonn of

thought, perception, affect, sense of self, motivation, the relationship to the outside world,

as well as psychomotor behaviors (Lefley 1957b). The behavior of the person with the

illness will likely ìnclude: social withdrawal, poor hygiene, assaultive, bizaneor selÊ

destructive behavior. The most worrisome and probably one of the most common

symptoms is the expression of suicidal ideation. It is an episodic illness with a poor

prognosis. Only 25% of those who experience a first episode ever recover (Mc Farlane,

ree4).

The age of onset of schizophrenia tends to be late adolescence or early adulthood.

The capacity to continue with developmental achievements is significantly cornpromised.

The onset can either be a slow, gradual one where the individual's functioning deteriorates
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from its former level, or a rapid, acute one where the individual decompensates quickly.

The acute stage of the illness is intense; the individual exhibits thought disorder, an

altered sense ofself, delusions and hallucinations. These acute episodes can occur

frequently or rarely and are not necessarily associated with compliance to the medications

prescribed. In between acute episodes it is possible for some individuals to lead fairly

normal lives, but for others, their lives are characterized,by feelings of listlessness and

despondency, rnaking everyday functioning diffîcult. Medications allow for the

containment of some symptorns but reduced skills and social functioning quite often

irnpede the attainrnent of an improved level of functioning. Persons who take medication

regularly are still likely to experience relapse. These relapses lead to acute expression of
their illness and psychosis is often the outcome. This likely leads to hospitalization.

When the person is discharged they may be only rnarginally stable and are still dependent

on the support of others. They are most likely to be dependent on their family of origin

(Mc Farlane,7994). In the person's work, social relations and self-care there is always

some form of deterioration in functioning which makes independent living problematic.

There is no clear cause of the illness. Andreason, in The Schizophrenia Handbook

for Families, cites multiple factors alone or in combination as possible causes (Health and

Welfare, 1991, p.8). Changes in brain chemistry, changes in brain structure, genetic

factors, viral infections, and head injuries are all included on the list ofpossible causes.

The illness of schìzophrenia is delineated not only into diagnostic categories but

also into symptom description; "positive" and "negative". The adjective ,'positive" denotes

those symptoms which are present and should be absent, for instance delusions,

hallucinations, paranoia, incoherent speech, and uncontrollable behaviors. These

symptoms are usually evident in the acute stage of the illness. The adjective "negative" is

a descriptor of the residual or deficit state which features symptoms such as extreme
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withdrawal, social isolation, blunted affect, aloofness and lethargy ( Lefley, 1987b; Cole

and Cole, 1987; Torrey, 198S).

Coping with the so-called negative and positive symptoms can be very disrnaying

and disruptive for families. It is not easy to contend with either, but usually the floridly

psychotic behaviors or positive syrnptoms are treated with prompt attention by medical

personnel. At these times there is usually little doubt that the "identified patient" is in

desperate straits. The unpredictability of their behavior usually results in immediate

action being taken by health and safety providers. On the other hand, the negative

symptoms, while not as visibly disruptive, are harder to contend with. At these times the

person with the illness will often remain ìn bed, not bothering to dress, eat or interact with

the family. During the times when they do come out of their rooms they often do not

respond to any of the typical communications engaged in by the farnily. They do not

smile, laugh, or show much emotion. The ill person has both physical and affective

lethargy or vegetative symptoms. While this may not appear dismaying at first glance;

this kind of nothingness creates tremendous tension for the family.

It is not uncomtnon for persons with schizophrenia to self-medicate using either

alcohol or street drugs; problems with dependency and the associated problems with the

law can result. The antisocial behavior is not restricted to drug use and the accornpanying

legal difficulties, it could also be manifested in physically aggressive acting out (Spaniol,

1987). The family is usually notified when problems of this nature arise, either by legal

authorities or by "the patient". The farnily is expected to actwhen they are informed of

any transgression that their ill child has comrnitted.
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Outside the periods of acute illness, persons with rnental illness, while not

necessarily able to see their "craziness", are aware of others' reaction to them. They hear

the ridicule and recognize when people are staring or avoiding contact with them.

Dysfunctional mentally ill persons are acutely aware of

their lack of skills, irnpaired productivity and poor future

pfospects. They can see that others of their o\ /n age are

married, starting families, finalizing career plans, and they

are painfully aware of their own deficiencies and the

irnpoverishment of their lives. The sadness of this situation

is that the insight is typically enervating rather than

energizing. For many of the chronically impaired, the

challenge of changing one's life is too threatening to be

actedupon (Lefley t9ï7b; p. 11).

The illness produces a variety of symptorns that are dismaying and disruptive and

make life as it was fonnerly lived irnpossible for the whole family. "The illness touches

everyone, affecting attitudes toward self and toward life, producing symptoms in other

rnefftbers, altering farnily structures, influencing life choices and more" (Terkelson ,lgg7,
p. 128). The characteristic behaviors of the ill individual are distressing for everyone in

the home. They create an atmosphere that is rife with anxiety, fear, worrSr, guilt and

feelings of helplessness (Spaniol and Zipple,1994). It is very difficult for a family ro

watch the devastating effects of the illness on their child and yet. there has been little

recognìtion from clinicians of the irnpact of the illness on families.

It has been my observation during rny clinical practice that mothers and fathers

usually view the negative symptoms differently. Fathers often see them as controllable
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behavior while mothers are inclined to see them as a manifestation of illness. This gender

difference is likely related to the degree of emotional involvement with the ill child. The

mother is most likely to be the caregiver on a daily basis, and as a consequence, is more

attuned to the nuances of the illness and the needs of "the patient" (Terkelson, 1gg7). The

outside world will see these negative symptoms as malingering. It looks more like

laziness, or a lack of ambition than it does an illness and thus little support is given to a

family with this kind of "lay-about" in the house.

It is likely becoming clear to the reader that the schizophrenic illness can look like

something other than a severe rnental illness. Persons become ill when they are teenagers

or young adults at the time when they are starting to individuate from their family of
origin. Each individual rnanifests the illness somewhat differently and there are so many

variations in expression that it is quite likely that the illness can be misdiagnosed or

mistaken for something else in the early phases of the illness. Families are typically very

puzzled and frightened by the behavior of the person who has become ill. The young

farnily member behaves in an odd, bizane manner, and is not attentive to the social cues

that they used to respond to in the past. Whatever the farnily calls this new behavior they

begin to experience a sense of shame, alienation, and isolation as a consequence of their

child's actions. When the farnily does come to terms with the reality that one of their

members is really ill, there may also be guilt that it was not attended to earlier.

3.2 Theories of Etiology

There have always been theories about what causes mental illness and each theory

spawns its own conceptualization of how the problern should be reacted to. There is no
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conclusive evidence that verifies any one specific cause and psychiatric services have

been established and grown around conflicting and ambiguous ideas about both ideology

and treatment of mental illness. Some theorists do not differentiate from the ordinary

stress of coping with everyday life, while others go so far as to discount the existence of
mental illness. It is irnportant to examine the cornpeting ideologies to understand why

treatment has evolved haphazar dly.

Mechanic (1980), describes the contrasting positions of what causes mental illness.

He identifies the rnajor perspectives as. heredity, psychosocial development, learning,

social stress and societal reaction. The two major perspectives that are discussed in this

paper are heredity and psychosocial development. This is not to suggest that learning,

social stress and societal reaction do not influence and irnpact on the lives of persons with

schizophrenia but the search for the cause has not been sought along these dimensions.

Biological and genetic explanations are one area of research being pursued. The

"diathesis stress" rnodel assumes that there is a biological vulnerability which predisposes

the individual to be susceptible and that environmental events can trigger, make worse or

lessen the disorder. The environmental stress could be either intemal or external to the

family. "To a larger extent, the stress theorists absolve families of being causative in the

illness but they do say or imply that families are a factor in perpetuating it', (Hatfield

1987,p. 15). Two of the variables which have received considerable attention in the

family context are communication deviance and expressed ernotion. Diathesis-stress

theorists have suggested that families should learn to communicate with their ill relatives

with a minimum of critical comments and without being overly emotional (Leff and

Vaughn, 1981) and that this will reduce relapse rates (Goldstein and Doane, 1gS2).
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Genetic research has not resulted in anything conclusive but it is reported by

scientists pursuing these avenues that some studies have demonstrated that there is a

genetic transmission link. Twin studies have shown that when one of the separated twins

develops schizophrenia there is a 50o/o chance that the remaining twin that has been raised

in a different environment will also develop the illness. Four studies have suggested that

the transmission route is along chromosome 6 but two other studies have not substantiated

this finding. This area of research is being pursued and is described by scientists active in

this area as a "scientific frontier", it is still not known what causes the illness (euirks and

Quarks, CBC; December 9,1995).

The earliest psychosocial environments and farnily interactions have also been

considered as possible explanations for psychiatric disorders. Intrinsic to this approach is

how children are socialized, how parents react and train their children and what the

emotional tone of the family is (Mechanic, 1980; p. 59).

The cause of schizophrenia has long been searched for within the family. The

mother, especially, has been irnplicated in causing the illness in her ofßpring. Fromm

Reichman in 1948 postulated that acold distant mother rejected her child who, as a

consequence, failed to learn the psychological and social skills necessary for a normal life

The "schizophrenogenic mother" concept had no scientific support but remained popular

for years; misogynist practitioners still utter this phrase.

Bateson, Jackson, Haley and Weakland in 1956 described schizophrenia as a result

of "double bind" communication within the family. In their explanation, the disorder was

thought to be a way for offspring to cope with the impossibility of responding to the

directives that their parents were giving. They did not single out mothers in an overt

manner. Rather, the authors described a form of communicative entrapment which had to
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do with the pairing of an affective statement along with a behavior that was incongruent

(i.e. what was said was not really what was meant). They saw that mothers had the

rnajority of responsibility for giving children corrective feedback and were most likely to

be the parents making affective statements. As a result, mother was implicated. Wynne's

1978 comrnunication theory blamed faulty communication transactions within the family

as the reason for thought disorders. The rnain communicator in the family is most often

mother, the person likely to engage in frequent conversation with her children.

"Marital schism and skew" were theories put forward by Lidzand associates in

1965. They attributed an abnormal family environment as the basis for irationality in

thinking and behavior in offspring. Again the home environment is the designated turf of
mother so she is held responsible. In "marital schism" the mother was said to undercut the

father in order to elicit support from female children. In "marital skew" patemal authority

was challenged by a dominant mother who was blamed for giving her sons a false gender

expectation (Reisser and Schorske, 1994).

Haley in 1980 and Madanes in 1981 saw "hierarchical incongruity" as the cause for

the aberrant behavior in children. When children behaved in an unpredictable manner it
was defined as misbehaving. Symptoms were seen as a reflection of the family system's

disorganization. Individual family members are not explicitly blamed in systems theory

but if all members are following implicitly defined rules in order to maintain homeostasis

then they are all culpable. It is my contention that the family is not being blamed so much

as the mother is; it is she who has the job of socializing children. She bears on a daily

basis the stigma and guilt when farnily problems exist. It is usually the mother who

searches out treatment resources when she identifies the need, and when treatment doesn't

work, it is she who is held responsible. Feminists have decried the family systems rnodel

because of the blind eye it had for gender and for the power differential implicit in nuclear
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famìly arrangements (walters, carter, papp, silverstein, 19gg; Hare-Mustin, 19g9;

Goldner, 1989).

Practitioners like me who had been socialized to believe that women were

responsible for family caretaking and who had been trained in the misogynist theories of
etiology which blamed mothers for their children's illness, bought into the notion of the ill
adult being cared for by the family. There was no questioning of who "farnily" meant,

especially during the heyday of the family systems influence. Systems theory offered

optimisrn and hope because it did not subscribe to a medical model in which the sick had

to be "put away". It allowed for the continued involvement of families in the lives of
persons with serious mental illness. "Illness" was seen as being a symptom which was

manageable in a family context and could be treated by a family therapist. Haley (1980),

reframed behavior from "mad" to "bad", and this allowed eager practitioners (like me) to

consider what parents could do differently to manage the behavior of their misbehaving

young adult.

This redefinition took the behavior of persons with mental illness out of the orbit

of mental hospitals and psychiatrists and into the realm of farnily practitioners and mental

health workers. It allowed for the scrutiny of a larger gïoup of people. Now it was not

just the person with the diagnosis of schizophrenia, but the entire farnily system that was

considered. Two schools of thought evolved regarding the role of family and each had a

different focus. The family was viewed either as the cause of psychopathology, or as the

victirn of the psychopathology. When the family was considered as having a role in

causation mental illness was seen as symptomatic of farnily dysfunction, as evidence of
pathology, and treatment efforts were directed at extricating the individual frorn the

family envirorunent and rnobilizing alternate support structures. When the family was

viewed as the victim theorists observed that the farnily that lived with a mentally ill
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member was lnaking accommodations and adjustments to the person's idiosyncratic

behavior on an ongoing basis (Bemheim, 1994; Riesser and Schorske, lgg4). The family

was not seen as responsible for the illness but rather as responding and adapting to the

"sick behavior" of one of its members. The family had no choice but to adapt as it was by

default, the primary careprovider.

There is a growing body of literature which describes what it is like for farnilies

who have a mentally ill rnember and who provide care to that person. "Family burden,, is

the term which has been used to describe the experience that families have when they

cope with the responsibilities of looking after anill farnily rnember, when there is an

inadequate system of care and support available to assist them (Hoenig and Hamilton,

1966; Hatfield, 1978; Thompson and Doll, 1982; Lefley,1987a). Their burdens include

chronic stress and anxiefz, depression, deterioration of physical health, disruptions in

sleep and daily routines, lroney worries, worïy about the future, limited social contacts,

and family andmarital conflict (Kreisman and Joy, 1974;Lef7ey,I9}9;Johnson, 1990).

Families have also reported that when professionals or friends blame them for the illness

they feel guilty, confused, anry, demoralized and rejecting of the person with the illness

(Hatfield, 1983). There is a growing recognition that the family is actually providing the

care that the ill person needs and that they are doing so with limited support and

resources. It is reported that two-thirds of the patients discharged from hospital will

return to their farnilies, primarily families of origin (Talbot, 197g; Mink off, l97g;

Goldman, 1982).

The family is becoming more of a partner in interactions with mental health

professionals. The farnily is no longer viewed as the cause of the illness, rather the

contribution of the family in caregiving is recognized. Studies that recognize farnily

involvement in care have examined different types of interventions and support
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(Bernheirn, 1990, Bwland, 1992; McFarlane et al., lgg3) and all conclude that the more

informed and supported the family is, the better the results for both patient and family.

The recognition of the family as an important partner did not simply develop as a result of
professionals "seeing the light". It came as a consequence of the concerted and vocal

effort of family members. Family members have mobilized and become politicized as a

result of their afÍiliation with others who share their problem. It is through this affiliation

with the mutual aid movement that families have begun to insist that they are treated more

as collaborators and less as dysfunctional units that cause or contribute to their children's

illness.

Professionals interested in developing a truly ecological perspective will only be

able to affinn and help farnilies if they can accept that the family is the unit that bears

most of the care responsibility and that they need to be listened to and respected. In order

to accomplish this, professionals need to rnake a paradign shift from the disease-based

medical model which pathologizes families, to a health-based developmental model

which focuses on farnilies competence (Marsh, lg94).

In recent times there has been a growing acceptance that the disabilities

experienced by persons with mental illness are as much a product of social stigma, and

exclusion frorn opportunities and expectations as they are a direct function of the mental

or physical handicap the person has (Mechanic, 1980). It is in this area that families have

been able to make representation in the public and political sphere by educatin g and

advocating on behalf of their disabled members. It is through the collective mobili zation

of family members in the mutual aid, areathat the public consciousness has been raised.



35

3.3 History of Intervention

Mental illnesses are the most baffling of human disorders because they are

expressed in behavior rather than in physiology (Lefley l9g7b). As a consequence,

through the history of mental illness interventions, it was not unusual to label the

symptoms as something other than illness.

In the United States there are five different periods identified by Riesser and

Schorske (1994) in their discussion of the relationship between family caregivers and

mental health professionals. For each period there are different ideas of causation as well

as intervention. While the dates do not necessarily coincide with the Canadian picture the

emphasis is comparable.

In the colonial period of European settlement mental illness was seen as either

demonic possession, civil disobedience, or imbalanced humours; these behavíors needed

to be managed by families as there were no mental health professionals and very few

doctors. The treatment was either restraint or punishment.

The next period in the early 19th century was marked by moral or humanistic

treatment, the prevailing belief was that mental illness had somatic origins and the ill
individual required separation frorn their family. The relationship between psychiatrist

and patient was believed to be fundarnental to recovery but the family was not seen as

having a role to play.

The period from 1850-1950 marked the heyday of the state institutions where

persons with mental illness were hospitalized,and were not expected to return to their

communities or their families. The clinical theories of the era excluded families. "The
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implicit message was that an illness signaled failure in parentin g...later systems theorists

made this implicit message, explicit, by looking at all mental illnesses as symptomatic of
family dysfunction" (Riesser and Schorske, 1994, p. g).

During the deinstitutionalization period which followed (1960s and 1970s), the

long tenn mentally ill were discharged back to the community where the promised care

programs were either nonexistent or underfunded. Thus family members were left with

the responsibility of providing care. The new availability of the neuroleptic drugs allowed

for the control of syrnptoms of mental illness in a community context. The census of the

state mental hospital declined by as much as 70o/o in the United States and parts of
Canada. During this period care was separated from treatment with the mental health

professional assurning the treatment role; and the family assuming the care role. Families

were also burdened by clinical theories which blamed and stigmatized them, these

attitudes were prevalent among community professionals who were trained in that

etiology (Beels and McFarlane,Ig 82 ; Hatfi eld, 1 9 g7 ; Lefley,l 9 S9).

Society at this tirne and beyond (70s and 80s) was also contending with a growing

recognition of the infringement of civil liberties that was a byproduct of the way mental

illness was treated. There was a move away from compulsory hospitalization and the

concomitant loss of civil rights. There was an outside system of scrutiny that was

introduced in the form of ombudsmen who represented the interests of people with mental

illness. The mental heath treatment system was now faced with the possibility of having

to justifu its decisions. The Canadian Charter of Rights and Freedoms (1984) was another

piece of legislation which offered more protection to individuals with mental illness than

had formerly been the case.
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As patients became awate that they had rights they began to demand that they have

the opportunity to exercise them. In the 1980's and 90's former psychiatric patients began

to speak publicly of their negative experiences in mental hospitals, and to express

dissatisfaction with the treatment that was available to them. Families joined this

movement and began to demand that the state be more responsive to their needs. Families

needed to find away to not be blamed for their members' illness and they totally rejected

the treatment rnethods that were based on systems theory. The families saw themselves as

coping in the best way that they could with a catastrophic situation and they wanted help

with managing the illness.

A theory had been developed which explained the condition as an illness that the

farnily did not cause other than perhaps in genetic predisposition. The "diathesis stress

tnodel" was increasingly accepted by farnilies as it allowed them to do something that

would help their ill member. "Advocates of these diathesis-stress theories accepted the

notion of a biological vulnerability to stress in people with mental illness and looked at

ways the envirorunent could be altered to reduce stress" (Riesser and Schorske,1994,

p 15). The farnily could learn how to reduce environmental overstimulation and adapt

their communication patterns, and as a result ensure that their ill member could live

outside of hospital for longer periods and with reduced symptoms (Wing and Brown,

1970; Bernheim and Levine, L979;Heinrichs and Carpenter, 1983). When farnilies

discovered that they could learn to interact differently with their ill rnernbers and to better

effect, they expected that the formal care providers would recognize and respect this

change, and possibly learn from their example. The reduction of environmental

stimulation and emotional intensity in interactions with the ill person were actions that

some families made to good effect. The formal care network meanwhile did not adapt as

readily to a new way of interacting with their schizophrenic patients as families did. They

continued to practice their familiar methods believing that they were more helpful to
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families than they actually were (Spaniol et al., lg87). These entrenched attitudes on the

part of professionals were an impetus for the growth of the selÊhelp movement. The selÊ

help group allowed families to meet, to tell their stories, to receive support, to get and

share information about service providers and resources. The self-help groups were seen

by families as offering useful information which enhanced their ability to cope (Holden

and Lewine,7982; Terkelson, 1983; Grunebaum and Friedman, 19gg).

3.4 Policy hnplications of Moving Site of Care

The incentive for moving people out of the state institutions came from several

directions. The state institutions were "custodial warehouses" where poor living

conditions were the nofin. These institutions rnaintained large populations and the costs

of doing this were high. There was significant cost involved in staffing a facility which

provided around the clock care. The concerns were not all financial though, there had

been the establishment of a welfare policy which guaranteed an income for those persons

who were not able to support themselves through employment. The state institutions had

housed many of the indigent and destitute who had no alternative housing. With the

advent of a welfare policy many of those persons were now able to access lnore

appropriate care. The discovery of new medications allowed for the possibility that care

could be provided elsewhere. It was now possible to control some of the most bizarre

manifestations of mental illness. The availability of the phenothiazines with their capacity

to ameliorate symptoms provided the impetus for policy makers, mental health personnel

and families to feel more confîdent about a different site of care. Careproviders were also

beginning to understand the damaging effects of long-tenn institutionalization. Gruenberg

(1967), identìfied this chronic deterioration as social breakdown syndrorne. The

realizationthat hospitalizationcould produce disabilities above and beyond those
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associated with the condition was a major stimulus for the community care rnovement

(Mechanic, 1980; p. 128).

The move toward deinstitutionalization in Canada began in Saskatchewan in the

1950s. In the 14 years between 1963 and 1977 there was a decline in psychiatric beds in

state institutions from 69,359 to 22,551(Statistics Canada, 1977). During the 70s and ggs

fewer persons were admitted for long periods of time, which had been the norm earlier on.

At the time the treatment focus was on admitting, rnedicating and discharging people as

quickly as possible. If persons with a diagnosed mental illness could be treated and then

discharged back to the community, costs could be kept down and, theoretically, a more

humane form of treatment could be offered (i.e. being cared for at home). It was thought

that people's lives would not be dead ended on the back wards of the asylurns. The

problern with this approach was that "the cornmunity" often meant back to the parents.

There had been few resources offered to families so that they could assume the

responsibility for providing care outside of the institutions (Minkoff, I97B;Talbot,I97g;

Goldman,1982).

The early cornmunity care models included arange of medical-therapeutic services

such as day hospitalization, outpatient counseling, medication administration and

monitoring and a few residential services. The person's identiff was still subsumed by

their status as a patient even though these services were often delivered in a setting

outside of the hospital. There was little regard for such necessities as income security,

work or meaningful activities, or housing supports. As a consequence, many of the

formerly hospitalized were living in substandard housing or even on the streets. The lucky

ones were living with their families, who were now assurning the responsibility for

providing around the clock care. Despite that reality, poticy and planning continued to be

directed at the existing service system sector.
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This approach seemed to be at odds with the basic realities

of a deinstitutionalized system. Although formal mental

health services (both hospital and community) continue to

play an irnportant role in patients' lives, it is a role which

has been decreasing for over 25 years. For example, the

closure of in-patient beds has made families the single

largest group of front-line caregivers in our communities

(Trainor and Church 1992, p. 26).

It was politically expedient to announce that "the worthy" could return to the

community to assume their place as participating members. Dalley (i988), argues that

insufficient resources accompany the rhetoric and most times what happens is that these

formerly institutionalized persons come to live with their families. It has been estimated

by studies in the United States that 50-65Vo of discharged mental patients return to live

with their families (Goldman l9\2;Francel, conn and Gray, 19gg; Svanum and sobel

1989). Now, the burden rests squarely on the family member most likely to be the

household health care provider; a female almost always.

There is support for Dalley's position. An exarnple illustrative of this argument is

the Continuing Care program in Manitoba which is a state provided home health care

support program altemative to institutional care. In order to access the prograrn a

concerned person must be identified as available to provide care during the times that

services will not be available. That person is ahnost always a female family member or

friend (personal communication, home care staff, September 5,1gg4). My observations

in the area of mental illness is that the female family member is most likely to be a
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mother' She is likely to be middle aged or elderly, usually widowed, and often on a fixed

income.

The Manitoba government has declared itself committed to the reallocation of
funds from the institution to the cornmunity and is even closing one of the rnajor facilities.

The following quotes are taken from a goverruxent publication entitled eualitv Health for
Manitoba: The Action plan (1992)...

... mental health services in Manitoba are in the midst of a

fundamental process of reform. Increasingly, institutional

services are being replaced by community-oriented services

that provide the supports to make it possible for those with

mental illness to continue to live in their own homes or

communities... we are developing the necessary spectrum

of resources (crisis services, supportive housing options,

psycho-social rehabilitation) to provide services as close to

home as possible and with reduced dependency on

institutional service (p. 43).

In the recent past we have seen the redirection of fiscal resources from the

institution to the community. There are supportive programs being developed in the area

of crisis services, rehabilitation programs, and housing maintenance programs. These

programs are located in closer proximity to where recipients actually live and the

initiatives undertaken show prornise. It remains to be seen whether these initiatives will
be maintained when overall regional health reforms begin. The reduction of transfer

payments from the federal govemment to the provinces will likely reduce the operating

capital available to run these programs. In the past the most likely programs to be cut are

the ones that could be defined as replacement for family responsibility. It will take an
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extremely colnmitted group of legislators to ensure thât these programs remain in place

and that they are no1 relegated to the private sphere.

3.5 Lirnitations of Forrnal Services

Part ofwhat families experience as burden has to do with the lack ofattention that

the fonnal system pays to their needs (especially when they are primary care providers).

Francell et al., 
*(1988), 

discuss the needs that families identify; they include both practical

help and knorvledge. Families want to know where the services are, and how they can

access them ifta way that would be most in keeping with their needs. They would like a

better response to their identification ofcrisis situations and would like to see more

resources available. Far-nilies also identifli problerns with continuity of care. They do not

appreciate giving their family history and then repeating it again when they meet another

new professional. Families often complain about the disjointedness ofthe professional

caregiving network. They do not feel that they are given adequate infonnation in

exchange for their sharing of data. Falnilies at tilnes raise questions that professionals

decline to ansrver citing patient confidentiality as the reason. when the ,'identified

patient" is an adult there is no formal requirement that the person who provides care be

told what the professional's assessment ofthe situation is. This leaves family caregivers

without the information required to provide care for the ill person.

*Francell 
does not identify wornen as the prirnary careproviders but uses the generic term

farnily instead. There is no discussion ofgender in this paper. It is my contention that it
is the rvomen in these families that provide the care but wjll rnaintainihe continuity ofthe
Francell discussion by using the term farnily.
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Another issue that is of major concern to families has to do with legal matters.

They would like to know how they could have their ill child removed frorn their home and

what are the rights of the family to protect themselves from the potentially violent

behavior of their ill relative. Farnilies often feel excluded from the treatment process and

their efforts at communicating with professionals rnay be misunderstood. Most often

families are looking for information as to how best they can manage to do their assigned

job better. Their questions are often rebuffed or treated as an invasion of the privacy of the

ill member' This kind of reaction has the tendency to make families feel blarned, guilty

and ashamed.

It is my contention that women in the families of the mentally ill, just as in other

families where there are signifîcant care needs, have been expected to provide care with

little support or resources from the state. I believe that mothers in particular are

vulnerable because they believe that if they don't provide care, no one else will. This

belief is not an ill founded one; it has been estimated that more than S}o/oof the homeless

are post-mental hospital casualties who have been unable to return to the care of their

families.

Women in families do the bulk of the caring work. Winefield and Harvey (1991)

report in their study on psychological distress in the farnilies of schizophrenics thatT5o/o

of the respondents who performed caregiving were women. Of this group almost half

were over 60 years of age and 84o/o were parents--that is, most were aging mothers caring

for adult sons. This finding was in keeping with the women who participated in my study,

most were elderly women caring for adult sons.

Greenberg, Seltzer and Greenlay (1991) collected caregiving data only frorn

mothers; these women were providing care to either mentally disabled adult children or
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mentally ill adult children. This study was one that acknowledged that women do the bulk

of the caring work. They found that many of the \¡/omen in the sample were either

widowed or divorced. If both parents lived in the same house it was mother, not father,

that typically provided most of the care. They also identified that wolnen tended to

outlive their male partners. This infonnation suggests that the caring responsibility is

being managed by an agrng female who rnay be experiencing a decline in her functioning

and may be facing challenges in rnanaging what could be viewed as an onerous

responsibility.

Other tesearchets recognize that caregiving work is being done by older women

and share the view that it is a growing social problem (Svanum and Sobel, 1989; Kaufman

and Adarns, 1993; cook et al, 1994). Lefley (rgg7), extending these points, views the

situation of the aging, potentially frail primary caregiver caring for a seriously mentally ill
adult as a dual risk. Carpentier et al. (1992),discussed the psychological distress of
family members of persons diagnosed with schizophrenia and reported that both relatives

living with and apart from their ill family members experienced a higher rate of stress

than the general population. single parents were especially burdened by their

responsibilities. This study rnade clear that even when the person rvith the illness leaves

home there is still substantial involvement of farnily members in care, as "relatives remain

the primary link between the psychiatric patient and the community" (Carpentier et al.,

1992; p.43).

Willis (1988), a mother of a schizophrenic son and a founder of a self-help group

described what motivated her to fonn a gïoup: her lack of a social life, isolation from

family and friends because of the unpredictability of her son's behavior, the inability to get

away on a holiday, the financial strain and the lack of information and practical help from
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professionals. She states that it is these kinds of everyday concerns which mothers who

are caregivers need help with.

It is becoming clear that responsibility for care is increasingly turned over to the

family and that limited resources are available to help families in their caretaking work. It
is also becoming clear that family care really means a \¡¡oman's care.

3.6 Response to Limitations: Mutual aid

One of the strategies that has been developed as a consequence of the limitations

of fonnal services is the use of the mutual aid or self-help gïoup. "The selÊhelp mode is

entirely practical. It spawns not philosophies but practices, not theories but ways of
living' Its strength is its foundation in the realities of people's lives. Its strength is also

that it works. In fact, the only reason for the existence of self-help groups is that they

work..." (The New Yorker, April23,1990).

(i.) Definition

Katz and Bender (1976) have provided a definition of selÊhelp groups. They are:

voluntary srnall group structures for mutual aid in the

accornplishment of a specific pu{pose. They are usually

fonned by peers who have come together for mutual

assistance in satisfuing a common need, overcoming a

common handicap or life-disrupting probleÍt, and bringing
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about desired social and/or personal change. The initiators

and members of such groups perceive that their needs are

not or cannot be met by or through existing social

institutions (p 9)

Lieberman and Bonnan(1976) delineated selÊhelp gïoups as falling into two

types; support $oups and advocacy goups. The support gïoup gives service, infonnation

and encouragement, while the advocacy group has the goal of change. It is acknowledged

that support almost always precedes advocacy.

Gartner and Reissman have developed sorne defining features of self-help groups:

o Self-help groups always involve face-to-face interaction.

e The origin of self-help groups is usually spontaneous [not set up by some outside

groupl.

o Personal participation is an extremely irnportant ingredient, as bureaucratization is

the enemy of self-help organizations.

o The members agree on and engage in some actions.

o Typically the groups start from a condition of powerlessness.

o The groups fill needs for a reference group, a point ofconnection and

identification with others, a base for activity , and asource of ego reinforcement

(1977; p. 7).
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(ii) Reasons for Joining

The women who participated in this study were all rnembers of a self-help goup

dedicated to helping persons affected or afflicted with schizophrenia. This selÊhelp

group, like many others, arose out of a need for mutual sharing, infonnation, and

education. Collective social action resulted as members became more and more aware

that the formal system was not ensuring adequate provision of services and resources.

They shared the belief that solidarity based on common experiences raises confidence to

confront issues that arise out of mutual problems being dealt with.

Family careproviders are finding their voice as a consequence of participation in

mutual aid groups such as the Schizophrenia Society and Alliance for the Mentally Ill.

They are now identifying what they need. [They require] "better residential options; to be

involved in treatment decisions; mental illness infonnation; understanding of medications;

concrete suggestions on behavior management; interaction with people with similar

experiences; understanding and support; help during crisis and in the long-term in the

fonn of respite; financial assistance and future planning" (Reisser and Schorske 1994;p.

14).

There is a tendency to fonn groups around illnesses where there is no cure, and

where there is chronic impainnent and in which medical, social and psychological

problems exist (Gussow,1976). Mental illness, especially schizophrenia, fits this

description, and there has been a proliferation of groups that have fonned in the United

States and Canada since 1979. It is projected that these groups will become more of a part

of the social care landscape as care dollars diminish (Terkelson, rggT).
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Hatfield (1987) identifies how self-help benefits its members; as role models, as

helpers to others (which is inherently therapeutic), and as an opportunity for learning.

Role modeling is only possible if another has the same role and experience. professìonals

do not have the capacity to share and understand in the same way that another mother of a

mentally ill child does. if an individual is able to reach out and help another person there

is a feeling of satisfaction and accornplishment that diminishes some of the feelings of

powerlessness that are a byproduct of watching a chronic illness unfold. If an individual

is looking for infonnation and education as part of their agenda in providing better care

they are leaming what is not available from other sources. Certainly mental health

professionals can provide the clinical details but they are limited in explaining the

personal reactions and realities that another mother can recount.

(iii.) Lirnitations

A support group gives affirmation to the people who confront the problem on a

daily basis. They have an ability to help and understand what no professional could.

Members of mutual aid groups do not see themselves as a replacement for the services of

the professional; rather most would define themselves as advocates who vocalize the need

for service provision that is non-existent or limited. Suppor-t goups are part of the

continuum that family caregivers need. In order to use a support group the individual

needs to possess language and communication skills, and have the capacity to attend.

Often the type of person who attends a self-help group is white, and middle class. There

is a history of women being more likely than men to use the support of a group process to

deal with social problerns and concerns. While wolnen are socialized to be receptive to

sharing problerns in a group context they may not have the tirne to attend a support goup
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if they have no one to provide care for dependent family members in their absence from

the home.

The provincial governrnent is supporting the development of self-help groups and

is dernonstrating this support by allocating some financial resources. Critics would argue

that the agenda of the government funder might dictate which particular aspects of self-

help are being favored over others (i.e. short term respite rnight be favored over advocacy

and lobbying efforts). When the group is dependent on government for financing they are

also more likely to adhere to a status quo agenda, which could be detrimental to women

members.

3.7 Sumrnary

In the preceding section it has been my intent to examine the literature relative to

several different areas in order to develop a framework for this study.

Schizophrenia is a mental illness which has no known cause or cure. It is an

illness which afflicts individuals when they are young adults and can be chronically

debilitating. Theorists have made numerous efforts to explain and understand the illness

by looking at the family. There is no evidence that families cause schizophrenia yet the

family, often the mother has long been implicated and maligned by rnental health

professionals. Individuals wìth the illness are frequently dependent on others to look after

them. As a consequence of the deinsitutionalization movement there has been a

divestment by the state of a significant portion of those care needs. That responsibility

has been returned to the family careprovider with inadequate resources available to do the
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task. The family careproviders have had to deal with two conflicting realities, the need

for their child to receive mental health services, and a service sector that frequently

blamed them for the illness.

There is a growing body of literature about the burdens that families, but

especially mothers, contend with in providing care in families. It has been feminist

theorists who have identified the exploitation of women as the unpaid workers in the

private sphere of the family. Socialization alone is an inadequate explanation of how it is

that women continue to be delegated the role of caregiver for the family. The work of

Chodorow is useful as a way of looking at how gender roles are created and sustained.

She describes how gender roles are learned from the mother who endeavors to teach her

offspring if they are like her or different from her. Her female children she draws close to

her because they are like her and she teaches them the nurturant skills so that they may be

able to reproduce the mothering behavior. On the other hand, her sons must leam to adapt

and fit into a competitive, capitalistic structure where nurturant behavior has no place.

Mother must push her sons away from her and teach them that they are not female, that

they are different from her. Mothering behavior is reproduced and maintained by the

structures of the society which assign the role of rnothering to women. Mothers mother

even beyond the periods of dependency of their young children, they maintain the role

with disabled or ill members of the family as well. Often it is the mothers who are the

only ones willing to take on the task of caregiving. Although the provision of care by

mothers for their adult children is an extension of mothering beyond childhood, it's also an

expression of nurturing and caring about an ill family member, and a socially expected

fernale response.

When a person has a chronic and debilitating illness such as schizophrenia there is

a dearth of resources to provide services and the bulk of the responsibilify is handed off to
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families, but rnothers specifically. When people are contending with an illness where

little formal help is available, when the condition is chronic and when there are

psychologrcal or social aspects, it is a likely candidate for a self-help approach.

Schizophrenia is such a problem and there has been a proliferation ofsuch groups since

1979- There has been a growing recognition by persons with the illness and their families

that if they work together to demand better treatrnent, information and resources, their

concerns will be heard. This concern for mutual aid led to the formation of self-help

9roups which are now starting to have an impact on the legislators and program planners

who are recognizingthe benefits of this approach in the field of mental health.
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III. METHODOLOGY

4.0 METHODOLOGY

4.1 Introduction

I have chosen to conduct research on the caregiving work done by rnothers who

have adult children with a serious mental illness. An examination of the literature reveals

that there is little research that has been conducted that considers the rnother's point of
view. Family caregiving is promoted as being in the best interests of the person with the

mental illness. Whether this is indeed true is not being considered in this study, rather the

matter of "who" in family does the caregiving is being addressed. Family caregiving has

traditionally been provided by the women in families, so I feel it is essential to consider

this issue frorn the caregiver's point of view.

The lack of data suggested to me that a qualitative study could begin to provide a

description of what mothers' caregiving to the mentally ill entails. This study is intended

to recognize and delineate what mothers do in relation to caregiving and to explore what

motivates them to continue caring for their ill children, who are now adults.

My personal orientation is feminist and this particular paradigrn affects the way

that I see the world as well as my topic choice for this study The interest that I have in

mothers'caregiving work is based on a belief that much of the work done by women in

support of their families is not recognized as work and is not only taken for granted but
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expected. It is necessary to pay attention to the wolnen who provide care in order that

their experience and knowledge are given voice.

A qualitative research design, applying phenomenological methods, was used to

elicit the essence of the woman's experience of mothering an adult child with a mental

illness. This method will be discussed in greater detail in a later section.

The wornen who participated were all members of the selÊhelp gïoup, Manitoba

Schizophrenia Socieff (referred to by the acronym MSS). They were all urban residents.

Most were elderly women, all of whom were middle class and white. There were seven

women who volunteered to participate in this study, each had an adult child who had been

diagnosed as having schizophrenia. These mothers were invited to share their caregiving

experiences and to reflect on how this experience affected them and their relationships.

They were asked to offer their opinions on what else was needed in the way of resources,

or research that would allow their children to function optimally. Precautions were taken

to protect anonymity and privacy and to rnaintain confidentialify. A detailed explanation

of the steps which were followed procedurally and an explanation of the decisions made

will be provided.

There were solne very definite advantages to conducting this study in the way that

I did, but there were also some lirnitations or disadvantages. Efforts were made to

consider research reliability and validity issues, and this will also be described in this

chapter.

The preceding was a brief overview of the contents of this chapter, which will help

the reader to understand the order of events and choices made during the course of this
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study. It does not however reflect the turmoil and angst suffered by the writer in

accurately presenting the stories told by the women who participated.

4.2 Feminist Paradigm: Definition and Application

A paradigm is defined by Lincoln & Guba, 1994; p.105 as "the basic belief

system or worldview that guides the investigator, not only in choices of method but in

ontologically and epistemologically fundamental ways". A paradigrn is the way we see

and know the world, the values, the conceptualbaggage: that is our understanding of
reality. Paradigms are what guide the way theory is developed, the way data are collected,

the way they are analyzedand also the way that findings are disseminated.

A feminist paradigrn is one that adheres to the view that women need to define

their own reality and that wornen's voices need to be heard when their lives are being

studied. Common to all feminist research is "the outlook that it is important to center and

make problematic women's diverse situations and the institutions and frames that

influence those situations, and then to refer the examination of that problematic to

theoretical, policy or action frameworks in the interest of realizing social justice for

wolnen (Eichler, 1986, p. 68).

Prior to the feminist interest in the day-to-day world of women, there was an

attitude prevalent that there was nothing different about women's lives that could not be

adapted to fit existing paradigms. As a consequence, the depiction of wornen as a distincl

group were either absent or invisible in research. There was no language to describe the

work that women did other than "wife", and "mother" and both were thought to be self-

explanatory tenns. The work that women did was taken for granted, especially the caring
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they performed for the young, the elderly, and the infirm (Finch and Groves ,19g2;
Graham, 1983, Waemess, l9B4; Dalley, 1983).

Feminist research challenges the social science research

status quo by claiming that research historically conducted

by men portrays only the male perspective, the paternalistic

life world, and has virtually-and deliberately--excluded

women's perspective and contributions. using the same

techniques as other qualitative research, feminist

researchers collect data to ensure that the fernale

perspective has been elicited and analyzed, that the ferninist

perspective is primarily presented. The feminist research

agenda is to fill the void of decades of social science

research that has ignored woÍìen informants, women's

work, women's roles, and women's contribution to society

(Morse, 1994 p.221).

The writing of Nancy Chodorow, especially her work, The Reproduction of
Mothering (1978), provides the theoretical structure to this thesis and infonns and shapes

the research questions. A detailed discussion on this material is given in the theoretical

framework section.

In the literature on women and caring, "caring for" has been studied as a set of

behaviors; the breakdown of tasks that constitute care and the time they take have been

measured and determined. "Caring about", is another matter entirely. How do we

measure or quantify an emotional relationship? It is the "caring about" set of issues that I

am interested in learning more about, those which are provided primarily by wornen. A
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qualitative study informed by a feminist perspective was seen as the best way to conduct

the research.

Most literature on mental health does little more than acknowledge that it is

families that provide care to the deinstitutionalized,mentally ill The word "farnily care,' is

often an euphemism for "mother care". Women need to be asked about their caring and

why they do what they do. The explanation needs to come frorn the woman doing the

caring and not from an outside expert. In the past, "realiff" was constructed by the outside

expert, however the feminist paradigm proposes that the wolnan be asked to define her

reality. It is this kind of a feminist issue that speaks to the politics of science and the

positivist approach.

The subjects in my study are wornen engaged in a task that is ahnost exclusive to

females, that is, caretaking. Cook and Fonow (1986) identify four main themes that

characterize the ferninist approach to research: reflexivity, action orientation, attention to

the affective components, and use of the situation-at-hand. These themes, when applied

to research on wolnen, reflects a feminist approach. I will touch briefly on how those

identified issues apply to the women who participated in this study.

Reflexivity means, "the tendency to reflect upon, examine critically and explore

analytically the nature of the research process"(Cook and Fonow, p. 2). This approach to

process is not unique to feminist research, but the consideration of gender and the

concomitant irnpediments is. The process of "consciousness raising" is the means by

which self-awareness is developed, and in feminist scholarship, this is often an articulated

goal. The "role of reflexivity" is more pertinent to me, the researcher in this study. As a

long time professional mental health worker, I had been aware, but not fully conscious, of
the exploitation of the mothers of the mentally ill. I had never fully appreciated the
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magnitude of the responsibility that these older women carried with so little fonnal

support. This particular group of women, all members of a selÊhelp group, took it upon

themselves to become educated and informed. They also mobilized in ways that would

enrich their lives as well as those of their ill offspring. Through the process of conducting

my research, I discovered something that had been invisible to me up until then. I

discovered strong and tenacious women who were the best of advocates because they

"cared about" the persons who were mentally ill.

The action orientation "is found in intention: the aim of feminist research is

liberation"(Cook and Fonow,p. 6). From a political perspective what this might mean is

that the researcher has to be aware that the research topic must be relevant to the needs of
wolnen and that care is taken that the results of feminist research are not co-opted to the

detrirnent of women. An awareness of history and a recognition of the policy implications

of specific research findings as well as the broader collective interests of women, are all

issues to which feminist researchers rnust be attuned. The "action orientation" is

concerned with the question'why do mothers provide the care?' Many of the wornen

would answer'if I didn't, who would?' Many of the participants felt that homelessness was

not an option that they wanted to contemplate for their ill children. The mothers chose to

act by joining a self-help group, which actively looks for alternatives, including better

housing, vocational opportunities, and research into the causes ofthe disease.

A third distinguishing feature of ferninist rssearch is "the refusal to ignore the

emotional dimension of the conduct of inquiry...not only acknowledgment of the affective

dirnension of research, but also recognition that emotions serve as a source of insight or a

signal of rupture in social reality" (Cook and Fonow, p. 9). Feminist researchers have

identified "caring" as a woman's issue and talk about both the warïn and positive aspects

as well as the burdensome and negative sides (Gilli gan,1982;Finch and Groves, 1983;
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Collins, i989). It is not uncommon for the negative emotions to be explored, as all

emotions are recognized as having the potential to create new insights and understandings.

Attention to the "affective component" of caregiving is a major consideration because this

study is about caregiving work that women perform for their children. The children have

become disabled as a consequence of an illness that struck in late adolescence, when their

fufures looked bright and promising. Their mothers have had to come to terms with the

sadness and disappointment about the lives that their children might have had. Being

sensitive to the mother's emotions when she talks about those lost dreams is essential in

understanding their irnpact on her.

The fourth rnajor defining characteristic is the use of the situation-at-hand;

involving the "emphasis of creativity, spontaneity, and improvisation in the selection of
both topic and method" (Cook and Fonow, p.1 1) Often the routine and mundane aspects

of everyday living are gender differentiated and characteized by gender inequality. The

use of everyday situations as an area for study also allows female researchers wth limited

resources to conduct legitimate inquiry. The "sifuation-at-hand" of this study is the

everyday caregiving in which women engage with an ill adult child. When these

individuals were children they were cared for by their mothers and now that they are ill
and adults, their mothers still maintain the role of primary careprovider. Some of the

woÍlen in the study have provided care for forty years or lnore. To them, it definitely is

their "everyday life" world.

There are other characteristics of a feminist approach to the conducting of
research and those have to do with values about what constitutes good science.

Plager (1994), describes how traditionally science has been considered arational

male enterprise where there is no place for emotions, and where there is a sharp separation
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between subject and object. This kind of clean and uncluttered approach to research was

thought to be essential for truths to emerge. It has been refer¡ed to as the Cartesian mind-

body dualism; where subject is distinct from the world of objects, an abstraction which is

characteristic of this approach. Women have rarely lived life with that kind of sharp

division between subject and other, women are more likely to see themselves as

embedded in the world that they occupy. To explain this more simply women have less of
a tendency to objectifu the world around them. They have been assigned a non-rational

role where there is no separation between subject and object. The second assumption of
this mind-body dualism approach is that entities can be broken down into isolable units

and then generalized to find regular, orderly relations between units so that the whole can

be reconfigured. Feminist scholars have not approached science in this way. Their view

of science is more contextual and relational, offering as a consequence, a different reality.

The dominant view of what constitutes good science has been characterized by a

sharp separation of subject and object. Fox Keller (1984) suggests that it has its psychic

origins in the radical separation of the male child from his mother. She goes on to say.

The recognition of the independent reality of both self and

other is a necessary pre-condition both for science and for

love. It may not, however, be sufficient --for either.

Certainly the capacity for love, for empathy, for artistic

creativity requires more than a simple dichotomy of subject

and object. Autonomy too sharply defined, reality too

rigidly defined, cannot encompass the emotional and

creative experiences which give life its fullest and richest

depth. (p. i95).



60

A feminist view of what constitutes good science does not isolate the subject

from the world that they live in and does not separate the individual from their life

experiences. Nancy Chodorow's work on mothering is used to inform this thesis. It is a

theory about the acquisition of gender identity which can also be used to refer to wornen,s

views of science. Illustrating the difference in male and female development and

perspective, Chodorow explains that:

...growing girls come to define and experíence themselves

as continuous with others; their experience of self contains

rnore flexible or penneable ego boundaries. Boys come to

define themselves as Írore separate and distinct, with a

greater sense of rigid ego boundaries and differentiation.

The basic feminine sense of self is connected to the world,

the basic masculine sense of serf is separate (rg7g,p. 169).

There must be a recognition that in conducting research that uses a feminist

paradigm, both feminist theory and ferninist practice applied to research must infuse the

work in order for it to be congruent.

Use of a feminist paradigm to study caring has been discussed by numerous

feminist writers,(Graham, 1983; Dalley, 19g4;waerness, t9g4; Baines, Evans &
Neysmith, 1991) and is the basis of this research. I have used Waemess's (19g4 ,p.71)
definition of caregiving work which includes the services, help and support, given on a

consistent and reliable basis to persons who, according to generally accepted social noffns

are dependent (i.e., cannot take care of themselves).
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4.3 Qualitative Research

There are certain features of qualitative research that are common across the social

sciences and they include the following: there is an effort to understand the meanings and

perspectives of the participants; relationships regarding the strucfure, occurrence, and

distribution of events over time are studied; and points of tension or conflict are

considered important (Janesick, 1994; p. 213).

Qualitative research is rnultirnethod in focus, involving an

interpretive, naturalistic approach to its subject matter.

This means that qualitative researchers study things in their

natural settings, attempting to make sense of, or interpret,

phenomena in terms of the meanings people bring to them.

Qualitative research involves the studied use and collection

of a variety of ernpirical materials--case study, personar

experience, introspective, lifestory, interview,

observational, historical, interactional and visual texts--that

describe routine and problematic moments and meanings in

individuals' lives. Accordingly, qualitative researchers

deploy a wide range of interconnected methods, hoping

always to get a better fix on the subject matter at hand

(Denzin & Lincoln, 199a;p.2).

There is no theory or paradigm that is exclusive to this approach, and neither

does qualitative research favor any particular rnethod. Qualitative research is conducted

in a variety of disciplines but all have in common the naturalistic perspective and the

interpretive understanding of human experience. The particular interpretive framework

that the researcher applies will have a bearing on the shape or fonn that the study takes.
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The interpretation is influenced by the tensions that arepart of the experience of inquiry

and frorn which the researcher can not separate themselves because they bring their

beliefs and values with them. V/hile the conduct of scientific enquiry is purported to be

free of bias this is not truly possible in the social sciences because human beings are not

able to dichotomize their thoughts and feelings. The researcher must recognize

themselves as involved in a social interaction and use a framework which takes that reality

into consideration.

Qualitative research has been viewed as a less legitimate form of research than

the quantitative fonn even in the social sciences. There is a popular view that the so

called positive sciences such as physics and chemistry can produce "truths that areable to

transcend personal opinion and bias"(Denzin & Lincoln, 1994; p.4). euantitative social

scientists subscribe to this point of view, emphasizingthemeasurement and analysis of
causal relationships between variables. They stress quantities, amounts, frequencies, and

intensities that can be counted. In contrast, the qualitative researcher looks to understand

how social experience is created and given meaning. They posit that there is more than

one truth, that reality is socially constructed and that all human inquiry is value-laden.

There are a variety of reasons for choosing qualitative rather than quantitative

methods. In their introduction Denzin and Lincoln (1994),suggest the following: the

qualitative school is evolving on a different path than the positivist sciences, often

exploring more than one reality and that the rnethods of quantification do not fit in these

situations. Quantitative methods, usually generating aggregate data, aremore appropriate

when broad patterns in a population are desired. This is not to suggest that numbers and

measures are not used in qualitative research, rather that there is a difference in the way

these numbers can be interpreted. There is a range of views on the part of qualitative

researchers about positivist methods: some incorporate them while others do not use them
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at all. Those that do not use them see them as irrelevant and in many ways stifling to the

telling ofthe real truth as perceived and experienced by the subjects. The non-users

suggest that there are other ways to do good research which is free of personal bias and

subjectivity and these rnethods work too. The most often cited reasons for using

qualitative methods are that they provide rich description, more closely capture the

individual's point of view and can examine closely the realities of everyday life (Denzin

and Lincoln, 1994, p.5).

(i.) Rationale for Choosing

In the study that I conducted, I spoke with women who were taking care of adult

children experiencing a serious incapacitating mental illness. I was interested in learning

about the caregiving work that they did with adult children and how doing that work

affected them. I wanted to hear their reactions, their descriptions of the dayto-day

business of being responsible. How they were assigned this work, whether they felt solely

responsible and whether any one else would do this work if they did not, were also of
interest. In addition, I sought the mothers'ideas about their children's needs currently and,

in the event that the mothers would be unavailable to do the job, how those needs would

be met. This kind of description lent itself to a qualitative study.

I was interested in the everyday lives of women who had caregiving

responsibilities that exceeded the normal range seen in the rnothering role. My review of
the literature on farnily caregiving did not provide any rich description about what that

everyday life looked like. I was especially interested in hearing the mothers'views, what

their responsibility felt like in relation to the constraints and the problems they

encountered in trying to provide care. It is my view that the first step in understanding



64

phenomena is that they be described. A qualitative methodology is the method of choice

for description.

(ii.) Phenomenology

Phenomenology is one of the strategies of inquiry used in the qualitative

approaches described by Denzin and Lincoln (T994), as reality-constituting interpretive

practices. The interpretive practice refers to the researcher's paradigm which influences

the choice for research design and strategy of inquiry. These particular approaches

examine how people construct and give meaning to their actions in commonly occurring

social situations. Participant observation and interviewing are the techniques most often

used to study people's interpretive practices (Denzin & Lincoln, p.204).

Hermeneutic phenomenology is best suited to answer questions about human

issues and concems; the "what" and "how" questions. It is used to gain an understanding

of what the issues and concerns are, and what significance the participants attribute to

thern' It rnay help in anticipating future events but it does not have any predictive power.

The approach aims to shed light on the significance of practical activities in our everyday

lives (Plager,7994, p. 81) Benner explains the phenomenological approach as

çharacterized by a fluid process.

The phenomenon and its context frame the

interpretive project of understanding the world of

participants or events. The interpretive researcher creates a

dialogue between practical concerns and lived experience
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through engaged reasoning and imaginative dwelling in the

imrnediacy of the participants'worlds. The goal is to study

the phenomenon in its own terms and this requires being

critically reflective on the ways that any one set of

prescribed methodological strategies, personal knowledge,

and social context create a theoretical and perceptual

access that influences understanding (Benner, 1994, p. 99).

According to Benner the questions, comparisons and imaginative dwelling *in 
the

lives of the research subjects creates a text for the researcher to work with. Then, through

a process of critical reflection which includes the skills of analysis, synthesis, criticism

and understanding, the researcher generates their interpretive commentary.

Of concern to phenornenologists are the ways that the experiential world, which

is taken for granted, is produced and experienced by rnernbers. It is necessary to suspend

the "taken for granted" orientation that the researcher rnight carry andto simply "focus on

the ways in which members of the life world themselves interpretively produce the

tecognizable intelligible forms they treat as real"(Holstein & Gubrium , lgg4, p.263).

"Stocks of knowledge", is the term used by Holstein and Gubrium to describe the

resources that people use to decode the information that they encounter in their everyday

lives. It is socially constructed and based on a cornmon-sense approach to situations. It

produces a familiar world and it is this familiarity which allows people to describe their

experience using particular typifications. Typifications are the shared constructs and

categories, that offer guidelines for understanding and interpreting experience. The

*Imaginative 
dwelling, is when the researcher uses their imagination to place themselves

in the experience of the participants.
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shared experience of living in a particular world together allows members to understand

one another.

"Typifications make it possible to account for experience, rendering things and

occuÍrences recognizable as being of a particular type or realm...meaning requires the

ínterpretive application of a category to the concrete particulars of a sifuation" (Holstein

and Gubrium,1994,p.263). It is language and words that give these typifications

description, and it is these attributions of meaning that allow people to understand one

another.

...the meaning of a word is taken to be what it references,

corresponds with or stands for in the real world--following

a correspondence theory of meaning. ln this framework

the essential task of language is to convey information, to

describe reality. Viewed as a system of typifîcations,

however, words can be seen as the constitutive building

blocks of everyday reality. Accordingly, social

phenomenology rests on the tenet that social interaction

constructs as much as conveys meaning (Holstein &.

Gubrium, 1994,p.263).

Our skills and practices are shaped by our experiences in the world of our

cultures and societies and this becornes the shared background from which we draw

understanding and knowledge. It is because of this shared understanding that we are able

to relate to what is happening in our world, to understand the situations, to cope

effectively and to be engaged, and involved with the world in a concerned way with
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practical activities (Benner & Wrubel, 1989; Dreyfus, 1991). Heidegger called the shared

background with which we are familiar but interpret in either a shared or individu al way

"the clearing" (Plager, 1994 p.69). There is a recognition that there are times when

individuals or groups develop specific clearings because of their shared background

experience. This shared community understanding is often not articulated due to its

familiarity.

What is of concern ìn henneneutic phenomenology is the description and

interpretation of the practical engaged activity of everyday lives and what is said about it

as well as what is not said about this activity. Crucial to the application of this research

methodology is a philosophical stance which was sumrnarized,by Dreyfus (1934):

" Being is a selÊinterpreting activity that consitutes the hermeneutic relation.

e In order to be actively engaged there must be an understanding of what being means,

and it is this understanding that opens a clearing. The members of society have a

shared understanding of this interpretation.

" Everyday practices and awareness take place inside the clearing and governs what

everyday human activity is taken for granted (p.73).

ln social interaction with others, we assume that others in our world understand

experiences and events in the same way we do. The subjective understanding of
individuals differs, of coutse, and these differences are of interest to phenomenologists.

The goal of phenomenology is to explain how objects and experiences are meaningfully

constituted and communicated in the world of everyday life.

Denzin (1989) suggests the following steps be taken when the phenornenological

rnethod is being used:
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o Locate within the personal experience, or self-story, key phrases and statements that

speak directly to the phenomenon in question.

o Inte¡pret the meanings of these phrases as an informed reader.

" obtain the participants'interpretation of these findings if possible.

e Inspect these meanings for what they reveal about the essential, recurring features of
the phenomenon being studied.

" Offer a tentative statement or definition of the phenomenon in terms of the essential

recurring features identifîed (cited in Janesick , lgg4, p. 2I5).

(iii.) Application of phenomenology

The reasons that I selected phenomenology as the method of inquiry had to do

with personal orientation, problem under study, and opportunities for learning. The

consideration of the everyday as a topic worth researching is also appealing to me. The

experience of motherhood which is common to the majority of adult women is just such a

phenomenon' Theorists and social scientists have sought to explain the role of mother in

relation to any number of situations or problems in the past but it has been less common

for women who are mothers to explain the phenomenon to the social scientists. It would

seem to me that the person with the knowledge of the experience would be in the best

position to explain it and that first-hand knowledge would lead to the truest picture from a

mother's perspective.

As explained earlier, a feminist orientation frames my understanding of the way

that the world works. This involves a value base that stresses that women are expert in

their own lives and that the way they interpret and solve problerns is worthy of study. My
interpretation of phenomenology is that participants offer narratives, or explanations of
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how and what motivates them to live life the way they do. It is this recognition of the

participants' "stock of knowledge" that I especially appreciate in this method, and i think

that the approach is itself affirming.

The particular experience that I asked the participants to describe is the

mothering of an adult child with a mental illness. The women in my study have had the

experience of rnothering young children, healthy chìldren, acutely mentally ill
adolescents, healthy adolescents, healthy adults, and mentally ill adutts. The mentally ill
adults have lived with them as well as away from them but wherever they lived mom still

continued to mother. It would seem that their diverse experience would position these

wolnen as experts in the mothering business, and I was interested in learning about their

experiences.

The third reason that I chose phenomenology was that it presented rne with an

opportunity to look at a particular phenomenon from a different perspective than the one

that I typically use. My work experience has been as a professional caregiver in the

tnental health fTeld, as a psychiatric nurse and as a social worker. The dorninant model of
practice was the rnedical model in which the doctor knew best and the job of the other

professions was to follow orders. Of course, medical experts play necessary roles and the

many essential services they provide cannot be replaced. However, this expert model of
practice in mental health did not sit well with rne. Opportunities to think for myself and

encourage others to do the same for themselves seemed to produce richer results and, at

the very least, was more personally rewarding. When I contemplated this particular

project, I envisioned it as a chance to get some feedback on the kinds of practices that I
had seen and been involved with in the past. The theories of etiology to which I had been

exposed during this time were of the mother-blaming variety and while not common now,
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they have not entirely disappeared. These views

begin is to have mothers tell their own stories.

need to be challenged and the best way to

(iv.) Strengths and Limitations of Methodology

The rnost obvious strength of the method I used is that the experiences of the

women were related from their own point of view. If I hadn't asked open-ended questions

the material generated wouldn't have had the richness and depth that the conversational

style produced.

The study that I conducted was exploratory in nature and small in size. As a

result, one must be cautious in generalizing from the srnall group of respondents to a

broader population of mothers caring for adult children with mental illness. Furtermore,

my choice of method, phenomenology, has no predictive power, limiting the conclusions

that can be drawn. The aforementioned could be considered limitations but these features

are also potential strengths in that the material generated by this study can point to further

directions for other related research.

The rnajor limitation of this study is that the experiences of the women was

culled from only one major interview with each respondent. A larger study could have

captured the stories of the wofiren in multiple interviews over a longer period of tirne.

Some opportunities for observation would have made the explanation of the phenomenon

more contexfual and would have given more strength to the "meaning units" that were

attributed to their caregiving experience. Resource constraints related to both tirne and

money kept the design of this study simple and small.
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It must also be noted that the wolnen respondents were not asked to participate in

the research design process. This could have been made possible through focus goups.

After reading the material on qualitative research I was especially taken with the idea of
focus 9roups and believe that this particular approach would have allowed the women to

have more input in the research design. This would have been truer to the feminist ideal

and would have given againmore depth and breadth to the study.

All of the women who participated in the study had the experience of caring for

their ill child when that person lived in their home. At the time this study was completed

the majority of ill children had achieved some level of independence and were living on

their own. The opportunity to contrast the experiences of mothers who shared a residence

and provided care with those mothers who provided care across households would have

offered further insights. It was only possible to identify what could potentially be

idiosyncratic experiences from those wolnen whose children lived with them.

4.4 The Study

(i.) The Participants

The women who participated in my study were all members of the MSS, a selÊ

help group dedicated to providing education and peer support for persons affected and

afflicted by the mental illness schizophrenia.

I met with the Executive Director of this organìzation on two occasions; first, to

inform her of the intention of my research and then to obtain her endorsement for the
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project. I requested that she send "the request to participate letter" (Appendix 1) to 10

members of the organization who were mothers of adult children diagnosed with

schizophrenia. It was further stipulated that these mothers would see themselves as

primarily responsible for care provision to their ill child. I also asked that the Executive

Director accompany my request letter with one of her own to support my research

endeavor. The Executive Director of the MSS was the only person who knew to whom

the request to participate letter was sent. The respondents who chose to participate were

only known to this writer.

Prospective participants were invited to return signed consent forms by rnail if
they wished to participate (Appendix 2). The consent form offered information on the

particulars of the study and dealt with time commitments, nature of the questions,

guarantees of confidentiality and anonymity as well as freedom to withdraw from the

study. The participants were also asked to indicate the time of day that they preferred to

be contacted for interview arrangements to be made at a site chosen by thern.

Seven women returned the signed consent forms and participated in personal

interviews. All interviews were audiotaped and these tapes were subsequently

transcribed. These transcriptions form the basis of this report. In addition, at the

completion of each interview, a process recording was made which focused prirnarily on

my reaction to the person and her story. If there was anything that I thought especially

significant, I would make note of it; these notes were obviously very subjective. In order

for me to understand the meaning that the participants gave to situations or people, I felt

that I had to recognize what my owïl attributions were.

The origin of the idea for collecting the data from self-help group members came

from a mother whose schizophrenic son was not getting enough support from the
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caregiving community. She was looking for support for herself as well, and felt that a

$oup context would be an ideal forum for this to happen. It was this mother that

graciously agreed to allow her narrated experiences to be used as a pilot study frorn which

I could develop meaningful questions that could be used in my research. She offered a

perspective on caring for an ill child which I found very useful. Schizophrenia is an

illness that tends to have a very rapid onset but is not usually recognized immediately for

what it is. As a result, mothers are on an emotional roller coaster during this time. A

perspective developed for her only while she and her child learned to live with the illness.

She learned how to care for an adult child with an illness by doing it. It was over the

course of the illness that she came to understand her son's limitations. She came to

understand the illness, and could describe her reactions and those of other family

members. This experiential knowledge led her to conclude that some time was required

before she was capable of discussing the phenomena of caring. This information led me

to believe that mothers most able to describe the phenomena under study would be women

whose children had been diagnosed some time ago. I was of the opinion that they had

perhaps reached some stage of acceptance or resolution which would make it possible for

them to share their caring experiences.

I did not want to use the fonnal mental health system as a way of accessing

potential participants. I am a member of that system and there could be perceptions of a

conflict of interest or abuse of a position of power or authority. It was important that the

woÍren be allowed to speak for themselves and the best way to ensure that this happened

was to approach an otganization that has as one of its aims the promotion of education

and infonnation about the illness. It was my belief that if mothers had reached the point

ofjoining a self-help group that they were ready and able to talk about the experience of
rnothering a person with a mental illness, and that they had developed some perspective

on the experience.
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Additional reasons for looking to a self-help group to provide participants had to

do with the feminist ideology to which I subscribe The group context has been used as a

means of collective consciousness raising in the feminist movement. It has helped women

to feel less alone and to recognize that the problems in living that they are experiencing

have less to do with personal inadequacy but are more likely to be a result of institutional

or systemic barriers. The traditions of social work also support the group context as one

which minimizes isolation and creates cohesiveness between persons who have similar

experiences. This is in keeping with the concept of "the clearing" that was previously

discussed. A self-help group helps to identifu the shared experience, develop common

language to describe the experience, and offers members ways to help them to sort out and

understand their experience.

It rnust be noted that my personal style of taking charge of situations that impact

rny work also influences my attitudes. People who seek help by involving themselves and

taking responsibility are appealing to me. This is the kind of person that I imagined would

be involved in a self-help group. Inherent in the above is the shared belief between

researcher and participantthatthe group is both a place and amethod for having needs

met. It is possible that my study has limitations because it is geared towards highly

motivated, and committed individuals which is not necessarily representative of all

woffìen who are mothers of rnentally ill adult children. Certainly, those caregivers who

have not sought help through rnutual help would be missed. It is also geared toward

women who are white, middle-class, educated, and articulate as these are the women most

likely to join a self-help group. It is important to acknowledge that those descriptors also

pertain to me. I believe that my understanding of the phenomena under study is enhanced

because of my capacity to share linguistic and cultural traditions with the participants.
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(ii.) The Interview Process

All but one of the interviews were conducted in the house or apartment of the

women. The remaining interview was conducted in the MSS offices. The homes of the

women were all very comfortably furnished and immaculately clean. The women were all

very genial hosts, most offered coffee and baking. They appeared to relish the opportunity

to talk about their experiences. The responses to the questions were freely given and

open. Several of the wofiten had prepared notes for themselves prior to the interview.

They appeared to be related to chronology and the desire to present accurate, factual data.

Generally, the respondents impressed me as well-mannered, rniddle-class women who

were prepared to talk about the effect of the illness on their child. They were not nearly as

talkative about the effects of the illness on them and the rest of the family. There was not

a sense from them that they did not want to cooperate with the line of questions that I was

pursuing, but I observed that this was a new line of inquiry that they had not thought about

before.

The majority of the adult children \Mere living on their own, and these persons all

resided in subsidized housing sponsored by the MSS. All of the ill children had lived with

their mothers since becorning ill and sorne had been out of the home for a period of time

but had retumed. All of the women had cared for their adult children in their own home

for prolonged periods of time prior to the adult moving out.

The proposal for my research along with the completion of the fonns for the

ethics committee were submitted and approved by the thesis committee and the ethics

review committee following tninor revision. i had developed a tentative questionnaire

guideline but following its use in the pilot exploration I found it to be too time consuming
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and not focused enough for the intent of my research. The focus of my questions tended

to be too clinical, too oriented to the manifestations of the illness and without enough of
the rnother's point of view, feelings and reactions to the caregiver role. Discussions with

my advisor helped me to nalrow the volume of questions to a more manageable number

and to develop the intended focus.

I used the suggestions of rny committee to look at different fonns of qualitative

methodology and explored the possibilities of grounded theory before phenomenology

was selected. In many ways there is not a pitre phenomenological approach used here

because I used a prepared script of questions. I chose to do this because I did not want to

be overwhelmed by the data at the end of the project and also because I felt that a

prepared script would keep rne from reverting into my clinical practitioner role, in which I

am more well versed than the researcher role. I found it difficult when I did my pilot

study to not focus on problem solving strategies and to stick to the agenda of collecting

information only. The participants were aware that counseling was available if they felt

overwhelmed or distraught after telling their story. It was not rny intention to have the

participants recount painful memories and then be left feeling bereft.

Arrangements for the interviews were made by telephone and the option of where

and when the interview could take place was left to the individual. It was rny belief that

the women could decide if they wanted to organize it for a time when there would be no

one else in the house or if they would be more comfortable in a neutral site (previously

arranged to be at MSS offices). I was surprised at the willingness of these women to

allow a stranger into their homes to pursue a line of very personal questions.

Armed with prepared questions, a tape recorder and a note pad I rnet individually

with the wolnen who were willing to participate. The taking of notes helped me to stay
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focused on the agenda at hand and to not deviate. The women seemed to be the most

comfortable if we engaged in some social pleasantries first and then got down to work, so

that is usually what happened. All of the women agreed to the audio tape and did not

seem to be overly concemed about it, some even stopped in mid-sentence when the tape

needed to be changed.

The women were all eager to talk about their sons or daughters that were

afflicted with the illness. I restricted the discussions in this area as much as I was able to

by following the guideline of questions. Some of the demographic information was

essential in order to get a complete picture of the kind of situation with which these

women were contending but some of the detail that was offered was extraneous to the

purpose of this study.

At the conclusion of the interviews most of the women asked what would happen

to the material that I collected. I told them that I would send each of them a copy of my

findings and that I would send a completed copy of this thesis to the MSS office. I

reminded thern of rny intention to erase the recordings of their stories at the cornpletion of
the process (as per rny stated intent in the ethics proposal). The women were advised that

the information they provided would be maintained as confidential, and that their identity

and that of other family members would be protected. During the course of the interview

all persons were referred to by their first name only and the tapes, notes and computer

diskettes were identified by a coded descriptor that was known only to this writer.

Identifying data or family circumstance that would not guarantee confidentiality was

eliminated or, if deemed essential, was disguised with the knowledge of the prirnary

advisor to this thesis.
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(iii.) Analysis of Data

After all the interviews were completed the material was transcribed in its

entirety to a computer disk by a secretary. Transcriptions were printed and sorted. The

first effort at categorizing consisted of sorting by questions. Each participant had been

asked an identical set of questions so the first method of sorting was straightforward. The

responses to the identical questions from each participant were collected and grouped

together. Some themes emerged in this first examination of the data and they were

highlighted in the margins beside the text to which they referred. It was done this way so

that quotes which were illustrative of the category would be readily identifiable. It was

these cryptic notes that were used to establish potential categories and then these

categorical descriptions were grouped together. The note taking and the words that were

used to describe data were words from mental health or social work jargo nthatare used

by mental health practitioners.

The next way of sorting was to use the categories established in a research study

which used the phenomenological rnethod. Chelsa 
.(1gg4) 

established patterns of
parental caregiving by parents with schizophrenic offspring. The raw data that I had

collected was categorized within the "meaning units" that Chelsa had established. The

good fits and the discrepancies were noted in the margins of the work. This study had

been selected because it was the most comparable in terms of the phenomenon being

studied.

*Chelsa 
identifies four distinct forms of caring practices when parents undertook care of

their shizophrenic children. The categories are descriptive, u.rd r.p..rent the orientation
of the parents in the way that they worked out their "oir.*r. The four categories are;
engaged care, conflicted care, managed care, and distanced care.
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The next stage of data analysis involved requesting the assistance of a literary

friend. She was asked to read portions of the text and consider from her vantage point as

mother and grandmother what the "meaning units" in the text were. My friend is not a

professional caregiver, she is an older woman who understands life from the vantage point

of experiences, solne traglc some not. She was asked to help because of the balanced way

that I have seen her interpret situations, even though she and I do not always agree. While

much of what the women in the study described seemed trag¡cit must be kept in mind that

these women's lives are livable. I believed that rny friend had learned that life was livable

because of the things thathadhappened to her. I thought that she would not be as caught

up in the sadness of the stories as someone not familiar with grief and sorrow. Her

reactions to the reading was that these women were ordinary women who had been called

upon to do extraordinary duty and that they did it because of their love for their children.

She understood their behavior and related to it as a mother. She offered categories in the

fonn of descriptors based on emotional "meaning units" that were relevant to her as a

mother. The descriptors that she selected were comparable to the ones that I had chosen

but were more focused on her emotional reactions to the stories. That she could react in

an emotional way told me that the stories that the wornen were telling about their

mothering experiences rang true and hit a responsive chord for her.

Each time that the data was looked at from a different angle and new vantage

point a slightly different perspective emerged. The different data analysis methods were

done separately and documented as they were completed. The different interpretations

produced a product that is a reflection of a particular place in time. It includes

description, personal reaction, theory, clinical decision-making, and replication coming

together to describe the phenomenon of mothers caring for mentally ill adult children.
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(iv.) Reliability and Validiry

According to Rothe, "some qualitative researchers do not consider reliability as a

major concem in their work". This is because people's realities are different and their

situations change. In addition researchers hold varying perspectives on the same topic.

Other writers consider the extent to which similar observations are made by several

observers (Rothe, 7994, p. 124). The way that credibility is established is crucial to any

scientific endeavor and this is especially so in the areaof qualitative rnethodology.

"Reliability in qualitative research has to do with description and explanation, and

whether or not a given explanation fits a given description" (Janesick , Igg4, p. 216).

While this rnay seem like an overly simplistic view of conceptualizing what reliability is,

it does capture the essence of the work that I did to determine that my study had reliability

There are a number of methods that can be used to establish reliability and I conducted

several of them. For example, I checked out my findings with the women who

participated, and I had an outsider review rny data and field notes to identifu categories

and then compared their categorizations with mine.

Validity in the traditional sense of consistency is difficult to achieve in

qualitative research. However, I consulted a phenomenological study that considered

farnily care of schizophrenic offspring (Chelsa, Igg4), and from this study I considered the

same categories and compared them to the categories I found in the data that I had

gathered. While this may not demonstrate validity, I believe it afforded me the

opportunity to examine the research material from another vantage point. It increased my

confidence in the descriptions provided, about the phenomenon of providing care to the

mentally ill when they are your children. It is impossible for a qualitative study to be
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exactly like another. Contexts such as time, place, researcher interests and analytical

perspectives vary across even very similar studies. However, Chelsa's study provides a

vantage point which can be used for comparison purposes, to examine the strength of my

findings.

The methods of ensuring rigor in qualitative design are discussed in Mors e (1994,

p.230) and are identified as the following: criteria of adequacy and appropriateness of
data, the audit trail, verification of the study with secondary informants, and multiple

raters. Each of these is worth some further explanation and discussion.

"Adequacy is attained when sufficient data have been collected that saturation

occurs and variation is both accounted for and understood" and "appropriateness refers to

selection of information according to the theoretical needs of the study and the emerging

model"(Morse, p.230). This has to do with the sampling method being used. In

qualitative research a group is selected rather than randomly chosen as it is in quantitative

studies. The qualitative researcher "samples until repetition from multiple sources is

obtained, this provides concurring and confirming data, and ensures saturation"(Morse,

p.230). The indicators of saturation include repetition in the information and

confirmation of previously collected data (Morse, p.230). To know when "enough is

enough" is hard to determine for a neoph¡e researcher. i had to rely on literature on

phenomenology which said my sample size was adequate and my primary advisor who

discussed and read some of the process recordings and who also said that there was

sufficient material.

The audit trail is the documentation related to the conceptual development of the

project which provides the evidence for the research process to be reconstructed from the

beginning to the conclusion. Morse (crediting Halpem,l983) identifies compilation of the
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audit list used in the reconstruction from documentation; "raw data,data reduction and

analysis products, data reconstruction and synthesis products, process notes, materials

relating to intentions and dispositions, and instrument development information"(p. 230).

It was this quote that made me realize that my musing and planning consisting rnainly of
scribbles and jottings could be called "materials relating to intentions and dispositions".

There was indeed a process of synthesizingthe material and each step involved

configuring the data in a different way.

The verification step is typically accomplished by sharing the developing model

with the participants of the study who will likely be able to confirm the accuracy and

validity of the data. Attimes itmay not be possible to ask the participants to verify

information and at these times a secondary source may be used. A secondary source of
verification was not used in this study. All of the women asked to see the findings of the

study that they participated in and originally I was only going to show thern the final

product. Further thinking made me realize that these women not only had told rne their

stories but they could also confirm rny interpretation of their words. The women were

sent the first draft of the findings section and invited to respond if they wished; to confinn,

dispute or emphasize any or all of the interpretations that had been made from our

interviews (Letter accompanying Appendix 3).

Morse (1994) clairns that the use of multiple raters is contested because it

involves having someone else read the transcripts who has not engaged with the data or

the participants in the same way as the primary researcher has. The purpose for doing this

is to ensure that what the researcher thought they saw was really present. This is not a

very effective technique though because it violates the process of induction that is part of
this method. The researcher has a body of knowledge from which they are drawing

inferences, seeing pattems or developing an understanding that can not be captured by an
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independentrater. The rater sirnply does not have access to the same amount and kind of

information as the primary researcher. I attempted a modification of this approach by

asking someone who is a mother to engage with the stories of other \¡/omen who are

mothers; this approach I believe epitomizes the feminist principle which locates the center

of expertise with the knower. While it is true that the woman that I chose to be a rater

does not have access to the literature, she does have access to the experience of

motherhood, which is, after all, the phenomenon under study.

Generalizeability is one of the main issues in quantitative research but in

qualitative studies what is essential to good methodology is that both rhetorically and

convincing stories be told. The researcher needs to reflect the local content and human

story that the participants shared. One of the things that I learned from the material on

qualitative research (Janesick, 1994; Lincoln and Denzin 1994) was that the narrative that

is produced as a result of the study needs to be effective in conveying the findings. In

order to do this one of the rnain attributes necessary for the researcher is to be a good

storyteller. The infonnation that is presented should make the respondents seem real,

their problems understandable, and their issues signifîcant. The story needs to be told in a

way that is relevant and meaningful. It is this capacity of the reader being able to relate to

the story which is the test of generalizeability in a qualitative study. Miller and Crabtree

(1994) offer a succinct synopsis: "Qualitative clinical research is convincing if the

methods are appropriate for the question and the investigator's relationships with

informants, data, and audience are clearly addressed; if the audience recognizes itself in

the findìngs; and if the question and results matter to clinical participants" (p. 349).



84

4.5 Summary

It was my interest to examine the caregiving work engaged in by mothers of the

mentally ill, from the mothers'point of view. I had not seen any other studies that

examined data from this particular population. I chose a qualitative rnethodology in order

to explore the subject in some depth. This allowed for the identification of the salient

issues from the point of the mother. The phenomenological method was chosen as it lent

itself well to the research questions, framed in a way that the meaning of mothers'

everyday experience was considered.

The research was conducted from a feminist paradigrn as that is the value base of

the writer and is in keeping with the topic under study, an issue which describes the lives

of many women. The feminist paradigrn recognizes as'knower'the individual who

experiences the phenotnenon in question, not the researcher or outsirde expert. The

strategy, value base and time constraints made it necessary to adopt an open-ended

question format to get at the caregiving experience of a particular group of women.

The women who participated are all members of a self-help group concerned

with a mental illness, schizophrenia. It is the goal of this organization to provide education

and support about the particular illness. These women have declared their interest in

informing and educating themselves and others through their participation in a self-help

group. The respondents in the study provided information on their caregiving

experiences.

The data was analyzed frorn several different perspectives in an effort to

ascertain the meaning of the woÍtan's experience from her point of view. Meaning units,
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as used in the phenomenological method, were categorizedand validated through several

different methods. These methods included leaving an audit trail, verification by

participants for accuracy, review oftranscripts by an independent validator, and

identification of meaning units. Application of theoretical perspectives informed the

consideration of the data. Reliability was enhanced through use of another person's

review of the categories in the data. Validity was enhanced through verification of
findings by the respondents. In addition, a similar study's results when compared with this

one bore a resemblance in the themes uncovered. This indicates that some features of
women's experience as caregivers of adults with schizophrenia may be common across

these, admittedly, different studies.
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IV. FINDINGS

5.0 FRAMEWORK FOR ANALYSIS OF FINDINGS

5.1 The Context

In order to understand the phenomena of mothering a person with a mental illness

it is important to remember that,

The fields of psychiatry, clinical psychology, and

psychoanalysis, while opening up uncharted territory for

exploration and providing tools for inquiry, rnay have

unintentionally retarded insight into the emotional realities

of child rearing. By describing the mother (and sometirnes

the father) as the villain in case study after case study, the

rnental health profession has reflected and strengthened

myths and beliefs finnly entrenched in society at large.

While giving us crucial infonnation about the

psychodynamics of children and adults, many

psychological theories tend to disregard the needs and

feelings of caregivers, and our culture's gross devaluation

of the mother (Swigart, 1991; p.240).

Feminist writers like Swigart understand that mothers in our culture are devalued

and cite the psychiatric establishment as a force in rnaintaining this because they do not
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consider or understand the caregiver's point of view. It is this inadequacy that is being

addressed by rny study.

The participants in this study all had children who had grown and developed

normally. Some of their children continued on this pathway while others became

mentally ill. In none of the situations did the illness strike before late adolescence or

early adulthood. This allows these wolnen to have a unique vantage point-they have

experienced mothering in a multitude of facets. They have mothered healthy young

children, healthy adult children, as well as mentally ill, adult children. The mothers had

gone through various life stages; they had mothered infants and toddlers as young

women' teenagers as middle-aged women, and adults as elderly women. Their mentally

ill adult children continued to be dependent on them even though they were themselves

approaching a tirne of their life when they face their own frailty and possible inability to

care for themselves. The stages and transitions that the women had experienced allowed

a unique insight into the mothering role.

Their mothering role has evolved and changed as a consequence of the demands

placed on them. The demands were determined by their children's needs and their own

beliefs and values. The phenomenon of mothering an adult child with a mental illness

cannot be considered apart from the woÍlan's total experience of mothering. The

description of the mothering experience is reported in the findings as three distinct

phases; the pre-illness period, the onset of the illness, and the subsequent coping with the

illness. The descriptions of the phases were generated by the accounts of the women,

who shared their experiences of motherhood, reflecting these distinct periods.
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5.2 P articipant Demographics

The women who took part in this study are members of a self-help group with a

national membership of approximately 700. The group is not exclusively a parents gïoup

but is open to all persons affected and afflicted by the illness. It was not possible to

obtain either the number of members or a composite picture of the local membership in

order to determine how many are mothers. The women who participated in the study

were all white, middle-class and urban. They were all well educated and articulate.

Certainly, the schizophrenic illness does not only affect the white, rniddle-class,

educated, urban dweller. So, it must be stressed that these women are not necessarily

representative of all women who are mothers of schizophrenic children.

The seven women in the study ranged in age from 47 to 72 yearsof age with a

mean of 65.3. Five of the women were rnarried, one was separated and one was

widowed. One of the women was employed, the rest were retired. All but one had

worked outside of the home for substantial periods of tirne. Their careers were either in

the health care field or the clerical field, most had stayed at home to raise their children

and had only gone back to work when their children had gotten older. The choice to

enter the paid labor force was generally made for economic reasons and it was freely

made by all but two women who were forced to be selÊsufficient by the loss of their

husbands, one by divorce, and another by death. The women did not report any

difTiculties in rnaintaining dual roles of care provider and paid worker. It must be noted

that none of the afflicted children were diagnosed before the age of i9 and thus rnost of
the women had already experienced a reduction in their family care responsibilities by

that time.
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All of the \¡/omen were mothers of at least one child who had been diagnosed

with schizophrenia. Both genders were represented in the pool of diagnosed adult

children, but the population was predominantly male (5 males, 2 females). In at least

two of the families, there was another sibling who had likely been ill with schizophrenia

and who died as a result of suicide or personal neglect symptomatic of the illness. There

was no pattern to the birth order of the child who subsequently became ill. The age

range of the persons afflicted with the illness ranged fron26-46 years of age with a

mean of 36.8. The age of onset varied from late adolescence to adulthood (diagnosis

reported between ages 19-32). There was very little specificity here because many of the

mothers thought that there may have been warning signs earlier that they had not heeded

due to their own ignorance of the condition. The f,rrst acute episode was recollected in

vivid detail by all of the women.

All of the children afflicted with scizophrenia were single except in one

situation where the person was married to another afflicted individual. One individual

had a child who lived with their other parent but visited regularly under the care and

supervision of mother.

None of the afflicted children were employed on a regular basis; one was

enrolled in a training program, one was on a disability pension and the remainder were

on social assistance. Histories of ernployment were sporadic and generally of a short

term nature. The management of finances was a concern to most of the women who felt

that while necessities were taken care of there was very little left over for any of the

luxuries of life.

The rvomen whose children lived on their own still maintained at least weekly

contact with them. The contacts often consisted of daily to thrice daily phone calls



90

initiated by the adult children. The women engaged in a multitude of tasks for their

children, which will be discussed more fully in this section, but the most common theme

was the need for mothers to be available at all times. The women whose afÍlicted

children were daughters tended to view these relationships as recripocal; they described

them as friendships rather than caregiving.

The infonnation provided by respondents about their other children was lirnited,

aside from the instances mentioned earlier when other siblings were afflicted with the

illness. It was noted that in two of the situations where siblings were of nonnal

reproductive age, there was no apparent intent to procreate. These mothers thought the

reason these offspring did not wish to bear children themselves might be related to their

fear of genetic transmission of the illness.

The women believed that mothering was an activity that they needed to perfonn

as long as there was a need, that is while their children could not care for themselves.

The impact of being responsible for providing care had consequences for the women, all

their children and their spouses.

5.3 Research Questions and Expectations of Researcher

As mentioned earlier the questions that I asked had to do with what kind of care

mothers provided, whether they experienced this care as burdensome, and what support

they had available to thern. I had expected that the women in the study would be central

in the care of their adult offspring who were afflicted with a serious mental illness, but I
also expected that the work done would be more along the physical dimension rather
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than the affective dimension, which they all identified. The women all focused prirnarily

on the emotional features of caregiving. The amount of time that these women spent

caregiving was unknown to them; none were able to express it as a percentage or ratio of
their time. This surprised me at first but then later I felt that perhaps the lack of ability in

identification has as much to do with the internalizationof the caregiving role as it did

anything else. The women referenced their caregiving to all family members in this way

including spouses, well children and grandchildren, as well as aged relatives and friends.

I had expected the women in the study to be stressed to the maximum and their

responses reflective of some major frays in their abilities to function. Instead, they were

thoughtful, reflective and able to not only think clearly but to express thernselves

succinctly. They identified the areas of their lives that they needed to work on if they

wished to reduce their stress or improve their health but they were not compelled to do

these things with any degree of urgency.

I had expected that all the adult children would be living with their mothers and

was surprised that the majority were living on their own. Most of the mothers spoke

about how the self-help goup was instrunental in providing the opportunity for their ill
child to obtain adequate housing. (The MSS had developed a housing complex for

persons afflicted with schizophrenia and most of the participants'children lived there.)

The group also provided support for the entire farnily to accept that this adult person

needed to be independent and not live in the parental home indefinitely. None of the

women identified any other resources or supports which helped this to happen.

I expected that the lnothers would want to tell stories about the illness but was

surprised how few of those stories featured mom in any other role other than reporter.

These women did not present themselves as victims, or healers, they simply recounted
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the facts. At tirnes there had been violence or other frightening behavior when their

child was having an acute psychotic episode and there was often very little help available

but mothers simply did what they could. Perhaps the frequency that these stories have

been told to careproviders accounts for this particular style. The matter of factness that

mothers showed when they talked about their handling of these episodes was striking.

Their predominant concern was that their child receive the medical attention that they

required promptly. Any anger that they had was reserved for the professionals who did

not accept their assessment of the need for intervention. It was also striking to note how

the women genetalized their experience and spoke on behalf of all mothers contending

with the same situation.

I expected the mothers to be tuned in to their ill child's health needs but the

sensitivity and degree of acuity in understanding their children's needs was surprising to

me. It was remarkably sirnilar to the bonding seen between mother and infant where

mother develops the capacity to respond to very subtle cues from baby. This led me to

think of the work of Chodorow who associated women's exclusive role in rnothering as

the reason for the gendered division of society. She believed that women develop the

acuity and capacity to respond to their child's need by their own earliest experiences of
being mothered. The generational cycle of mothers mothering is what Chodorow

believed perpetuated the behavior as a female only activity. Because mothering is a role

limited to wotnen, most women learn how to do it from their experience of being

mothered and then leam from their interactions with their own children. The women in

my study all identified themselves as the persons primarily responsible for providing

care. They were not invested in maintaining this function. They were willing to share

this role with any family member or professional that was willing but they had not seen

any evidence that anyone else was as interested as them in developing an affective bond

with their child. These worten operated from a simple premise; their child was ill, their
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child needed care which included love and affection as well as physical provision. No

one that was willing to do it, so they did.

The women who participated in this study had come to regard themselves as

"activists". They subscribed to the belief that through collective action they could effect

some meaningful changes to the lives of persons afflicted with schizophrenia. They did

not restrict themselves to providing care in a family context, but also worked to develop

relevant services that would allow their mentally ill children to become as functional as

possible. Their activism was not restricted to the attainment of services or resources for

their own children but also for others who have the illness or who are struggling to

provide care for someone with the illness. As part of their activism these women also

believed that they needed to educate and inform the public about mental illness. They

directed these campaigns primarily at reducing stigma and eradicating myths. They

believed that this was not enough and that they also needed to support research efforts.

The women were comrnitted to supporting efforts to find a cure but until that was

achieved they were willing to work on understanding care better.

The women described the provision of care specific to one member of their

farnily, the mentally ill adult child. In doing so they helped me to identify a rnodel that

allowed me to conceptualize the mother's role across the span of a chronic disease. The

dictates of the disease and a child's need are what organized these mothers. Different

phases ofthe illness produced different behaviors on the part ofthe person afÍlicted and,

concomitantly, caused mothers to respond in different ways. The features that are

specific to each phase will be discussed below.
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6.0 BEFORE TI{E ILLNESS

This section of the findings focuses on the mothers'recollections of their early

mothering experiences before their children got sick. When their children were little

these women knew nothing about schizophrenia; their concems for their children had to

do with providing love and nurturance. All of the mothers had been successful in seeing

their kids through their childhood and infancy. None had any hint of what was to come.

All of the women had been given the primary responsibility for child rearing; most had

very little help in this regard. These women clearly felt that it was their responsibility to

make good with their assignment and that the way success \,vas measured was by their

devotion and maternal generosity. They wanted their children to feel their love and

understand that they were doing the best they could. The love and devotion these women

felt towards their children, as Chodorow would describe it, would be derived from

relational skills they leamed from their own experience of being mothered. The role of
the mother is to provide an environment that is conducive to a child feeling secure and

loved and that means rnother needs "to be there" for her child One mother said ,,when

the kids were young I tried to teach thern what I could, I tried to guide them, I wanted to

help them". Another said "the role of the mother is to love them, to nurture them, to

teach them what's in the world and how to handle situations and to educate them and just

be there for them".
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6.1 Learning the Mother Role

The women in my study were good mothers in that they all tried to understand

and appreciate the totality of the little person that they were responsible for and whose

happiness they wanted to ensure. They were cogni zant of therr children's needs. As

Swigart describes, with respect to mothering, "child rearing demands the ability to fuse

with our children, to know what they feel and need so that we can properly care for them

... and also demands the ability to let children go"(p.168). It is this contradiction of being

close and available in case the child needed them that had to be balanced with the child,s

need to feel capable of making independent choices without being "smothered,,by

mother. Having this kind of responsibility is bound to create problems. There is no way

that any person can guess what another's reaction will be, there is no way a mother can

predict when her children want her to protect thern and when they want to be free of
protection. At least half of the time she will guess wïong and, atthese times her efforts

will not be appreciated.

These mothers had to determine the care needs of their children given the social

expectations of the era; it was their job to rear the children. At times the reasons were

obvious; circumstances like the abandonment of the marriage by the husband or the

death of the husband clearly left the mother on her own with the children. But even

when their husbands were alive and living in the same household the men tended to not

be very involved in parenting. The most frequent reason offered for this lack of paternal

involvement had to do with the demands of a father's paid work. It was seen as a father,s

role to provide for his family in monetary terms. He worked outside the home for wages

and a mother worked in the home doing the cooking and cleaning and the raising of the

next generation. The women did this work for no ulonetary compensation; their reward
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\¡/as the love and appreciation of their husbands and children. While in today,s terms this

would likely be considered an unfair arangement; it was not uncommon for the women

to express the belief that it was an equitable division of labor. The man in the public

sphere and the woman at home in the private sphere with the children, was the

arangement typical for their time. one study participant said,

I did work a few years because my husband was a student.

but as soon as we decided to have a family and I couldn't

work all the time, well we couldn't work in those days

unless you had to work, we stayed home and looked after

the children. I didnt go back to the work force until my,

golly, my youngest had to be I2-L3 before I realized

something in rny life was missing and I realized, it was

time to go back and do something for me. So I went back.

But it was a part... it was just a way of life. you didn't ...

you know, your husband supported you, paid the bills and

you cooked and you cleaned and you didn't expect too

much out of your husband except the yard work if he had

time. And when the boys got older, they started doing it.

These women defined matemal love with their devotion to their children, delight

in their well-being, and pleasure in acts of nurfuring. Swigart defined maternal love as

"the ability to intuit an individual child's needs and unique course of development, a

capacity for genuine concern and actual physical care, and a willingness to use subjective

experience, empathic identification, even symbiotic fusion to understand and care for the

young" (p.24). One mother summed this up very well...
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Well a mother is nurturing and loving and accepting your

children for what they are, what they can do, and their

accomplishments, their dreams, share with them,

encourage them and I think just basically loving them,

that's all that I thought motherhood was, just loving thern,

maybe. Well, I meant to say more discipline, but I didn't

get into that much discipline. I thought my sons were

perfect... I loved them, they loved me and whatever they

did I always thought it was boy things that they did

anyway, you know. They never harmed anybody, they

never harmed anybody's properly, they never abused

anybody, and they're still like that.

It seemed to me that the respondent mothers worked haú. attheir relationships

with their children. The affective component of that relationship was very important to

them. It was not their preference to do it alone. They would have liked their husbands

too, but, the fathers did not play as active a role with their children. The pattern of the

male working as breadwinner to support the family was ingrained for the men and for the

women too.

I think it's a real responsibility to rnother, you brought life

into the world, and you provide the nurturing, the healing

if there is problerns. I think the mother is really the

backbone of any farnily. In rny particular case, I've had to

do it alone because my husband was a student when we
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were married ... so the children didn't

with their dad when they were little, so

on me, as a mother.

spend much time

the role really fell

They wanted their husbands to be more involved with their children; to know

them, to show them what they knew of the world. When the fathers did not or were not

able, mothers tended to become more involved, perhaps as a way of compensating for the

uninvolved dads. They did not want their children to feel unloved, so if fathers wouldn,t

do it, they would.

I always said: 'Well you should spend more time

with them', 'oh'he said: 'That's a mother's duty to look after

them when they are small like that, you know'. So I said.

'Very well, and when they get older, then it's the father to

take over, you know'. And he did play baseball with them

when IIE [emphasis hers] had the tirne but his work took

precedence over his family and over everything else.

6.2 The Early Years

Most often the women preferred to stay home to care for their children when they

were small. The times they needed to find others to help care for their children usually

were a result of adverse circumstances.
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I think being a stay-at-home mother, I think that's

A-1 as far as I'm concerned, if wofiten don't need to go to

work and can stay home and deal with their children, I
think that's far superior than putting them ... My first two,

I was home with them, but with the youngest I had to put

him into a day nursery. I had two teenagers and my

husband wasn't supporting Íte so I had two jobs, but I

never did want to go.

The mothers needed to justify going to work outside the horne as economic

necessity and even then rnothers felt badly about leaving their little ones in the care of
someone else. It was their capaciry to "care about" their children which made it difficult

to leave their little ones in someone else's care. It was important to them that their

surrogates not only provided physical care but that they did so in a nurturant manner.

The mother's investment in providing a nurturant atmosphere for her child produced

feelings of guilt when she was not able to stay at home to care for her child, when she

had to ask someone else to share the work.

I was home with them when they were srnall except for

my youngest, he was 3 when I went to work. And maybe

he did suffer, I don't know, but we had baby-sitters that

came and stayed and filled in and the first woman I had

was absolutely rnarvelous, and she treated him hke he was

20 years old. I was working nights and I'd hear her, he'd
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wake up from his afternoon sreep and she'd go in and tark

away to hirn rike he was z0 and he wasn't even 3. It was

just wonderftil and she'd even herp him help her bake and

stuff like that.

These women did not lose sight of their responsibility to have their children fit
into the world that they inhabited. They offered corrective feedback and discipline as

well as the emotional giving mentioned previously. Mothering was rnore than just

spending time. It meant showing understanding and concern. These people would be

required to get an education, earn a living, and take their place as gainful citizens. They

needed to learn to respect the law, compete in the marketplace, develop a moral

character, and be able to adapt to the changes that this world demanded. If the mother

had the primary responsibility for parenting then she needed to instill values and

behaviors that would make success in the outside world possible for her children when

they became adults. She was often uncornfortable with the disciplinary role but persisted

because it was for a greater good, her child's success.

I rvas raised that a spanking was given with love. I mean,

you didn't beat them, and rny children were disciplined

and not only that, we sat around and talked and laughed.

They don't remember me hitting them ever. I said to them,

'Don't you remember when I yelled at you?' 'you never

yelled'. I'd wake up in the morning and say, 'I will not

raise my voice today, I will not raise my voice today' ... it

didn't take long.
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6.3 Transitions to Adulthood

The women recognized that as all their children got older their needs for

mothering changed and mothers had to learn new ways of relating to them. The women

talked of how the transition from adolescence to adulthood was especially rewarding.

They were able to witness the product of their labors and feel good about what they saw.

They were able to watch their children make their own decisions and to feel confident

about the quality of their choices and their ability to live with the consequences of them.

They also recognized that their children would not make the same choices as their

mothers would and that these differences needed to be respected.

I don't really think too much about giving them directions.

I just kind of like the way they are. Their life is going and

we just stand back and watch. We don't give too many

instructions, or tell them what to do or what we would do.

I know what we would do, but what they do is a lot

different, but then it's their life.

They liked the idea of farnily traditions being taken up by the next generation and

were willing to relinquish their role as the "keeper of the traditions". They were pleased

that their children had learned to care about maintaining these family rituals and customs

and when their adult children showed any initiative to take over, they wanted to help by

making the chores less onerous. It was a source of pride for the mother who reported ...
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They had Christmas dinner one year, when they came and

she said to me 'Would you mind if we had Christmas

dinner?' I said to rnyself, 'I've been waiting for this for 20

years', but I said. .'Oh yeah, we'd be glad to come.' They

had a lovely meal we had the turkey, so I cooked the

turkey, and she, they did all the rest. They had her farnily

and our family They had about 20 people.

These women knew about "letting go", they understood that the relationship that

they had with maturing children was different and that now what they needed was space

to live their own lives. They did not view this individuation as unhealthy- they liked it
and they had waited for it to happen. They felt confident in their relationships with their

adult children; if there was a need expressed by either generation the other would

respond' These mothers could accept that theír adult children's priorities should be to the

family that they were constituting and viewed this choice as both welcome and a

validation of their teachings. One mother described how that process worked in her

family...

They have their own lives, one son rnight phone once a

week and the other rnight not phone, the married one

might phone, might not, but after a couple weeks he'll

phone. Then he'll come over a few times and you don't

hear from them again. It depends on what they're doing

with their own lives. I don't expect them to always be

phoning Íte or me to be phoning there all the time, only if
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I have sornething specific I want to talk to them about, or

see them, or ask them.

6.4 Gender Dynamics

The characteristics of the sample did not allow for a detailed analysis of the

differences between male and female relatives providing care but it did provide a

snapshot which showed that female kin were rnore likely than male kin to provide care.

No matter what the relationship to the ill family member, women were likely to

volunteer or be asked for assistance. The women of ill sons referenced incidents when

they asked "well" daughters, sisters, and daugther-in-laws for help with the care of their

ill sons. The women had also sought help from male kin but aside from their spouses

had received very little help especially from their "well" sons. They did not see their

sons extending thernselves to do much other than to offer a ride or an opinion on what

should be done for their ill sibling (usually a brother).

The mothers who had children of both genders did differentiate on the basis of
gender. They felt that their relationships with their daughters were different than their

relationships with their sons. They felt a greater affinity to their female children, a better

understanding with them, they viewed their daughters as friends. This is very much in

keeping with the theories of Chodorow, who believed that the similarity of gender \À/as an

attribute that the mother felt most comfortable with because she and her child were the

same. By way of contrast mothers have to push away their male children to teach thern

that they were different from her (Chodorow, 1978, p. 97). It was clear that there was a
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pattern of responsibility and expectation for the women in these families. They would do

the caregiving. In 5 of the 7 situations a son was the recepient of care and all 5 of these

men were more dependent on the care provided by their mothers than the 2 women who

were ill. It was the mother's perception that the daughter's were more able to care for

themselves. The mothers seemed to expect that the male children would be more

dependent and have fewer abilities to manage self-care. The mothers did not seem

overly distressed by their son's dependence. One rnother who had both male and female

children described this difference as follows,

My boys are so independent, where she (ill child) has not

demanded or needed a great deal more dependency, but

there is a difference. A daughter is a daughter and a son is

a son. Both my sons have extended families and I've

always felt that their families should corne first. I feel that

way with my daughter too, but there is more of a close...

there's always been a daughter-rnother relationship.

The participants did not discuss gender differences in any great depth The

mothers who had daughters did talk about the relationship being one of greater closeness

than the relationship with sons.
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6.5 Reflecting on Mothering

The mothers who took part in this study recollected their experience of mothering

prior to the onset of the illness with pleasure and pride. They were describing a time in

their lives when they were learning how to adapt their behavior to the changing needs of
a growing and developing human being. They felt good about what they had done and

were confident about the people that their children had become. previously, it had been

mentioned how misogynist theories of causation had laid the blame for schizophrenia in

the lap of the mother. The women who participated in this study were all women who

demonstrated effective mothering techniques, and their words are used to give the reader

a clear picture that these women were effective. The illness did not develop because

they were negligent or overbearing and intrusive. They struggled to do the best that they

could with very little help from anyone. It is evident from the words that the women

used that they always looked critically at their own actions. They could have done more,

done better; it is this selÊrecrirnination that made mothers easy targets for old theories.

This section will provide the background which allows us to consider how it came to be

that these women are continuing to provide care even though they themselves are elderly

and long past the point in their lives when they want or need this obligation.
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7.0 ONSET OF ILLNESS

7.1 Catastrophic Stress

When the child with schizophrenia becomes ill there is typically a sudden onset

of very bizane behavior which has never been seen before. This brings on what

McCubbin and Figley define as catastrophic stress "sudden, unexpected, and frightening

experiences that are often accompanied by a sense of helplessness, destruction,

disruption, and loss" (1983, p. ru3). Some of the mothers described the situations which

occurred at the beginning of the illness, the irrational behaviors and beliefs that their

children showed for the first tirne and that are characteristic of the illness. Four different

scenarios described by mothers are mentioned here to illustrate both the behavior of the

ill person and the expectations of the formal system that the family is responsible for

doing something.

He was going to beat up his kid brother until I told him

why I was poisoning his food. Eventually we got out and

called the police and my husband came home too, and the

police wouldn't do anything about it because they said it

was a family dispute.

We had picked hirn up at the airport, the RCMp would

phone and say 'Your son is here and he is trying to leave
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the country without any documents.' We would go down

there and rescue him. Then it would get to a point where,

well my husband left for the office, I left too because you

never knew what mood he was going to be into.

My son got the phone call: 'Someone's going to shoot me,

come and get me!' So we hightailed it to where she

worked.

She would run away quite a bit, she would go away. I'd

never know where she was, couldn't find out where she

was.[frorn the police] She'd go to Toronto, B.C....

The aforementioned quotes are used to help the reader irnagine what the stress is

like for farnilies when they are first exposed to the manifestations of schizophrenia in

one of their members The experience of stress begins with the onset of the illness but it
did not remit because the illness never did. The research done on serious mental illness

and family stress consistently demonstrates that this is a catastrophic event for families

(Terkelson,7987; Marsh, 1992). The mothers' description of the crisis situations had

several colnmon elements; they did not know what they were contending with, (except,

perhaps the two wolnen who had other child.ren with schizophrenia), they did not know

where to turn for help and they felt responsible for figuring out what to do they did not

know what action to take. One of the mothers shared her recollections of the early days

of her son's illness and her pain about her sense of helplessness.
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Right at the beginning I was sleeping almost as much as

he was, you seem to be on the same roller coaster. you

can't, a mother seems to be on the same roller coaster, the

father steps off once in a while, takes a trip, takes a

healthy distance. But somehow or other you're pulled in.

You try to ride out the storm together, try to separate

yourself frorn it, but I couldn't seem to.

7.2 Mothers Need to Know

When their children became ill the mothers had no idea of what they were

contending with. Whatever it was, they believed that it was up to them to find the help

that their child needed. They had never seen their children behave in this manner so

there was no previous knowledge that was useful to thern. As mothers they had always

had the responsibility of providing the care that their children needed and even though

they were very much in the dark as to what was \À,rong at the time, they were going to

look after their children. This period was characterizeð,by the mothers trying to

understand what was happening to their children, so that they could determine what

needed to be done. All the mothers remembered this particular time as very

overwhelming; they did not know what was wrong. They did not know what to do and

they were devastated by the changes in their child.

One mother had mistaken her child's early symptoms as related to drug use rather

than related to an illness. This mistake could easily be made, since there is a
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resemblance between the effects of mood altering drugs, especially hallucinogenics, and

the manifestations of schizophrenia. She said "I know now that he was schizophrenic,

but he had gotten into rnarijuana andl couldn't have him at home because he acted so

strangely andbizarre and it scared ffie,'.

Another mother commented on the absence of energy and lack of motivation that

is seen when the negative symptoms of the illness are being manifested...."When I visited

him in his rooms, you couldn't talk to him, he was always laying in bed, his place was

dirry and filthy and he wouldn't let rne clean it. I'd bring food down but stuff would be in

the fridge and be all moldy, he didn't seem to prepare anything". This change in her son's

behavior was very upsetting to this mother, who did not know how to explain this change

using the frame of reference that she had available to her.

The lack of energy and interest to do even the most basic self-care are common

symptoms of schizophrenia but they could also be expressions of depression. When

children are raised to be attentive to personal cleanliness and mothers witness a

deterioration in this interest and ability, it is a cause for concern.

Once mothers recognizedthatwhat their children were contending with was

unlike any other experience that they had before, mothers needed to mobilize themselves

to search for help. This search for help took an inordinate amount of time and energy. In

order to do this they had to give up on other family responsibilities and to devote all of
their attention to their sick child. A mother knew that the emotional reactions which

would get in the way of being an effective careprovider were not useful to her so she

summoned up as much of her inner resources and beliefs that would sustain her in this

effort and single-mindedly pursued that end. This mother like all the rest did not
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question whether or not she should be the one who did the "caring for" that was

required...

So with the children, it just... wearies you down, you have

less to give to others ... nothing has stricken them like this,

so you are sort of able to create sort of a distance, but the

one smitten with the illness, you draw to hirn very, very

closely at the initial stages of the illness. I had to change

my despair into very positive proactive actions and go

back to rny faith and get back up off my knees to pull him

up.

7.3 Drawing on Earlier Mothering Experience

The women who participated in my study were looking back at experiences that

had happened some time previously. When they spoke about those times that were

especially tense or frightening they would become quite thoughtful and reflective. They

seemed to appreciate how much they had contended with by simply hearing themselves

speak to an outsider who was sympathetic to their efforts.

It was my observation that the mothers talked about specific stages of caregiving

and that some of the patterns of maternal behavior that had been described in the

previous section came into play again during this period. The mothers felt that it was

their job to provide or ensure that their children got care. Each mother took it upon

herself to make sure that care was available. She was often of the belief that she was in
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the best position to give that care because she "cared about" that child who was now ill.

It did not matter that she had no experience providing care for a person with a mental

illness, nor did it matter that the person she was now caring for was an adult. This

person was her child and she would do it or would make sure that it was done by

someone who had the capacity do it in a nurturing manner. A rnother did not want her

child to feel alone or unloved (even if she was frightened or unsure of what to do).

one mother described the pains she took to make sure that her daughter who was

ill had someone with her so that she would not harm herself. This mother did not know

what kind of risk her daughter posed but she was adamant that her child would never

harm anyone else. She was prepared to accept that her daughter was ill and that her

daughter rnight engage in self destructive actions but she was not prepared to think of her

daughter as exhibiting the kind of behavior that anyone else should be frightened of.

This kind of conviction and loyalty was one of the hallmarks of the mothers who

engaged in this study. She said...

We didn't know what was wrong with her. We really still

didn't have a clue. I actually hired sorneone to look after

her while I was working, to spend days, cause we thought

that she couldn't be left alone. She couldn't be left alone...

At no time was she a threat to anybody, other than herself,

at no time!

The altematives for residential care that were available were not always options

that the mothers wanted to consider. At the onset of the illness most of the mothers felt

that they could do at least as good a job as the professionals could do. This feeling of
wanting to "do for" their ill child in the early stages of the illness was very common.
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One mother described going on a tour of a potential care facilify ...."I didn't like it there

and I didn't think that he, should be there, I didnt think that was the place to put him, I
felt i could do as much for him at home as they could do there. That was my feeling at

that time".

At this early stage most mothers were "doing it" alone without much help from

anyone else, just as they had when their children were little. Their concern and

compassion for their children make thern capable of more than they might have believed

possible. They were learning to contend with the unexpected and the bizarcefrom their

children. One of the participants described a long ago incident that still remains vivid:

The next thing r knew rny husband said to me: 'Get out of

the house...' Our son had grabbed a knife, and he was

threatening his dad with it. I went next door and at high

noon, the two police cars roll up with great big guns and

by this tirne he was under control... but they took him

away anyway to the hospital and that was when he was

diagnosed as being schizophrenic.

The middle-class woman who spoke those words had not contended with this

kind of drama until her child became ill. This incident marked the beginning of the

cycles of the illness and the frightening and bizarre behavior that her son had become

capable of.

The women seemed to defîne their caregiving for their children as occ1uîing in

specific stages that were correlated with the expressions of the illness. The illness

dictated what the mothers needed to do but so did the response of the formal system to
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her requests for help. The mothers had all, early in the illness, reached out to the experts

in mental health care for their help. These overtures were not always viewed favorably

by the so-called experts, as one mother explained: "When you know your child is very ill
with schizophrenia and you take thern in and the doctor says, 'Oh, he's not sick enough, I
can't keep him in', you don't know how many mothers have heard that song and dance."

The mothers who trusted their judgment and their knowledge of whether their child was

ill or not all too frequently had their judgments discounted by the experts. These experts

were usually the ones who detennined whether the resources could be accessed or not. If
they saw fit to deny the mother's request there were usually limited alternatives other

than the mother maintaining responsibility.

The women recounted in detail their fîrst experiences with mental illness, they

remembered their emotional reactions and were moved by these memories as we talked.

They all experienced this tirne as catastrophic and stressful, and all felt ill-prepared to

deal with what they subsequently came to contend with on a regular basis. While their

reactions and recollections of the catastrophic circumstances in the early days of the

illness were vivid, they did not feel sorry for themselves. Their greatest sorrow was for

their children who had lost out on having a nonnal life.

8.0 COPING WITH TT{E ILLNESS AND THE LOSS OF ABILITIES

Once the mothers had told the beginning of the story they were then able to Ítove

on to talk about the everyday realities of having a loved one with a serious mental illness.

After their son or daughter had been hospitalized, diagnosed, and started on a treatment

regime they were usually discharged back to the parental home. The period following an
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acute episode tended to look calm in comparison to the drama and catastrophic nature of

acute psychosis.

It was the period following an acute episode when mothers had to learn what the

physical, social and ernotional needs of her children were. It was evident to mothers that

the supports that their children previously had available to them were no longer there.

Friends, hobbies, athletic pursuits, and social outings were no longer part of their

repertoires The talents and interests that had sustained them and given them pleasure no

longer held any interest, or couldn't be pursued. Mothers remained optirnistic that

someday these interests would be rekindled and their children would be able to resume

them. Until that time mothers assumed responsibility for helping their children learn

about their newly lirnited life.

8.1 Mothers Need to Do

As time passed even though the mothers became more familiar with the

firanifestations of mental illness they became no less distressed by it. Many of the

patterns of maternal behavior that had been practiced when their children were small

were now returning as the mothers learned to provide care for their children. It did not

seem to matter that the child¡en were now adults, what was signifîcant to the mothers

was that their children were no longer capable of caring for themselves and someone

needed to make sure that their care needs were met. Someone needed to do it and these

mothers felt that it ought to be them because of their emotional investment in the

relationship with the children and the historical practice of her doing it. The ill persons
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also seemed to trust that mothers would look after their needs even if they were unable to

identifu what those needs were.

One of the mothers described how she saw her son who had become ill. Her

feelings of futility can be heard in her words:

They were all children at one time, something happened

and they're just living ... some don't even know what

they're doing. I give hirn an A for trying, but he's just lost,

he tried to get motivated... he's lost, he's just lost!

The patterns of care that a mother of a long term mentally ill perspn uses tend to

be adaptations of ones that she used when that person was a child. The ill individual that

she was mothering did not have the same abilities that they once had and through a

process of trial and error, mothers endeavored to find out what was the best way to

provide care. Llltimately, she felt responsible for the outcome of her care.

Suicide is the ultimate risk which concems care providers, and is a constantfear.

It ìs not uncommon for persons with schizophrenia to act on the impulse to end their

lives. Suicidal behavior can be part ofa thought disorder or can result from a sense of
futility about living life with a chronic illness. Either way the result is a death which is

mourned by the family left behind. As this mother recognizes, suicide is a possibility

which is ever present and disturbing.

It's as though you have a small child, and you have to be

there for them.. you're never really free, your rnind is
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always wondering.... these people can coÍìmit suicide.

You never know if you can be perfectly at ease.

8..2 Emotional Needs

There are some new skills that mothers need to learn as they relate to their ill
children. As mentioned earlier, the illness makes a child less able to do what he or she

used to be able to do. Mothers invariably felt very distressed about their children's

diminished capabilities and were inclined to want "to do for" them. The grief, and sense

of loss for what might have been were tremendous. As a consequence of their sorrow for

their children the rnothers tended to become very tuned into their children's needs,

wanting to help, support, and protect them in their vulnerable state. One mother

explained why she felt that she needed to do this:

He's got a crutch and you constantly try to keep his

boundaries open to let people in, whether it's friendships

or work professionals. you do this so that he doesn't

withdraw, isolate and deteriorate. we're social animals,

\¡¡e're meant to be social animals and when we're not we

start to die inside. You try to expand their world when in

fact the illness will constrict it. you don't want them to be

alone with the illness. The other children will never die of

loneliness. Loneliness can be a terrible ilrness if you let it

take over. Some people give into it.
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The mothers' "tuning in" meant that they were the ones who availed themselves

emotionally to their children. They were the ones who cared to listen to their children's

efforts at communication and even though the content might not make sense, the mothers

tried to understand the intent of the messages or at least the emotional state of their

children. The mother was the one who tried to make sense of what was happening, she

tried to fînd an explanation that would help her to understand so that she could do what

needed to be done. One of the mothers offered her way of understanding her child's

illness:

When your child reaches the age of 20, you feel that, they

can fly, but these peopie cannot fly, they need you there

when they need you and I have found that the year that

they get schizophrenia they end up in a time warp. It

seerns to retard their emotional growth.

It was my sense that the area of emotional needs was one that the mothers were

acutely aware of. They recognized that whatever had formerly been available to their

children for meeting their emotional needs was no longer there, and all atternpted to fill
that void in some fashion. The mothers recognized that it was necessary for emotional

needs to be met even though their children often could not articulate what their

emotional needs were. The women drew on their earlier rnothering experience to learn

the best way to care for this adult who was now in an extremely vulnerable state and not

able to identifu what their needs were. These women needed to assume that they knew

what their children now needed because no one was telling the mothers and they felt that

they were expected to do what needed to be done. They used their earlier mothering

experiences; they knew that their children needed to feel loved and accepted and so that
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describes this phenomena;
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simple pleasures of companionship offered by one mother

We sometimes sit down and play, caregiving is giving up

time ... sometimes some type of table game. I've asked

him to go for a ride in the car, he doesn't always want to

go. He doesn't want to go anywhere. We have gone to

shows together, not with my husband though, rny husband

won't go out with him.

8.3 Maintaining Hope

The mothers extended their love and hope for these ill children and were often

very sad when they described how their children could not live their lives in the ways

that they had hoped they would. The mothers who expressed their own sense of
hopelessness and sadness would not allow themselves to stay focused on their own

emotional states. They said that it interfered with their capacity to care which included

providing hope to their children. One of the participants allowed that there was an effect

but minimized her struggles in comparison to her sons:

At the beginning it affected me quite badly, now it's just

sort of acceptance, you always have some hope that he'll

get better, but he's in his 40's now ... he needs that little bit
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extra and I think that he feels so inadequate. He tries to

feel good about himself, but then he goes down again.

The goal that the mothers wished for was that their child could have an ordinary

life free from mental illness. They hoped their children would be able to experience

affinning relationships, do productive work and be content. One of the mothers said,

I'd like to see hirn just live an average life, being married,

have children, have a job, have a wife that roves him and

that he could get back to his hobbies that he so much

enjoyed. He used to be crazy about Biology. r still have

two microscopes in the closet hoping...

The wornan who had two microscopes in her closet hoping for her son's interest

to be rekindled has been waiting for nearly 20 years. There was a poignancy and sadness

to her hanging on to the hope that sorneday he rnight return to these fonner interests.

Another mother wistfully remembered her talented daughter as a bright and prornising

young wolnan embarking on a stage career. At that time all the world was her stage, now

it is a struggle for her to manage basic self care. And yet that rnother remains hopeful,

"Ideally, I'd love her to be well, and functioning the way she was, making a good salary,

married,'.' I've had a good life and it would be wonderful if she could have the same.,,

The women needed to retain the hope that their children might someday recover

from the illness that had destroyed the promise and talent that had been there. Some of
the women maintained this hope by hanging on to items frorn their children's past, such

as the microscopes, and an unused wedding dress. They were symbols of what could
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have been, what might have been. The women all seerned to need to retain some

vestiges of their children's past which showed that they were heading in the direction of

having ordinary lives. These concrete symbols were held to keep the mothers'hopes

alive, even when the chances of their children leading ordinary lives were unlikely. To

be able to provide hope the mothers needed to find it somewhere, and the best place to

look was in the past.

8.4. Providing Care and Direction

In addition to the protecting, nurturing and provision of emotional support the

women did a great deal of hands-on work with their children as well. Most of the time

that work involved the provision of personal services or teaching of skills. While reading

sorne of the descriptions offered by the mothers of what they do for their ill adult

children it must be kept in mind that these women were describing people who were in

their mid to late 30's. One mother described how she recently had to reteach her 40 year

old son to do laundry.

You tell him, you guide him, sometimes he doesn't take

your comments too easily. He was telling us the other day

he's not too happy with his wash, it's not too clean. you

know, I think a lot of young people do their laundry like

that; linens with the jeans ... the linens don't stay white too

long.



121

Another talked about her role in ensuring that medical appointments were kept,

that groceries were bought, and in mediating other services.

I drive him to the doctor [psychiatrist], drive hirn to the

store, I would go in and clean up his apartment or help

hirn clean it. So many of them don't keep a good

apartrnent. They rnay be clean by thernselves but they live

in a mess, so there are many times when my husband and I

cleaned the apartment after he moved out, sirnply to get

back the damage deposit. There was a lot of picking up

the pieces.

The expression that this rnother used, "picking up the pieces" was a good way of
describing a lot of the work that these women did for their children in the way of
providing support to them. Their "picking up the pieces" was not restricted to sirnply the

provision of physical care as this mother explains:

He used to do the washing, now he,s on a different

medication, he forgets, it sits there for a week, so then I
act on it. I usually make him do his bedding, he does that.

I make hirn clean his room ... doesn't do a very good job,

sometimes I have to go there and redo it, or try to make

him redo it, he still doesn't do it clean enough. So I tell

him a few times then if it doesn't work out that way, then I

either get really rnad and then he does it or I pick up and

clean it again. So it's sort of like a seesaw.
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This mother felt compelled to pick up all the pieces of her son's fragmented life

when he was unable to reacquire self-care skills, and it became too frustrating for the

mother who saw basic tasks remain undone, would do them herself. This mother talked

of her need to maintain respect for an adult man who could not follow through on the

most basic instructions on cleaning his room. She said it was hard for her to remember

that he was the age he was and that she always felt caught in not knowing how to offer

him the corrective feedback that he needed. She did not want to dirninish him any more

than the illness had done already and yet he seemed to not be able to make the kinds of
socially expected choices he needed to make.

The physical aspects of the care required were not so much onerous to the women

as was the repetitive nature of their involvement. The women played a central role in the

physical aspects of care provision for their children even though most of the participants'

children had their own housing. They had to teach and reteach some of the basic self-

care skills that had previously been mastered in rnid to late adolescence. All had sorne

role in accompanying, reminding or calling for appointrnents, tasks that many had ceased

performing for these individuals in childhood, but now had to be resumed in a tactful and

diplornatic fashion. Mothers wanted their children to assume as much responsibility for

self care as possible but frequently their child either ignored or haphazardly perfonned

these tasks. Mothers were left in the uncomfortable position of having to ignore

cofirrnon social standards or fînd away to prompt their adult children in age appropriate

ways. Both options presented mothers with difficulty.



123

8.5 Getting Relevant lnformation

Most of the mothers felt that if they were to be able to give their children support

they needed to understand the illness and the effects of the treatment that was available

including the medication that was prescribed. Most had come to realize that they needed

to rely on their own observations of their child's functioning rather than the opinions of

others for thìs.. One mother described how in the process of learning to provide relevant

care to her daughter she had to ignore some of the suggestions of others and focus rnore

on her relationship with her daughter for the most useful information. This mother had

developed the strategy of providing assistance by "doing with" rather than "doing for".

Of course her rnedication makes her very tired, she doesn't

have the energy which. Some of my friends say ...'Why

do you do this? ...Let her do it herself... But it's not

laziness, ... but when I go over and she gets more incentive

and she'll go and put the wash in while Iln doing

something else ... we work it out.

Another mother talked about how she needed to learn to listen more closely to

her son and to use his words and actions as cues for her own

I'm not all that sensitive and I've had to learn to listen to

what he is saying. He's saying one thing and maybe I'm

hearing another thing. I'rn not tuned in, we've talked about
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this, he's reminded me that, this is the way he feels about

something, so I've had to learn to tune in more.

This woman needed to learn how to listen as part of her "doing for". She needed

to learn to be attentive to a unique style of communicating, sometimes to read between

the lines in order to understand what her child was meaning.

These mothers found that the way to get the most relevant information about their

children's care needs was to "tune in" to their children. Mothers did this by spending

tirne with their children listening to them, and responding to their expressions in as

flexible a manner as possible. The mothers had the patience and the interest to do this

and, as a consequence, tended to be the most informed caregivers.

8.6 Providing Infonnation and Monitoring Service

One of the major tasks of the mother is to provide information to service

providers. The person with the illness is known by the mother better than anyone else so

it is usually she who is called upon to provide the story of the illness. She is the one

most familiar with the history of the illness and the person who has likely maintained the

best contact with the ill individual. The rnother is typically asked to provide infonnation

and her farniliarity makes it possible for her to answer most of the questions that are

asked by service deliverers.
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At times the service deliverers were not in agreement with the mothers' definition

of the need so mothers felt they had to become more vocal, to demand or insist when

sornething was required. Most of the women that I spoke with did not relish this role but

they were willing to do it if it meant that their children would get what they needed. One

of the participants described her frustration at being unable to get the help for her son

that she felt he needed. "I said in front of the policeman and the doctor, I said: 'If this

child commits suicide, I will sue you and the hospital. I've lost one and I'm not going to

lose another one"'.

The mothe¡s who thetnselves had learned to adjust their behavior in accordance

with their ill child's need were often dismayed and or angry when they did not see service

providers making similar adjustments. One mother told a story of how she terminated

involvement with an unhelpful, unresponsive system and sought out other care providers.

This is dramatic action and requires considerable courage and energy on the part of the

mother who has to believe the action is worthwhile in that it might achieve better results.

We started at square one again, all that work that went

into getting myself hepped up for this and that and all

these things that were gonna be, it looked so promising,

sort of just went with the wind, out the window ... to get

back again to social worker, get back to housing and get

back to work experience and to try to find a new

psychiafrist cause the one he had said he would never get

better, he would never have this, never have that, he would

change medication, he wouldn't. He was just there to give

him the medications and that was it. He couldn't talk to
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him, there was no communication between them. I

thought we'd go with a clean slate so we got a new

psychiatrist this year. I got it not my son, I GOT IT

[emphasis hers] and so, all over againl

The provision of information not only entails talking to caregivers, it could also

mean letting the authorities know that the individual is doing something that might be

injurious to thernselves or others. One mother felt cornpelled to report her son to the

police because he was taking street drugs, hangrng out with a disreputable bunch and not

following his prescribed medication regime. She also reported this behavior to the

control agent for the operation of motor vehicles. She did not feel he was safe or able to

operate a car and she did not want to live with the consequences of him injuring

someone. She was thus prepared to live with the wrath of her son:

I was determined that these people were going to stay out

of his life otherwise he'd never get any better. Now he has

given up rnarijuana ... oh I even had his driver's license

taken away. I went down there and told thern, ,He does

drugs, he's schizophrenic and he's not taking his

medication and I don't want that on my consciencel I had

to go through the whole mess again and then he was

furious, cause he got a letter saying his license had been

canceled ... and he phoned me up, just, you know, all

swearing atme and everything, but anyway I had done it.
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This woman had the courage to report her son when he did not cornply with the

demands of his illness, but she also showed him the depth of her conviction and belief in

him when he straightened out and was ready to reapply for his driving privileges.

I knew he was going to be trying for license, well, he

becomes very agitated, it's on his mind, he becornes

almost obsessive. I felt that I had to be at home just to

calm things down and keep hirn cahn and so, it does

detract somewhat from your life, but hey he's your child

and he didn't ask to be like that so you have to deal with it.

The rnothers saw it as part of their "doing" role to monitor the services that their

children were receiving, even if that monitoring was seen as interference. They felt that

there was no one else that would ensure that this was done so they did it themselves.

When things didn't work out as described in the following situation this mother like

many others, looked for areas where she could have done better, or done more.

I wasn't watching his rnedication, that's why, but

afterwards the psychiatrist didn't want to do any more for

him, just wanted to keep him on the same medication all

the time. I didn't see any progress. And now I'm

interfering and maybe I've done the wrong thing to accept

another psychiatrist and he's taken them off and put hirn

on something else and things don,t seem to look, it looks

bad right now. His health looks very bad.
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The rnother is the person most likely to be called on to provide information to

care providers and because of her ongoing relationship with her child she is able to

monitor services for effectiveness. The service system often does not view the mother as

a valuable ally though. Whether it is possible for mothers to be objective about the

capabilities and care needs of her child, is questioned by service providers. In the past

many assumed that mothers were not capable of the necessary objectivity. However, this

may be an unfair generalization. The mother who had her son's driving privileges

revoked showed that she was able to think of her son's safety and that of others. Her

son's subsequent changed behavior allowed her the opportunity of affirming him as well.

8.7. A Search for Support

The wornen recognized that they were not in a position to provide all the care

needs that their ill children had and they did not see this as particularly beneficial either;

for themselves or for their children. The mother's role became one of recognizing what

the care needs were and then seeking out others to have those needs met. In the

beginning it was most likely that mothers would tum to friends or family for help.

Trying to use an informal system had its share of difficulties, especially when people

didn't understand the illness.

I can remember asking someone to help me out when rny

daughter was going through a crisis and this person wasn't

working at the time. Of course she [daughter] couldn't

have been the most wonderful person to spend time with
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but our relationship [mother and friend] changed after she

agreed to come and baby-sit and that's what it arnounted

to. But I felt that, 'don't ask me to do this again,I don't

want any part of thisl' and after that I couldn't ask.

Most of the worten cornplained that there were very few resources available to

help thern during this period when they were trying to figure out what was in their child's

best interests. It was this lack of support from the formal system which eventually led

thern to search for answers from other people in similar circumstances. The mothers

endeavored to infonn caregivers of the problems that their ill child was contending with.

They believed that the systern would respond because the need seemed so apparent to

them. Several of the mothers reported situations where formal caregivers disregarded or

minimized as unimportant the information that mothers offered.

I finally found his social worker cause he was on social

assistance at that tirne and I asked him [the social worker]

to go check on him and he said there are worse conditions

than that. So I didn't get any help there at that particular

time and I didn't pursue it anymore, because they didn't

seem to feel that was ... I don't know I got the feeling they

didn't want to bother anymore. Sort of cut me off when I

tried to phone them back to see if they would do any more.

The lack of response from the fonnal system caused some wornen to turn inward,

to look at themselves and ask what they were doing wïong. They wondered if they were
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looking in the right places for the help that their children needed. One mother

questioned her actions, "you wonder why you're not getting the help, you see that other

people are getting help. You wonder, you blame yourself, where have I not turned?"

It becomes more and rnore difficult for mothers to be assertive in identi¡ring care

needs when they are continually living with and caring for an ill individual. When do

they find the time and energy to search out resources? The care itself can be

overwhelming without having to deal with the resistance and disinterest frorn the systern

which is meant to help. One of the more outspoken mothers said about this matter:

"It so happens that I'm a person who will go after things, but there are wornen in our

goup who are timid people and their child's illness has just burnt them out and they don't

have the wherewithal to find out all these things and I think the system has really fallen

down".

The majority of the wotnen who participated in this study expressed considerable

faith in the psychiatric establishment. I came to believe after listening to the women talk

about the formal service network that the psychiatrists, with their capacity to prescribe

medication and admit to hospital, were crucial allies for the mothers. The mothers \¡/ere

dependent on the doctor much more so than any of the other service providers. The

doctor was the one provider who could "get" things that the mothers could not. The

psychiatrist could get a hospital bed if it was needed, and they could prescribe drugs that

were crucial to symptom containment. If any other service provider dropped out or

declined to be involved the mother could still manage, but without a doctor the mother

was really going it alone.

The respondent mothers were all of the view that the ideal circumstance was

when the fonnal and informal system worked together with the family to help the ill
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individual achieve their optimal level of functioning. The mothers'perception was that

this joint effort would yield the richest results. The mothers did not expect that this

collective action would lead to recovery, but it would lead to a more meaningful

existence for their children. The mothers saw their role in this partnership as providing

encouragement to their children, to recognize their needs, to help access the available

services and to maintain a positive attitude.

It is imporfant for the reader to realize that many of the individuals with a severe

mental illness are limited in their capacity to handle stress, and that any potential change

brings with it a certain amount of fear and anxiety. It may seem like a good idea that

independent housing be pursued, for instance, but it is not easy for a person with the

illness to irnagine how they will care for themselves if they are out of the family home.

Sometimes it is hard for a mother to imagine how the person who is so dependent on her

will manage wìthout her. It is clear to a mother that her child will need someone else to

teach, or "do for" him or her in order to have needs met. If the individual with the illness

is to achieve the level of skill necessary to live independently, they need support from a

variety of sources and not just mother. One of the women described the role that the

mother has in this shared venture:

It's still very much the caregiver, lifeline, you realize that

you need the help with the community services, you need

help with the doctors, the social workers, vocational

rehabilitation, and whatever else to get your child back on

his feet and get him functioning in the community. It's

being a good mother, we all want to be good mothers, but

this is a real task, this is a real calling. This is a real
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demand and there are several ways that you can approach

to meet it. If you rneet it with him, then you rise to the

occasion with him, if you don't, you draw him down with

you.

The mothers who participated in this study all coped with their children's

dirninishing abilities by "doing" more for the ill person. The women all engaged in

protective, nurturant behavior that was intended to comfort and demonstrate their love

and affection for their child. Simultaneously with this drawing in and protecting,

mothers also tried to understand the new level of functioning that their children had and

to plan for the increased needs that they had. This meant "re-teaching" their children

how to look after themselves. In order to teach, the mothers needed to know what their

children were capable of leaming and so they turned to the experts to ask for their help.

The experts did not always respond positively to the mothers'enquiries At tirnes a

mother's efforts to solicit information were viewed as intrusive or a breach of
confidentiality.

The mothers believed that they were in the best position to let professional

caregivers know about their children's care needs and were often surprised that their

overtures were received so negatively. The mothers believed that they had the

responsibility for rnaking sure that their children got good service since they had the most

thorough knowledge of their child's functioning they were in the best position to let other

care providers know what was going on. The mothers also expressed a great deal of
frustration when confidentiality was used as a reason for not sharing infonnation . It
puzzled thern that the person who was the main caregiver was not provided with vitat

information that they needed in order to do their job effectively.
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One of the women's statements sums up what the mothers view as their role in "doing

for" their children:

You recognize his limitations and offer him

encouragement when he's feeling extremely discouraged.

You're really in a state of hypervigilance with a sick child

and you're trying to take a prognosis of your needs, assess

your needs in life, in the community, and you're trying to

say: 'Okay, how are we best going to meet these needs?

How is this young man going to learn to meet these needs

that he requires needing for the next 20-40 years with this

illness?'

This rnother projected her child's needs as occurring over a long period of time

and she was endeavoring to realistically appraise how support for him can be arranged.

9.0 GETTING TO RESOLUTION

When the ìllness goes on for a lengthy period and the mother comes to appreciate

that her "doing for" is not achievi ng any greater independence for her child, she begins to

look for ways to have her child learn the skills that are needed to survive in the world.

This period is typically marked by significant grief and family conflict. Spouses, other

children and even extended kin will likely point out to a mothe r thather efforts are not

yielding improved functioning on the part of the ill child. At times the c¡iticism from

family members means "stop doing so much". At other times, depending how
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unavailable mother is to them, and what their understanding of the illness is, they might

be saying "stop altogether". The mother is not likely to hear this criticism at first because

she has drawn so closely to the needs of her ill child. She may not see that perhaps there

is a grain of truth in the comments offered. She is more likely to see her child's behavior

as related to illness rather than laziness or malingering which is often the interpretation

of other family members. No matter what the origins are of such comments, she needs to

allow her ill child to individuate, and to learn to live with the disability in as functional

and independent a manner as possible. This mother's comments show how she has taken

on the same goals as her child and that she finds it unsettling.

I'd like to see him more independent, I still hope that there

will be something out there for him that he will find. I

have the same dreams and hopes that he has, he will still

find a friend, he can still lead a nonnal life, so I feel as I

did before. Just love them, you get anry at thern and

that's part of being a mother. You don't love thern all the

time. You get angry at them because they don't do enough

for themselves.

The need "to resolve" marks the time when the reality of living with a chronic

illness must be accepted. That means giving up some of the hope that a cure will be

found which will allow the ill person to return to their pre-illness functioning. This harsh

reality is not easy for mothers to accept.
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It's been like this since '87 and this is already '95 and it just

doesn't look like anything has been resolved. He's sort of,

just sort of very disheartened, you're losing that goal, but

you're still going and holding on to it but maybe you're not

being very realistic and you don't want to be realistic

because if you get realistic you lose some of the hope, that

you're holding on to.

The mothers were also contending with the reality of their own aging and attimes

this rnade it difficult to retain an air of optirnism They were not sure how much longer

they would be able to offer the same level of support and involvement. They were

familiar with the manifestations of the illness that their children exhibited and were

uncertain if they could do what they had in the past. They recognized that there would

be limitations imposed on them by their own health as they aged. This left the mothers

feeling confused and uncertain about what lay in the future for their sons or daughters.

One mother said "I don't know what to make of it all and I just felt that we're getting too

old to manage a guy as big as our son when he gets belligerent."

Sometimes for short periods mothers tricked themselves into believing the illness

was a phase that their children would grow out of. When they saw their own younger

children or contemporaries of their ill children move on to assume adult responsibilities,

they had to stop and accept the reality of the chronic debilitating illness. As it became

evident that the friends and siblings had passed through this stage of early adulthood and

were moving ahead with career and family commitments, whereas the ill children were

not, a tremendous grief took hold of the mothers. Their soro\¡/ had as much to do with

the knowledge that their children would not be able to engage in the normal pleasures of
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life, as it had to do with their having to watch their sons or daughters colne to this

r e aTizati on them s e I v e s.

A very pragmatic mother said:

He just wants sornebody to talk to, even though he rnay

not say anything to you, he just wants to know that you're

on the other end of the phone. They're very lonely ... their

so called normal friends, most of thern have long

abandoned them, and so most of their friends are people

suffering from the illness, and they also have their moods

and so they're very tied into being lonely.

Another thoughtful rnother said;

You have to be careful how you speak and what you say

because their self-esteem, they don't have too much self-

esteem or selÊworth because they see their friends are

married, they've got jobs, they've got a life and that's

what's heartbreaking.

9.1 Acknowledging the Contradictions

Before the mothers could come to resolution they had to recognize and deal with

the contradictions which are parr of caring for a mentally ill adult. There is constant

tension between dependence and independence. The women were invested in their
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relationships with their children and a consequence of that investrnent was that

sometimes they blamed themselves for their children's inability to do things for

themselves. One woman acknowledged that it was not all a negative experience having a

dependent child and that perhaps she contributed to her son's dependency. She would

rather reproach herself and consider her mistakes in mothering than acknowledge that

her son's illness was the major diffîculty. This mother felt that if she could change her

behavior then everything could be allright. If she saw his condition as immutable she

would lose all her hope, thus it was safer to blame herself.

He was my first born, he was my favorite. He was the one

I spent the most time with, he's the one, everything was the

first try with your first child. And they are special. Maybe

I still want that relationship, maybe I don't want it any

different. I still want them as children. Maybe a lot of

mothers won't adrnit that, you know. I don't know, I don't

know.

The mothers were acutely aware of the emotional field that they were operating

in with their children. They recognized that in order for their children to achieve a

greater degree of independence, mothers needed to be aware of their own tendencies to

encourage dependency of their adult children on them. It was a balancing act for the

mother deciding when to support independent action and when to be nurturant and

supportive.
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He's a wounded bird out of the nest with a broken wing

and you know he's gotta go out of the nest but you have to

be so careful how you tug at his bottom as he moves. you

have to approach him with very gentle, loving support

skills. Your expectations, your demands are reduced

enormously. You are constantly aware of the disability

but you want them to attain the highest level of

functioning that they can, even with the disability.

The quandary of supporting independence while an adult child remained

dependent on her/his mother for help, was an issue that all the mothers struggled with.

Mothers needed to make sure that their children experienced a quality of life that was in

keeping with the rest of the farnily's. Mothers would often supplement their adult

children's resources, which raised their standard of living and comfort. Mothers made

the connection between a better standard of living with improved health and functioning.

If some of the frills were possible, the person with schizophrenia would be more satisfied

with his or her life and also more willing to cooperate with the person who provided

these options. This could translate into greater dependence as this mother noted:

I've always been her link to wellness. I've been the one to

provide her with the cigarettes and toiletries that she

needed, the clothing that she needed, I was the one who

went shopping for her. She depended on that, maybe

there's a certain amount of dependency on her part, and

probably still is.
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The ill children had not been able to support themselves from employment for

any significant length of time and relied on the welfare system for financial support. The

adult with a mental illness could either rely on the farnily or the state for support. Most

of the mothers thought that the state provisions were not generous but they were

sufficient if care was taken to budget well. They wanted to help their children to live

within their means, and sometimes that meant saying "no" to requests for money. "Well

we help him a little financially, but nothing like we did. He had various loans and finally

we clued in and said: 'No more of this nonsense.' So we help hirn with gasoline and

cigarettes and that's it."

The mothers who had been able to help their adult children move out of the

parental home and into their own living situation talked about their children's

ambivalence about leaving the family home. This ambivalence was most evident when

the adult child was feeling stressed or was ill. One of the respondents explained what

she had observed:

I think he's living in just about as good a place as he can

right now. He has a one-bedroom apartment, and it's got

an air-conditioner in the corner. It's got a fridge and stove

as big as mine ... you can go down and associate with the

rest of the people in the common room or you can stay in

your own suite. But when he gets sick, he says to me.

'Why did you put me in that place?' And yet I had nothing

to do, I offered the opportunity to fill out an application ...

and now when he's feeling okay where does he run home

to? As soon as supper is over, he's ready to go home.
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The mothers talked about their own arnbivalence; they were not confident that

their children's quality of life was better if they lived outside of the parental home. They

were not sure that the ill person could manage and woried about how the adult child

would deal with failure and how that would affect their self esteem. The mothers saw

that their ill children did not completely move out. It was a process of going back and

forth from the parental home to their own dwelling, until they were ready to live on their

own. The mothers reflected on how it was best to push for their children to move out

while the women were still healthy and well enough to support them in their new

accommodations.

We thought being in a group home would be good for him

'cause we said we're getting older and if something

happens to us, it would be more difficult for hirn to adapt

to a group home. This way you can go to a group home,

you can come back, and he did, for a weekend, and he

liked that. He said: 'It's like I have two homes.' Then

gradually he didn't come back. And he would only come

home once a week before he'd come every second day or

so. And he just ... or every third day, then it was a gradual

thing. It was good and he was quite happy there, he was

going to live on his own and get a job. And that's the way

it was working, so it rnade everybody feel good. We felt

good about that.

The mothers were most interested in their children obtaining as great a degree of

independence and self sufficiency as was possible. They were sympathetic when their
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children had difficulties with the self-care tasks that they needed to perform but they also

appreciated that, for their children's well-being they needed to do these chores. The

mothers appreciated that if their children were able to develop and keep up their selÊcare

skills this would translate into increased independence, beneficial to both mother and

adult child.

Well, I'm just thinking, maybe we might have to get

somebody to clean up his apartment periodically ... give it

a good clean up, so I'll have to do something about that. I

think I would like him to go back and get more cooking

instructions. I don't know if he's eating properly. He took

a bit of training in cooking but I don't think that it is
something that he likes. I can relate to that, I don't like the

kitchen, I don't like the cooking part. But I don't know if
he wants to go back to take anything like that in the life

skills. You know with him it's 'well I've done that already'

but is he doing the things that he's been taught? I don't

know. And he's putting on too much weight. He's got a

paunch on him that he shouldn't have at his age. He used

to exercise quite a bit but I don't think he's doing that

anymore. How do you get them to exercise?

This mother's knowledge of her son's behavior and reactions to conventions

necessary to pursue independent living were typical of all the mothers. She knew that

her son had access to the kinds of training progïams which would help him to learn and

maintain the skills that he would require but she also knew that this meant continuous
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vigilance on her part to encourage and sustain the activities which enabled him to live on

his own. The responsibility of care, in this mother's view, remained hers. she

supervised, monitored and encouraged her son so that he could fend for himself as well

as possible. In this way she was able to separate his life from hers in physical space, but

remained connected with him through the concrete and emotional support she continued

to provide.

9.2 Physical Reactions to Long-tenn Caregiving

This next section of the findings will be devoted to the effects of the illness on

the mother herself, The discussion above focused rnainly on the mothers need to respond

to the demands of the person with the illness. We have looked at how they needed to be

tuned in and responsive to the changing care needs of an adult child who has dirninished

capabilities. We have considered how others have been critical of mothers and the way

they did things for their offspring with the illness. We have talked about the women's

increasing a\ /areness of the long-term care needs of their ill children and also their

realistic appraisal of their olvrl capacity to rnanage this care. All of these aforementioned

issues contributed and caused considerable stress and anxiety for these mothers.

Inevitably, these women started to feel the wear and tear of the demanding occupation

that they were engaged in.

As could be predicted, the women who provided care over a long period of time

to a person with a chronic and debilitating illness themselves experienced some physical

effects. There were physical reactions for the women who were living with chronic

stress and continuous obligation. They were so preoccupied with caring for someone
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else they tended to neglect their own self care. The awareness of what contributed to her

poor health is described by one of the participants.

Energy and health seem to go unless you really work at it.

I have aheart condition and have to exercise, and I've had

a stroke. I don't sleep well, so I go through a period of

time and then I went to a psychiatrist and said: 'I need

help, I need medication.' My eating habits and my

sleeping habits had to be stabilized. My own physical

health was going. I was going to solve everything and I

was going to carry it all alone. This had to change or I

wasn't going to be around very long to be of help to

anybody let alone myself.

This woman had come to recognize that she could not ignore her own physical

health and that she needed to learn how to look after herself too. Most of the women had

figured out what they needed to do for themselves in order to reduce the chronic tension

and worry. They used physical activity, spiritual or meditative practices, and social

activity. They also discovered that these self-care practices made it possible for them to

maintain their caregiving work despite their feelings of stress.

The women discussed some of the practices that helped thern. Their comments

comprised a list of some of these:

"I have found that exercise is fantastic; I walk, I cycle, I get out into the fresh air, I work

around my flower beds. One year we went Line Dancing.,'
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"I have my hair washed and set once a week. I started that about six months ago and

that's a tteat. I go to the Society as a volunteer and that helps me. I have a sister that I'rn

close to and I talk with her on the phone."

"I get out socially, I have my quiet moments with my faith. When I require I take brief

holidays, maybe once or twice ayeat, usually going to very good friends."

"I try to have a good sense of humor. I can laugh at things, so that has kept me together.

I've always been that way. They used to call me Sunshine.,'

"I used to read a lot, but I can't get into reading. I do crossword puzzles, I bowl once a

week, I try to get out once in a while and I go to the opera if I feel that it's adequate. I try

to make new friends or contact old friends and they're like new friends again."

The women were inventive and imaginative in pursuing activities that they

enjoyed once they recognized that they needed to do this in order to maintain their own

health and vitality

9.3 Emotional Effects

The most difficult and painful task for these v/omen was to resolve and to come

to terms with their own disappointment and grief for the life that their children did not

have and could not have because of the illness. The mother was the one most

emotionally invested in giving care and "being there". She was the most saddened by the

effects of the illness, as this mother described it: "It's a continual grief, you see them try
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to cope in front of you, and in a lot of ways, he has more positive coping skills than I

have. But I'm carryingapafücular kind of despair." Another mother said;

I feel like crying which I don't. I feel that I have no one to

talk to, to explain this to. My husband, you can't talk to

him, so there's no one else and I don,t bother. My kids

have had enough. They have their own lives to lead. I

wouldn't be phoning them every night I'm not that type. If
they phone and things are bad [for me] I'll say something

but sornetimes I won't ... like I said I have no one to talk

to. So it just keeps inside.

The isolation, sense of hopelessness about the illness, the frustration of being the

only one to whom it seemed to matter led some of the \¡/omen to become significantly

depressed, even suicidal,

I was so down the last while, I guess it was before, before

I got hirn to a psychiatrist, I was so down, I said to him

one day: 'I just feel like taking, just taking you and me and

going into the car and putting the gas on!'That's how bad

the situation was just in the early part of this year. cause

there was just no hope anymore ....

This woman recognized that she was depressed as a consequence of her isolation

and feelings of hopelessness about her son's illness that she felt she could not share with

anyone. She felt that she had imposed her isolation on herself and that'lneed someone

to talk to now, because maybe I'm depriving myself of these things. Nobody is depriving
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them from me, f am depriving them of rnyself." She informed me that she intended to

act on this insight and stop being so insistent on carrying all the burden herself.

The women that did talk about the times they were depressed and overwhelmed

also talked about what they needed at those times. What they needed was often not

available to them from the formal system. They saw that the formal system was

exclusively concerned about the person with the schizophrenic disorder and did not have

the wherewithal to address the concerns of those who were providing the care. One

mother described what she thought was a necessary response frorn the formal system,

"You need someone to give you emotional support that can understand the turmoil that

the caregiver is having. The questions can be asked, do you do this? Do you do that? To

sort of guide you."

It is lack of available help from the formal care system that led these women to

search for answers from other persons contending with the same thing. The self-help

group seemed to be a vehicle that was available to these women to deal with some of the

emotional issues that they faced. The mothers had to learn to deal with the cycle of

optirnism and discouragement that is a byproduct of a cycli cal andchronic illness.

I had a lot of hope and so did he! He went to Comrnunity

College and he got his certificate, and then he had sorne

work experience and then, oh, things were going great and

he felt better. Then he'd get some of these anxiety attacks,

well then it didn't work out. Didn't do good with his work

experience, he wouldn't go in and so the group home fell

through and the work experience wasn't there. So there
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was a whole summer lost. So it just seems that things

were not to work out for him, or for us, but I'm still in

there fighting, I don't know where.

Along with the feelings of hopelessness there were also feelings of dread. The

mothers knew that the schizophrenic illness is cyclical and that there can be a return of

the manifestations of psychosis at any tirne. They dreaded these times and the sense of

irnpending disaster stayed with thern and interfered with their capacity to enjoy their

lives. They were upset by the effects on their children and they were also unsure about

their own capacity to cope. They recognized frorn past experience that any change for

the worse in their ill children's health affected them also.

That concem is always at the back of your mind, like

waiting for the other shoe to fall. Something rnight

happen and you'll be faced with another crisis ... not that

YOU will be, but your child is faced with the crisis and

then you are too. When these things happen I've learned

that I just pray to God that I have the strength to cope with

the situation at the time, we just rneet it head on and do

what we have to do.

The mother was tnost often the ill person's confîdante, a role that some mothers

relished but other of the women did not. The women whose ill chitdren were daughters

were pleased about having the role of confîdante. The mothers whose ill children were

sons did not seem to want this role but if there was no one else they took it on.
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The effects on the mother were also of the speculative variety. They wondered

what could have been, what might have been, whether their mothering was somehow

faulty. Did they cause or contribute? These guilty thoughts could keep sleep away. "I

was very anxious, and I still am a little bit, but you always think how it might have been,

how it should have been, did I go wrong somewhere? It's still there you know. I still

don't sleep too good, that's worry I suppose." These comments were offere dby awoman

whose child's illness spanned several decades and yet this mother still wondered what she

might have done differently.

Some of the mothers felt they had very little or no support. The networks of

support that were formerly available to them no longer were, not because those people

were no longer around but because the women could not relate to the unscathed lives that

others lived. The rnothers found themselves comparing their lives and their children's

with those of their friends and their children. They were envious at times of the good

fortune of their friends and peers whose children lived accomplished trouble-free lives.

The gradual drifting away from old friends and activities left a void in the

women's lives and sometimes it was diffîcult for the women to face their lives head on.

The struggle was to not give up and isolate themselves by escaping from the real world.

9.4 Assessing the hnpact of the Illness

The mothers wanted to talk about the impact of the illness on their children.

They wanted to explain how it had hampered and curtailed the young person's life, how it
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had destroyed their promise. They did not want to talk only about how it had impacted

on themselves. Their greatest soffow was not for themselves but for their children.

Their wishes for their children were quite modest and had mostly to do with them

simply having a normal life. They wanted their children to be able to work, to have good

housing, to have an income that was adequate to meet their needs They wanted their

children to have meaningful relationships that would sustain them. They also wanted

their children to have access to relevant help in a community thatdid not belittle them.

Some of the women commented on these hopes:

Perhaps if she could find some work, even part-time, I

don't irnagine that she could do full time work but I'm sure

she could do something. 
.She 

doesn't get out much, if she

could have something fulfilling to do ... then she would be

happier.

They would have a decent place to live, they would have

enough money to treat themselves once in a while. They

would have a community that did not make fun of them if
their medications were not quite right and there would be

job setups where they could do rneaningful rvork."

They wanted the services available to not only be relevant, but also sensitive to

the need for treating ill individuals with dignity. The mothers could understand horv it
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could be that their children got discouraged with the kind of treatment that was available

to them.

He's stopped talking now because he's talked to so many

people and so many psychiatrists, nurses, at two different

health facilities and each time he goes over it over and

over again. We had to go through the whole story all over

again, with me and with hirn [at both places].

The mothers knew that their children's abilities were not up to the caliber of other

persons their age and they wondered what it was like for their ill adult children to be

treated as if they were much younger. The illness hampered their abilities to do self-care

and, as a result, mothers were frequently reminding and prompting. These reminders

were considered by sorne of the mothers as invalidating of the ill individual, which

created considerable stress for mothers. "If it's bad for me because I feel like I'm putting

him down when I'm treating him like that, asking him to bathe, or asking'did you

shower, did you do this, did you do that, did you change your clothes.' What's it like for

him?" Or, "f let him go on his own. I've always been in there, interfering, it seems like

I'm interfering, always there. This time let him try to do it on his own, see if he can do

it. "

The mothers tried to sense how to approach their son or daughter. They were

never sure where to draw the line. The rnothers had learned to set limits with their ill
children and not be exclusively at their beck and call. The ill individual had to learn to

accept these limits and to accommodate to a mother's request for some space. These

changes did not occur quickly and most often a mother had to be very firm and insistent

that her limits be respected.
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She calls me, ard she calls rne, and I feel that I want to be

there for her, but my whole life cannot revolve around her.

There are others in the family. But I want her to know

that i will, as long as I'm alive, I will always be there for

her.

Since all of the respondents \¡/ere aging women, their issues had to do with the

future and the impact of caregiving on them. The mothers knew that as they aged they

would be unable to maintain the level of care that they were presently engaged in. They

wondered what would happen when they were gone, or unable to provide the care. They

were cognizant of the realities of homelessness, and the indifference of society to persons

with severe and persistent mental illness, but they were also aware of their own

limitations.

You can't keep them forever, mothers must be concerned

as they age what will happen to their children when they

are gone. Some don't care ... those are the ones sleeping

on the streets. What about the ones with schizophrenia

who are wandering and nobody cares about them? There's

nothing you can do after you're dead, if you're dead there's

nothing to worry about anyways. But if they're going to

end up on the streets, they're going to end up on the

streets, you don't have any say about that. But, if while

you're living, you can, if you can feel this in yourself that

they could be taken care of, that you can hope you can
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leave them with a better life than they're living. That's

about all you can do. What he does with his life or life

situations afterwards I have no control over.

One of the respondents wondered if she was not using her child's illness as a way

of rnaintaining purpose in her own life. As long as he was needing her care, she felt

useful and needed. This observation unnerved her but she felt compelled to offer it as a

possible harmful consequence for her child.

You know as I'm talking to you, I know I've pushed this

down. Maybe some mothers won't listen to this, or maybe,

I better not talk too much before I lose rny tongue. I could

be wanting ------ to stay home too. I might want him there.

I might be holding him back. Maybe I need someone to

take care, that I can give something to and be appreciated.

Maybe I might unintentionally be keeping him there too.

The rnothers were aware of the pain that their ill children lived with, and some

wondered whether their children's quality of life was worth it for them to struggle to stay

alive. They thought about what it would be like for them if their children cornmitted

suicide and what their reaction would be.

One time a man came up to me at the booth in the mall

and he said it was too late for him because his daughter

had committed suicide and I said right to him 'you know,

it was terrible when it happened and it's not a nice thing
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and everything, but you don't know how much relief, or

turmoil and the rest that you haven't had to go through.'

Sometimes when my son has been really sick I've thought:

'Gee it would be so easy if you just commit suicide like

some of them do!'

9.5 Sibling Relations

The effects of the iflrr.r, was not limited only to the person diagnosed. It also

affected other children even when they were growït and living on their own. Mothers

worried about how the illness affected sibling relations and also rnother-child relations

with well children. The mother in the family is usually the person most tuned in to the

needs of other family members, and these women were no different. The illness of the

child demanded a significant time commitment to one individual and this was sometimes

viewed by other farnily members as disadvantagingto them.

My other son and daughter-in-law, ... they think that -:--

is spoiled. They haven't said it to my face, but it's come

back to me, and on the outside it may look like it. I

bought him a second hand computer. But they don't

realize that when you have no job and your friends are

working and at one point, he couldn't even read. I guess it

was the medication. But this he could grab onto and it

gave him an interest and, as a mother who's had these

children, and saw what could be. When you see one come
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up with no trouble and then another so disabled you try to

make him happy.

If a biological view of causation is subscribed to, the fear of genetic transmission

of the illness to other farnily members is also present. One of the mothers talked about

one of her well children, "they have children, it really worries me, only time will tell and

hopefully they won't have any children with the illness, but if they do, they will see why I
do what I do for -----.tt

The mothers had an interest in sibling relations being irnproved and so6e

wondered whether the irnpact of having an ill brother or sister may have had harmful

effects on their weil children.

It must be very diffîcult for the boys, they never talked to

anybody, they never talked to a counselor. I bet they have

a lot in them, that they would like answers to and be able

to talk things out. It must be holding them back. I never

thought about it before .... it might be holding them back

on certain relationships too.

Siblings sometimes misunderstood the illness as laziness or amotivation and felt

that parents were being rnisled or used. The mothers saw her well children as not

extending thetnselves a great deal. While mothers did not expect sacrifice, they did look

for more compassion and consideration. One talked about family gatherings, "when they

come for Sunday dinners, which is a couple times a month, then they play pool with him,
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and give him a ride part way home if need be, but they don't go out of their way to

associate with him." Another one of the mothers was more forceful, "I think that you

have to, demand that, this is your brother, or this is your sister and you don't have to be

exactly your brother's keeper, but you maybe have to do a little bit more than you're

doing, to be a little kinder."

There was a hope that well siblings would be more active in providing care but

mothers refused to pass this burden on to them. The issue of who in the family (if
anyone) would provide care when moln was not able to, was unresolved. The doubt

about passing on the caregiving role is evident in this mother's words.

The only thing is that they're, they're not the least bit

interested in, I don't think they'll even, well maybe they

will, I don't think that they would want to take on the job

of looking after him when we're gone. And I don't expect

thern to either.

The rnothers did not want to burden their well children but they worried about what it

would mean for the child with the illness to not have anyone overseeing their care.

"We're concerned when we're not around, what's going to happen with him. So you have

to leave things in good order. They tell you to have somebody that's here, fine, we've got

our daughter. But it's quite a job for somebody to look after things like that." The doubt

lingered for all the women about who would accept the responsibility when they were

unable to carry on. They did not ask but hoped that other family members would be

compassionate enough to take over.
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9.6 Marital Relations

The mother was put into the position of choosing between the needs of her ill
child and those of her partner. Often times, because the illness does not strike until late

adolescence or early adulthood, the other children were out of the house and living on

their own. This had allowed the women to devote more time and attention to their

spouses who had come to appreciate the attention that they received from their wives,

and may have felt neglected when their wives'attention was diverted to another family

member. A respondent explains: "It was rough when ---- was at home. seems I was

always in the middle, fighting with one, siding with the other, trying to pull them apart.',

Another of the women said "I have to be careful there .... I do have to balance it off,

because if I do too much for our son and am too nice to him, then my husband is

resentful. "

Most of the women talked of how difficult it was for them to assume the bulk of
the burden in relation to care provision. They wished that the fathers would do more but

they mostly did want to be the main decision makers because they felt they knew what

was best. One of the wornen shared this comment:

With my husband it wore me out physically and

emotionally and there was so much less to give him and I

mean there's only so rnuch to give. There's only so much

energy that goes around. There's some bitterness toward

rny husband, as soon as you feel that you're carrying the

load, the whole load and you have to coordinate it alone
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it's overwhelming. You want them to take more

responsibility.

At times, perhaps as a consequence of mothers assuming decision making on

their own, some of the fathers abdicated all responsibility to their wives. In these

situations there was considerable marital strife. The women were resentful and felt

alienated from their spouses. one mother who felt very alone said:

There's no one else out there, not my husband. He's not

looking for anything, he's not, he'll go along with whatever

I say, but he's not out there to say: 'Okay, this is my son,

gotta do sornething about him.' He sort of sits back .... it

goes back to the relationship , at that rate you become very

angry, you lose respect if you can't have your partner share

this burden with you and be able to talk about it and be

strong about it and be able to support you instead I just

feel all alone, this ... it's awful.

There were frequently gender differences in how the illness was perceived.

Fathers often assumed that the behavior exhibited by the ill chitd was controllable and

that it was more likely a lack of arnbition than actual illness. The differences between

how husband and wife viewed the illness were likely to result in problerns with the

relationship. "So I don't know what he's doing and I don't want to think the way my

husband does that he really doesn't want to get well, he wants to stay where he is. Maybe

he is like that, feels it's comfortable, but nobody wants to stay like that." Mothers were
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more likely to accept that the behavior was related to an illness rather than controllable

behaviors: One woman described her husband's reaction to their son's illness, "he did go

to the goup but he was, he always was in denial, he always thought that schizophrenia

was just laziness, he accepted that it could be a sort of depression. He thinks ---- is

playing games with us and that he knows what he is doing."

There was no evidence of any untoward blaming of one another as being the

cause of the illness, but there \ilas a fair bit of speculation expressed about where the

faulty gene originated from. A belief about genetic transmission, while less guilt

producing than some theories of causation, still produces feelings of guilt. These women

did not bear their children in an era when genetic testing was possible and yet guilt

exists. One mother offered how both she and her husband felt and reacted to these guilt

feelings. "I think there is a certain amount of guilt. The gene I think is on my side of the

farnily ... there is a certain amount of guilt on both parts, because it hurts rny husband so

deeply that I think he tries to over-compensate for it. "

Most of the women were philosophical about how the illness impacted on their

rnarital relationships and their lives. They thought that no one could live life unscathed

by troubles and that having an ill child \üas one of those troubles. The challenge was to

learn to cope with that everyday reality. "The thing is it's something you gotta live with,

that's just living, like anything else that happens in families. Everybody has their liule

sornething that goes wrong. You can't expect that nothing will happen to you.,'
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9.7 Struggles Unique to Mothers

There was no doubt that it was an ongoing struggle for the women to find the

right way to deal with their ill adult children. The women hoped that their offspring

would be able to achieve an optirnal level of functioning and knew that this required a

fair bit of coaching from them. The mother's concern was to provide feedback and

direction to her child in a respectful manner, even though the directions were much like

those given a child. Sometimes the women wondered if this wasn't just part of the

struggle of motherhood, to remember the age and capabilities of their children, that it

wasn't a situation particular to mothering an adult with a mental illness. One woman

found this a comforting thought; it was a way of minirnizing her son's child-like

dependence on her. Instead she had reframed it as a mother's struggle to accept her

child's adulthood. This was used as a way of nonnalizing by focusing on a rnother's

tendency to think ofher children as younger than their chronologi cal age.

Well it's more difficult because it is an adult person and to

try to draw that f,rne line between caring and nurturing and

knowing it is an adult person that's got an illness, it's more

difficult than relating to my other two kids. you still love

them and you encourage them but you always try to hold

back that they are adults and you don't treat them as young

sons which is difficult. My mother did that to me ...I was

40 years old, had children, she'd still call me her little girl.

She said'Oh someday you'll understand', so this is true in

talking to other mothers. I listen to other mothers who

have adult children and I hear what they do and I think,

'My gosh, gee, these are adult men and they,re still treating
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them like little boys', so I guess that is part of being a

mother, you never let go ... unbelievable.

Women who were mothering adults with a mental illness did not restrict

themselves to just providing the necessities and a little spending money. They also

wanted their children to find values that would sustain them over the long haul. For

women who had religious convictions this meant that their children should have

opportunities to practice their faith. "If he likes to go on a trip, you try to take hirn on a

holiday, you know that's something he can't afford, but you try and provide that for hirn.

You try to provide him with spiritual support ... you realize that if you're not there that's

something he can draw on very solidly."

Mothers were pushing their children to become more self-sufficient, and often

times these efforts were met with resistance. The ill individual had a great deal of

anxiety about moving out on their own, and had very little practice with self care. Their

fears and worries were close to mothers'hearts because they had seen how helpless and

vulnerable the illness had made their children and they were also unsure if their children

could manage on their own. The women, for the most part, maintained the conviction

that it was best for their ill son or daughter to be living away from the parental home,

however the mother was still responsible for overseeing the care. Mother's pursuit of this

care led other children to wonder if it was necessary.

There were demands made on the mothers from her other children; even though

they were adults they often misunderstood their mothers'excessive attention to their ill
siblings. These healthy children did not seem compelled to offer their support to mom or

their ill sibling and this caused the mother some consternation. She worried about what
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the future would bring but she did not want to burden her children with caring for their ill
brother or sister.

The women also experienced difficulties in their marital relationships. Their

husbands played a secondary or supporting role only, when it came to caregiving. While

the women saw themselves as the most capable of assessing needs for their children they

wanted their husbands to share the load. The husbands wanted more of their wives'time

and attention, and the women while not disagreeing, felt that their ill children's needs

were uppermost.

At this stage of coping with the experience of mothering the women wanted

others to understand what it was that they were contending with in their daily lives. It

was this desire for understanding that led the women to look for others with whom to

share their experiences. The women recognized what they needed to do, they needed to

ask for help:

The tendency is that if you decide that

you're going to take the bull by the homs

and carry it all, people will let you do that.

So, it's up to you to f,rnally step back and

sây, Now hold on, I need help!' Be

specif,rc sometimes, we cocoon our

children and it's not that people don't care

or don't want to help, they don't realize the

load you carry and if you start becoming

anry and bitter all the time, you better do

something about it and if you're doing
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somethìng wrong and they're doing

something wrong, then you better start

working together as a team.

The "need to resolve" came as a consequence of coping with long tenn

dependence on the part of the ill child, the complaints of other family members, and the

mothers'own recognition that they could not continue to do ít alone.

9.8 Need to Share

The women had come to appreciate that they needed help and information in

several different areas. The major points they made are listed below.

' o They needed information pertinent to medical treatment and care so that they would

know what help was available.

. o They needed to understand the illness better, to know what signs and symptoms were

comlnon to the illness and what could be done if anything.

, " They needed to know what their rights and responsibilities were, if their child

, exhibited behavior that they considered unsafe or dangerous.

, o They needed to know if their child would be able to learn the skills necessary to
l

11¡anage independent living, or sustain employment.

'. ø They needed to find out whether there were any opportunities for stable housing so

that their child would not need to stay in the parental home.
:

: o They needed to leam how to manage the discouragement that enveloped their child

and themselves

o They needed to know what would happen when they were no longer able to oversee

the care of their son or daughter.
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e They needed to know if there was any cure in sight, or if their children would live

with this illness forever.

o They needed to know if anyone else worried about these things in the same way that

they did.

All of the wolren who participated had asked questions like this and did not feel

satisfied with the answers that were available to them in the typical places that they

sought answers. All of the participants had tried to talk to friends and extended family

members but were frustrated by the lack of understanding. One respondent said, "I have

some wonderful friends and they're supportive, but they don't understand like the people

who have this in their family, they really understand!" Another said:

I was able to get out and I talked to a friend, an old

girlfriend, I don't see that often. We talked for hours, she

has a sister that's schizophrenic and so it was good and

she's very into prayer. I guess it helped by talking to her I

felt better after seeing her. It's just being with somebody

who seems to care about you and is kind to you and has

got a few kind words for you.

It was that kind of gentle and shared concern which the women felt they needed.

Initially, most of the mothers said they came to the self-help group because they needed

information and someone to understand what their needs were. "I just wanted to talk

with somebody and find out if there was any help." There \¡/ere a variety of fonnats that

the women found helpful: "I found that learning about others' stories of how they were
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coping and what suggestions they came up with was far better than sitting and listening

to a lecture." Another said:

I came to fill rnyself with information, to gain some relief,

that I was not the only one living this horror story. you

can always find sornebody who has a worse story than

yours and maybe doesn't have as much support as you do.

The meetings are very informative; we usually have a

nurse, a doctor, a lawyer, somebody who can fill you in on

something that we need to know, that's mainly why I went,

to get as rnuch information as I could.

They wanted to do something that would make a difference in their lives and that

of their children.

Initially, there was cornfort in knowing that you were in

the same place as people who were hurting in the same

way, I guess, associates through pain. Then you sort of

transfer that into concrete, realistic steps. You begin to go

to the education rneetings and you learn about their coping

skills, you learn about your own, you share the despair,

some of you share the hope, sometimes you try to buitd

each other up, sometimes all you have the energy to do is

sit in the sarne room together.
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They needed to be able to share their pain, to learn new ways of dealing with a

problem that they had to live with. The women knew that they needed to find away to

learn to accept the illness and the limitations that it imposed on their children and on

thern. Accepting the illness also meant that the mothers could learn to admire the

strength and courage that their children had in facing life. The women all came to

tealize that they needed support, that they could not do it alone and that the people most

able to help and understand were other people contending with the same problem. Once

their "kinship" had been established they could look to one another for information, for

ideas on what could be done. One participant said: "It was very helpful to talk to other

people and hear what they were experiencing and maybe, help you do the right thing."

Anned with information and the knowledge that colnes from experience, the

mothers were able to understand more. They were able to see differences and

similarities and to understand better what they were contending with.

You learn all the different stresses families are exposed to.

You see coping skills, you see what's learned, you see

what doesn't work, you see what works, you see different

stages of the illness, short-term, long-term, medium-tenn,

you see different crises ofthe illness, how do the parents

meet this, what happens. It's a tremendous leaming

experience.

There was a mix among the women in terms of duration of membership in the

selÈhelp group. Some of the members of the group were new to the experience and

needed to find someone who had been there and done what needed doing abeady.Most

people were not familiar with schizophrenia when they entered the group. "Until my son
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was diagnosed with schizophrenia, I had never even heard the word. And I mean I'm not

that clued out, but it just didn't come into my realm." The selÊhelp group gave the

women a chance to help others who were contending with the same experience as they

were. "I go on a booth at the mall, we have pamphlets and if anybody wanted any \¡/e

gave them out. People stopped to talk, and I found that so interesting, having them talk,

they sort of got things out in the open and I think it rnade them feel better. Made us feel

better. "

These mothers knew that if their children could look forward to a brighter future

they needed to have someone who would advocate on their behalf and so the women

became more vocal in speaking about the needs for research, resources and public

awareness. They spoke from their fîrst hand experiences. Their knowledge about the

illness was legitimate and they had developed the confidence to pass on what they knew.

One mother described how the illness impacted on her son's life and how his limitations

have made it impossible for him to function in a competitive society:

They need jobs where they can work for 4 hours a day .... I

believe it's the illness itself and the medication that just

drags their energy right out of them. My son was a

Blackbelt at 16, but if he cuts the lawn, he has to go to

sleep for 4-5 hours cause he's just beat, he's just wiped,

you can see he's just drained ... Physically exhausted. And

people don't understand.

They were realistic about what was needed; they did not pretend they could

provide all the care that a schizophrenic adult needed. They did not expect that all

families could or would maintain caregiving responsibilities but they endeavored to help



167

develop the resources that were needed. They were activists, they could do sornething

about building what was needed. They saw the self-help group as the vehicle for getting

things done. "It was through the Society that ---- got in the group home, and also the

apartment; it was the Society that worked their butt for years trying to get a building, a

space, whatever." For some a stronger selÊhelp group with a developed array of services

might be the answer for meeting care needs when a mother isn't able to perfonn this role.

They talked about their resolve to do what needed doing to spread information

about the illness. Some of the women were zealous in describing what the selÊhelp

group had done for them. They understood that they did sornething as a way of making

up for their pain, that it was proactive and healthy. They preferred to focus on the

actions possible rather than giving into the losses. One woman said; "I lost a father to

this illness, and I'll lose a son too. I see all the losses ... it's just too much, too rnuch grief

to give in to. You have to get out there and ... Make up ... you can make up for some of

those losses in some ways."

The mothers who participated in this study were committed to using a self-help

group to help their children, to help themselves, and to help future generations of

farnilies afflicted with schizophrenia cope more effectively. The group provided the

structure and support needed for these wolnen to continue doing a very difficult job.

The self-help group also allowed the women the freedom to think positively

about their children's needs being met even when they were gone. All the women had

been their ill children's best advocate. Over the years since their children had first gotten

sick, most of the mothers had come to appreciate the impossibility of meeting all the care

needs of an adult child. They had recognized that it was not in thei¡ children's best

interests to remain exclusively dependent on them. These women had concluded that if
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their efforts were directed towards the betterment of life for all persons with the illness,

their own children would benefit. As an example, many of these women had been active

in working on the development of a housing cornplex that catered to persons disabled

with schizophrenia. All of the women had been involved in educating the public about

the illness. They did this believing that it people were better informed they would be

more tolerant and understanding when they encountered persons with the illness.

9.9 SYNOPSIS

The women who took part in this study were all mothers of adults afflicted with

schizophrenia. The mothers all saw themselves as primarily responsible for ensuring that

their sons or daughters had their care needs met, and had maintained that responsibility

from the onset of the illness. Most of the women who participated had been performing

the caregiving work for long periods of tirne and had developed a perspective which,

when examined, was remarkably similar to their very early rnothering experiences.

Using the work of Chodorow to infonn this work on mothering, it was my

contention that in their early days of motherhood women draw on their own experience

of being mothered to determine their course of action. Infants learn frorn their earliest

interactions that mother provides solace, comfort, nurturance. Mothers in turn teach

their daughters to mother, but, don't teach their sons "to mother". This abbreviated

version of Chodorow's theory allows the reader to appreciate that gendered role

assignment is a process of selective socialization. (This is not to discount the effects of

patriarchal structures which too have a role in rnaintaining women as primarily

responsible for farnily care.) These forces are discussed in relation to social
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expectations, institutional support and family pressure in a family where at least one

member is afÍlicted by a chronic illness.

I came to appreciate that the women drew on their own successful early

mothering experiences and knowledge as a way of coming to understand what needed to

be done when their children became ill. The women discussed their mothering

experiences prior to the onset of the illness and the women's subsequent acceptance of

the careprovider role became understandable. It was evident that the women had

nurtured the children while the father was involved in the public sphere. The women

came to understand the caregiver's role in the same way that they did their own earlier

mothering experiences. They discovered that if they were attentive to their children's

needs they could learn the best way to meet their needs.

In the process of learning how to care for someone with a mental illness the

mother encountered a multitude of service providers who did not always appreciate the

mother's stock of knowledge. The rnother in turn was often frustrated and angry at the

service providers'unwillingness to accept her defînition of need. This negative reaction

to the primary careprovider may have its roots in misogynist theories of causation, the

mental health care system's inability to adrnit that its stock of knowledge is inadequate,

or a paucity of resources to deal with this group of people. It is also possible that the

mother's definition is coloured by her overwhelming sense of responsibililty to make sure

that her child is looked after.

The rnothers who took part in thìs study had come to appreciate the dearth of
resources and services that were available for their children, but rather than standing

back helplessly waiting for someone else to take the initiative to do something they did it

themselves. Corning to this point took considerable time and effon but all the



170

respondent woillen chose the self-help group as the vehicle which would allow them to

acquire information, develop needed services, and fînd support. The women who were

members of the self-help group had come to the point of acknowledging a need for some

help. They had come through a number of stages to get to this point, which gave them a

unique vantage point. The women talked about their mothering before they needed to

know about mental illness, about the time when their child fîrst becarne ill, and then later

how they learned to cope with a chronic illness. As a part of recognizing the need for

information, services and support, the women also came to appreciate how the illness

affected them and their relationships.

It became clear during the course of exploring the phenomena of rnothering an

adult with a mental illness that the mother has an integral role which must be recognized

and appreciated. She is usually the person most emotionally committed to the person

with the mental illness and is likely to have the most helpfirl and relevant knowledge for

the service provider. She is almost always the person "where the buck stops", by this

expression I mean; her child comes home to her or calls her when they feel that they

need help. The authorities, and formal service providers call her when the person with

the illness needs to be "handed off'to someone responsible. The mothers who

participated in rny study gave examples of these situations and also offered suggestions

as to how they would like to be included as part of a careproviding team. They did not

wish to do this work by themselves but they clearly wanted their opinions and

observations to be heard and respected by the professionals.
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V. CONCLUDING SECTION

1O.O CONCLUSION

In this chapter of the report a synopsis of my findings and a discussion of the

implications of this research is presented: I further intend to consider what this research

rleans to clinical social work practice, education and policy. This report would not be

complete if I did not reflect critically on the design of this study and discuss the

limitations and the strengths. The end of this report can be a new beginning as well,

l1lore research needs to flow frorn this study. Wornen's contribution in the provision of

health care to the ill and the disabled must be recognized in order that it rnay be

transformed.

I began my study with the premise that mothers in families are the ones that

assume responsibility to provide care when it is needed by dependent family members. I

sought out a group of women who defined themselves as primary care providers to

dependent, adult children, and asked them to talk about this experience. Their

dependents had not been afflicted with illness from birth but had acquired it as young

adults. Schizophrenia was the illness which was comÍton to all the adult children.

Schizophrenia has no known cause or cure and continues to baffle scientists

interested in its origin. Views of causation have colne and gone and each offered a

different solution to the management of the symptoms. The family, but especially the

mother, has long been held culpable when mental illness developed. There has never

been evidence to support this position but it maintained its popularity regardless. I was

interested in why theories of etiology wanted to deflrne mothers as responsibte. What is it
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about the relationship of rnother and child that makes the mother the prime target for

blame?

The research questions that were addressed included the amount and kind of

caregiving that mothers perfonned along with the effect on them of performing this over

a prolonged period of time. The women were asked to consider what services and

supports they had available to them and whether what was available was adequate to

their needs.

10.1 Feminist Analysis

The rnother is the person in the family who assumes the primary responsibility for

care provision. The literature on family care of the mentally ill (Terkelson,ISBT;

Hatfield, 1987; and Lefley, 19S9) describes the likelihood that the mother will perform

that roie. The literature on farnily care in mental illness does not explain why it is that

mothers assume that role. Viewing the family through a feminist lens facilitates an

understanding of wornen's caregiving role (Abramovitz, rggg; Dalley, 19gg; Baines,

Evans and Neysrnith,I9gl; Ursel, 1992). Nuclear farnily arrangements in capitalist

societies assign females the responsibility for caring for the non-contributing farnily

members (this included both the dependent and the disabled). The care of the dependent

family members is a private, female activity in which costs are borne by females.

These theories informed my study, and while there was no comparison group of

mothers who were not involved in the provision of care to their mentally ill children, I

referred to the literature on women providing care to their families to show how these
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women had been selected to do the work that they were doing. There were certain

features that were common to all the \ilomen in my study:

, No matter how long the illness had gone on the mothers had always been the primary

caregiver, and most vowed they would continue as long as they were able.

o They did not attempt to shirk or pass this role onto anyone else who was not willing.

o It did not matter where the child lived; mother remained responsible. When the child

lived on their own it meant even more time and work for mothers because they

tended to be responsible for maintaining two households rather than just one.

o The mothers' love for their children superseded the manifestations of the illness.

Their emotional committnent to the ill persons made it possible to see past the

symptoms and to look for imaginative and creative ways to "be there" for these

children.

o Mothers' commitment to their ill children often had adverse effects on their lives and

relationships, but none of the mothers defined this as sacrifice.

Mothers are tied up in a production mode; they have the job of producing human

beings that are able to function in a competitive sphere. Individuals with schizophrenia

are, however, not able to compete as adults launched into successful careers and

individual lives. It is my contention that because of the adult child's inability to compete

the mother is expected to maintain the role of caregiving for an extended time. The ill

adult's failure to develop an independent life is blamed on the mother who must continue

to perform the caring work that needs to be done. She is given inadequate resources to

do this and is made to feel that problems encountered are somehow her fault, and are a

result of her inadequacy as a parent. If my premise is accurate, it is, thus, understandable

why mothers continue to provide care beyond the time of life when they are socially

expected to do so. It becomes understandable why mothers who are themselves retired

from paid employment or elderly have to maintain the responsibility of caring fo¡ their
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disabled adult children. It also becomes possible to see why mothers are susceptible to

forms of mother-blaming that continue to be part of the professionals'response to the

mentally ill.

10.2 Selected Research Highlights

The women who took part in this study all saw themselves as responsible for the

care of their ill children. Their íll offspring were generally young to middle-aged adults

who had been sick for a decade or more. It did not matter to the mothers how old their

children were. What did rnatter, though, was what the child's needs were. The mothers

had all turned to the formal care system for help, experiencing varying degrees of
dissatisfaction. None of the rnentally ill children had been institutionalized for lengthy

periods, but all had been hospitalized in acute care psychiatric units at some point in

their illness. Typically, after the acute episode the individual would be discharged back

to the parental home with mother as the primary caregiver.

The participants talked about their experience of mothering a mentally ill adult,

but they talked about it as a nonnal part of their experience of mothering. They talked of
their understanding of what it meant to be a mother and what responsibilities that role

entailed. The mothering role that they subsequently assumed when their children

became ill had many of the satne features that their earlier role (when their children were

little) had. The stories they told were about adaptation, fitting their behavior to what

they thought their child needed.

I had expected that most of the adult children would be living in the parental

home but that was not the case, the majority lived in their own apartments. Even though

they were living apart from the parental home the mothers continued to be involved in



17s

the daily lives of their children and thought of themselves as the primary care providers.

The move towards independent living did not run smoothly for any of the íll children.

They moved back and forth between their own accommodations and their parental home.

The support and help that they sought from their mothers varied and depended on what

stage of illness they were experiencing. The mothers who took part in this study had no

professional training in the care of schizophrenia and yet all were acutely aware and

sensitive to the care needs of their children. The mothers learned by watchin g and,

interacting with their children to understand what the care needs were.

I had expected that the women would describe the tasks that they did for their

children in detail and that they would describe this work as burdensome and tiring. I

expected that these women would be engaging in a significant amount of physical care

and that they would be exhibiting symptoms of chronic stress and fatigue. lnstead the

majority described their care as mostly of the affective or emotional variety involving

significant demands on mothers. They reported that they performed sorne physical

chores but they were not overburdened by them. The participants who had their children

living at home did most of the physical care and reported being overburdened and

stressed. Perhaps, not coincidentally, these were the participants least active with the

self-help group and least convinced of the benefits of the goup.

Most of the women were affentive to their emotional and physical well being and

were knowledgeable what they needed to do in order to look after themselves. They

were inventive and resourceful about their own self-care, including their involvement

with the self-help group in this category. The wornen attributed their adjustment to

living with a chronic illness in the farnily as due in large measure to their involvement

with self-help. The self-help group that the women referenced was specific to the illness

which afflicted their children. Most had been members for extended periods of time and
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were active volunteers in the organization. The participants seemed to define their

involvement with self-help as a way of diminishing their private burden.

The selÊhelp group viewed resource development, advocacy and public

education as part of its rnandate. The majority of participants believed that pursuing

these directions would ensure that their children (and other persons afflicted with

schizophrenia) would get what they needed. It was stated or implied by most that this

would make it easier for them when they were physically unable to do the caregiving that

they now assumed. Most of the wornen defined this particular self-help group as

responsive to their needs, reporting that they felt informed and supported without being

judged or blamed.

The mothers'love for their children motivated their investment of time and

energy. The mothers did not deny thatit was a lot of work, or that they wished for others

to be more interested and involved. There was not a single woman in the group that

begrudged any of the caregiving efforts they made on behalf of their children. AII of the

women were able to look past the illness and see the person that they loved with a care

need. The odd mannerisms, ritualistic habits, and asocial behaviors that are

characteristic of persons with a schizophrenic condition were not used by the mothers to

describe who her child was. The mothers also recognized that their caregivìng created

tension in other farnily relationships. They were attuned to the differences in their life

cycles with that of their contemporaries who were free of the responsibilities of

dependent children.

All of the wolnen thought that the services of a psychiatrist who was attentive to

the observations and concerns of family was essential. This was considered to be crucial

especially in times of crisis. This was not always the reality though, as several
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participants reported that family concerns received short shrift frorn medical

practitioners. Psychiatrists were not the only professional group that received criticism,

there was more than a little annoyance expressed towards other professionals that the

mothers had looked to for help. They were especially angry and disappointed in those

individuals who adopted a cavalier or disrespectful attitude towards the farnily care

provider. Most attributed this "unhelpful" stance on the part of the formal sector as a

result of inadequate preparation in professional training. Another factor which was

referred to was that professionals had limited or inappropriate resources at their disposal.

10.3 Evaluation of Study

This study was exploratory, conducted with a srnall sample, and was restricted to

a particular population. Mothers who identified themselves as the rnain care provider for

an adult child were the only source of information on family life and farnily burden.

This narrow focus does not allow for generalizationof the findings to a broader

population.

The major strength is that the women caregivers themselves described the issues

which determined their behavior. The findings are based on their own narratives which

come from personal experiences of caring for an ill family member. As a result, there is

a depth and richness in the data which enhances the thesis. The women who participated

in the study were asked to consider the findings, none disagreed with the interpretations

or analysis presented in the report. This added to the strength of the study.
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(i. ) Future research directions

There is clearly a need for more comprehensive studies to ascertain the level of

maternal involvement in care and support of mentally ill adults. This thesis explores

some caring situations, but further work is needed to draw firm conclusions.

Longitudinal studies which engage in scheduled follow-up of specific families across the

life span of a long-term mental illness would be helpful in bringing out the effects of

caregiving careers on women. My research suggests that attention needs to be paid to the

relationships, in particular, between women's agingand their caregiving activities for

chronically ill adult children. The contribution of self-help could be studied more

extensively to establish the most promising rnix of supported interventions in the care

and treatment of the long-term mentally ill. As this study has pointed out, the woÍten

providing care to their ill adult children were supported and assisted through a self-help

initiative.

10.4 Recommendations / Implications

As a consequence of my work in conducting this study I would like to offer some

recommendations in the area of social work practice, policy, and education.

(i.) Practice

At the most basic level, professionals must be sensitive to caregivers' experiences.

It is essential that family care providers be listened to and their reality accepted as valid.

This has not always been the case judging from the women's stories.
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Service providers also need to be aware of the potential family dynamics when

there is a mentally ill adult child. They need to appreciate that all family relationships

are affected, especially, if there are signifîcanf care needs. Practitioners need to be aware

that long-term care providers cannot continue this practice indefinitely and need to be

helped to facilitate independent functioning in persons with schizophrenia.

Practitioners need to consider who meets the care needs and whether the

responsibility can be shared. If the caregiver is predominately one person as it was for

the mothers in this study can the service provider play afacilitation role? They can

facilitate caregivers asking for and expecting help from other family members or

potential support systems. The service provider can play a role in divesting the

responsibility for care to include others besides mothers and female kin. I would suggest

that this is an essential role for social workers, advocating for structural changes in

family practices that do not address the needs of all mernbers.

lii.) Policv

There are two main directions when policy initiatives are considered. The first

consists of accepting and helping wornen who are providing care. The second involves

rejecting the status quo and facilitating change in the way care is provided for dependent

citizens. These do not need to be mutually exclusive activities though.

There is a need to recognize that at present mothers are extensively involved in

care provision and that they have clear ideas about what kinds of services and supports

are needed. They should be included when services are being developed. The self-help

movement was established as a consequence of families unmet needs and the women

who have joined and maintained their involvement do so because it is a structu re that
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serves their needs. These existing goups could be the context by which consultation and

inclusion in service development occurs.

There is also a need to work towards changing policies which identifu mothers as

solely responsible for care provision, and this means more than just shoring up the non-

formal sector. There needs to be an acknowledgrnent that gender-related assumptions

and expectations exist and that these inequities need to be rectified. There is a need for

the state to consider a gender analysis when care resources are being distributed and

strong voices are required to advocate on behalf of all women.

(iii.) Education

There is a need for non-misogynist theories of causation of mental illness to be

taught in institutions preparing health care professionals. The mother-blarning that has

framed many professionals understanding of the etiology of mental illness has done a

great disservice to everyone. It harnpered the kind of care available to persons with the

illness, it discredited the mothers who were raising the issues, and it hampered the

professionals frorn being truly helpful to those persons who were living with the illness.

Professionals also need to be taught about the implications of gendered caring,

and how it affects the life course of women care providers and the ill adults who are in

receipt of care. They also need to know about extended caring and how it impacts on

women's lives.

It will be necessary to inform future professionals of the value and support

available from the mutual aid movernent. The empowerïnent inherent in this approach is

not always understood or appreciated by professionals who may feel threatened by the

Iimited role that they are able to play.
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Appendix I

Dear _,

I am a graduate student in the Faculty of Social Work; part of what is required for
me to cornplete this program is to organize and conduct a research project in a topic area

that is of interest to rne. I am interested in exploring the caregiving work done by wolnen
who have adult children who have been diagnosed with schizophrenia.

I have approached the Schizophrenia Society who have agreed to send this letter
to any of their members whose situation rnight fit with my area of research. I would be
grateful if you would consider my request to participate, on a voluntary basis.

The women that I would like to meet are those moms who see themselves as

mostly responsible for making sure that their adult child is looked after. It is not
necessary that your son or daughter be living with you at this time.

I am interested in learning what responsibilities you have, what kind of help is
available to you and also what additional supports you feel you need.

If your situation fits with my area of study and you are interested in takingpart,
please return the enclosed consent form with your name and phone number, along with
suggested times to call in the stamped, return envelope.

It is my intention to arrange a series of one-to-one chats with the women who
wish to participate in March and April. I would anticipate that two meetings of l-2 hours
would allow me enough time to hear your story.

If you agree to participate, our discussions will be confidential and the results of
the study will be reported in such away as to rnaintain anonymity for you and your
family.



If you agree and then subsequently change your mind for whatever reason, your
decision will be accepted. If your participation in this study will in any way compromise
your relationship with any family rnembers, do not feel obligated to participate.

The reason that I have chosen this particular areaof study is that I believe
mothers make significant contributions in caregiving and often their efforts are
unrecognized.

Ifyou have any concerns or questions about this research, you rnay contact the
Manitoba Schizophrenia Society or indicate on the consent fonn that you would like me
to call to offer further explanation.

A written summary of my flrndings will be made available to all participants and a
copy of my thesis will be forwarded to the Schizophrenia Society following its
acceptance.

I appreciate your taking the time to read this letter and hope you will consider my
request. Thank you.

Yours truly,

Winnie Pauch
M.S.W. Candidate



Appendix 2

CONSENT FORM

Project investigator: WinniePauch
Graduate student, School of Social Work
University of Manitoba, Winnipeg

Advisor: Tuula Heinonen
Faculty, School of Social Work
University of Manitoba, V/innipeg

I have been asked to participate in a study on the caregiving work done by
mothers of adult children who have been diagnosed with schizophienia. I understand
that I am asked to share my experiences as it pertains to the role of bein g a careprovider.

I understand that my story will be told to Winnie Pauch who rnay record our
conversations.

I agree to participate in this study. I know that the results will be used for
research purposes only and will be kept strictly confidential.

I understand I will receive a written summary of the results and that I rnay also
request further explanation from Winnie.

If I require more infonnation about this study, I may call Winnie pauch. I may
also communicate with the Ethics Committee through Tuula Heinonen if I have questions
concerning the ethical aspects of this study.

There are two copies of the consent form, one of which I may keep.

Signature

My mailing address

My phone #

Date

The best time to contact me is



Appendix 3

Dear

When we met in the spring of '95 i told you I would share the results of my
research. What you will f,ind enclosed is a draft of the fîndings chapter of rny thesis
report. This is your copy to keep, if you wish.

In this chapter I have tried to accurately reflect your story while at the same time
searching for commonalties and patterns among mothers who have the responsibility for
ensuring care is provided to an adult child with schizophrenia. I have in the interest of
maintaining your privacy and confidentiality disguised some situations or changed place
names but otherwise feel that this report represents our conversations.

I am interested to know if you feel that this is the case. I would ask you to read
the enclosed material with the following question in mind:

"Does it contain any gross inaccuracies or misrepresentations of my experience?,'

If your answer is yes I need to know before I submit my final copy to my thesis
committee. I will be calling you in 10-14 days and hope that this allows you sufficient
time to read the rnaterial. If you have any further questions you can leave a message, and
I will return your call.

In closing, accept my thanks for allowing me to hear about your experience.

Yows truly,

Winnie Pauch
M.S.W. Candidate



APPENDD( 4

QUESTION GI_rrDE

1. Family histoly and genogram
Could we begin by you telling me who is in your family and where they are. If you
would like to tell me where people live or what kind of work they do it would help me to
understand what your family looks like. (Identify ill family member, and duration of
illness).

2. Mothering
How long have you been a mother? Tell me what that role means to you. Is it different
for you now because you are mothering an adult child, with an illness? Can you explain
this change?

3. Caregiving
Mother is usually the person in the family who does most of the caregiving would you
say that this reflects your family situation? Can you describe what you do when you are
providing care to your farnily? How much of your time is spent in taking care of farnily
members? Is what you do for _ different than what you do for other farnily
members? Can you explain how?

4. Effect on relationships
How do you think that your continued caregiving has affected your relationship with

? Other children? Your husband? Friends?

5. Personal sacrifices
What if anything have you needed to give up as a result of your caregiving? Can you tell
me how you feel about having to do this?

6. Ernotional effects of caregiving
How has caregiving effected your self-esteern, your confidence? Has it changed you,
how? What about your present situation causes you to feel worried or anxious? What do
you do to manage your stress? How do you take care of yourself?

7. Availabilitv of sunnort
What kinds of formal support have you used for ? For yourself? Who is available
to support you in your irnmediate family or intimate circle? What were your expectations
when you joined the MSS? Does this group offer you the kind of support you feel you
need?

8. Mother's view of ideally supportive context
Imagine that we lived in the kind of world that could give _ the kind of support that
would make his/her life better. What would this world look like?


