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Abstr act

A Search for Meaning: The Fam |ly’s Response to Serious
Mental |11 ness

By
Katherine M Burrel sman, MA., MF.T.

It is a conmmonly held belief that it is inherent in
human nature to strive for coherence and nmeaning in
the mdst of adversity. Whether this is short or |ong
term for immediate or prolonged functioning, we all
strive to put experiences within events into a
framewor k that enables us to devel op a sense of order
| eading to acceptance and resol ution. Therefore, each
individual within a famly system nmay devel op a
hypothesis in order to make a nodi cum of sense of what
can appear to be an inpossible situation. The
participants involved in this study were individuals
with relatives suffering fromnmental illness; parents,
siblings, children, and extended fam |y menbers who
had rai sed a ni ece/ nephew or grandchild with nental
ill ness. The research design was based on pil ot

i nterviews, a denographic questionnaire, and a
structured narrative interview. The transcribed texts
wer e anal yzed using structural anal ysis and grounded

t heory. Five wonen and three nmen provided narratives
of their lived experience with a famly nmenber
suffering with nental illness froma variety of
perspectives in response to open-ended questions posed
by Researcher. The energent thenes were organi zed and
categorized into levels or stages of experience that
becanme the structural equival ent of the journey
undertaken by these individuals in their search for
meani ng. These thenes were characterized by the need
for the experience of feelings, the need to reach out
(personal contact), the need for cognitive process
(faculty of know ng), the need for an end purpose, the
need for an outconme, and the need for an ultinmate
resol ution fromwhich sense or neaning is derived.
Results of the study indicated that famly nmenbers



come to terms with or find meaning in the midst of familial
mental illness through a process that incorporates the succinct
concepts of emotion, resources, knowledge, strategies, process,
and coming to terms. The integration of these components Into a
model of meaning for families with relatives suffering from
mental 1llness lead these iIndividuals to ways of being in the
world that is characterized, iIn most cases, by active engagement
in the search for meaning. The electronic version of this
dissertation i1s available 1In the open-access OhioLink ETD
Center, www.ohiolink.edu/etd.
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CHAPTER | : | NTRODUCTI ON
As for me, you nust know that | shouldn’t precisely
have chosen madness if there had been any choice.
Vincent Van Gogh, 1889
In our society individuals wwth nmental illness
have many denonstrative behaviors, as well as
inclinations toward behaviors attributed to themthat
are based on msinformation, flawed perceptions, and
quite often, fear of the true nature of organic brain
di sorders. Thus those suffering with nmental illness
have becone stigmatized (Torrey, 1988, 2001). Famlies
of individuals with mental illness are often caught in
a negative framework consistent with the prevailing
soci al perceptions of those suffering from nental
illness as they attenpt to deal with the diagnostic
reality of arelative. Comng to terns wwth such a
tragedy requires the famly to change and process its
response to the reality of receiving such a diagnosis.
The journey that each famly takes is unique. The
arrival at sonme point intinme to a state of acceptance
of the famly nenber with nmental illness involves the

process of devel opi ng the acquisition of nmeaning and



coherence (Antonovsky & Sourani, 1988; Miesser &
G ngerich, 2006; Torrey).

As a nodel for accepting and coping with famli al
mental illness, neaning provides a context for
resolution and reconciliation for famly nmenbers. This
process is necessary for the long-termnental health
of all involved and the search provi des opportunity
for personal growh for each individual in the system
The burden of action is on the famly. As they | ook on
and attenpt to respond to the best of their ability to
the individual suffering fromnental illness, the
challenge to the famly is certain and inevitable
(Terkel son, 1987; Rose, 1983; Teschi nsky, 2000).

An i ndividual who is struggling with the
synptons of a serious nental illness is unable to
critically evaluate the experience and react
appropriately. That person is often denoralized and in
the depths of despair. That person al so | acks insight
into the existence of the experienced illness, as well

as the wish to be conpletely well. In the m dst of



chaos treatnment may inevitably be rejected (Cromnel I,
1978; Marsh, 1992; Maxnen & Ward, 1995).

Thus the burden falls to the famly to research
and organi ze all of the resources at its disposal in
order to find a renedy to such an experience as well
as the resolve to access help for thensel ves and the
i ndi vi dual (CGoldstein, 1981; Hatfield & Lefley, 1993).

The question that | oons is how and where do
famlies of those suffering fromnental illness find
the ability to make a difficult situation bearable and
ultimately hopeful ? What functional processes
contribute to an end result that is both fulfilling
and creates an environment within which both the
famly and its relative with nmental illness can live
and relate respectfully to one another? It is the
prem se of this study that such a destination can be
arrived at through the thoughtful pursuit of neaning.
There is support for the notion that stressful events
and t he acconpanyi ng need for adaptation centers
around certain thenes, one of which is the search for

meani ng in the experience (Marsh, 1992). A famly’s



response and effective adaptation to such an event is
associated with naking cl ear what appears

i nconpr ehensi bl e, managi ng that which feels out of
control, and finding relevance in confusion (Rose,
1983).

This study will explore the journey common to
all famly menbers in their search for neaning. The
end result of which will not only add to the
literature but will also be of direct benefit to those

who are trying to make sense of their lives.



CHAPTER | 1: REVI EW OF THE LI TERATURE

An inportant prem se of this study is the belief
that it is inherent in human nature to strive for
coherence and neaning in the m dst of adversity.
Therefore, each individual within the famly system
may devel op a personal hypothesis with which a nodi cum
of sense can be nade of an inpossible situation.
Whether this is in the short termor the long term
for inmmedi ate or prolonged functioning, we all strive
to put experiences within events into a framework that
enabl es us to devel op a sense of acceptance and
resol ution.

The Effects on the Famly

The onset of nental illness and subsequent
di agnosis is invariably a disaster. Al famly nenbers
are victinms. It affects attitudes toward self and
life. It produces physical and nental synptons of
illness in other famly menbers. It alters the
system c structure of the famly, influencing a
mul ti tude of present and future life choices

(Terkel sen, 1987).



“Fam lies continue to be the primary caretakers
of the mentally ill” (Johnson, 1990, p. 31). The
obj ective burden of famlies is described as including
t he troubl esonme behaviors of the individual,
di sruptions of daily routines, interference with
social and leisure activities, and demands on famly
time and effort. The subjective burden is defined as
the enotional inpact of living wth a famly nmenber
with nmental illness. As primary caretakers, famly
menbers may initially experience shock. They find
thenmselves in a state of anbiguity. The ability of
these famlies to cope and adapt, and nake functional
changes often depends upon the availability of
supportive networks, psychiatric and psychol ogi cal
services, and fam |y managenent (Johnson).

Children, Siblings, and Parents

Chil dren of parents with nental illness take on
a great deal of enotional responsibility as they care
for their parents. In fact, the inpact of this
tremendous responsibility on the long-term

psychol ogi cal health and wel | -being of these children



is still not fully understood. It is clear however
t hat the ongoi ng experience and devel opnent of these
children is adversely affected (Al dridge, 2006).

Parental reaction to their children with nental
illness involves worry, financial concern, stress,
anxiety, resentnent, grief, depression,
stigmati zation, disruption of famly social life,
guilt, and self-blanme. There is profound disruption
for all involved in the famly.

The burden undertaken by the famly with a
relative who suffers fromnental illness, whether it
be parent, child or sibling, is highlighted by the
foll owi ng thenmes: |oss of what m ght have been, fear,
grief, shock, confusion, and negative self-blane.
Contributing to the famly burden inevitably is the
behavi oral repertoire of the individual. These
behavi ors can include a nyriad of chall engi ng aspects
i ncluding withdrawal, verbal aggression, violence at
ti mes, unwarranted suspicion, and poor self-care.
Parents often search for nmeaning in an attenpt to

explain the precipitation of a nmental breakdown and



subsequent diagnosis of a child (Ferriter & Huband,
2003).

Parents feel responsible for the welfare of
their children suffering with nental illness. They
want to be of help to them even through adul t hood.
Common reactions and feelings reported by parents are
hel pl essness, confusion, frustration, guilt, sadness,
enbarrassnment, and anger. Siblings have simlar
reactions but al so have uni que perspectives. The
illness of a sibling evokes confusion and frustration,
anxi ety about developing the illness, distress,
feeling self-conscious, resentnent and anger, and
survivor guilt. Only by balancing the needs of self
and ot her can there be forward novenent. Beconi ng
know edgeabl e about the illness and understanding the
effects on the famly can mnimze the feelings of
bei ng alone in the experience. Serious nmental illness
wi |l inpact, but does not need to dom nate, the |ives
of everyone involved (Miesser & G ngerich, 2006).

Adult children and siblings experience the

mental illness of a relative as a cataclysm c event.



The i npact of such an experience pervades their entire
lives. Siblings and adult children often report
however that they have “nore than nmerely survived”’
(Marsh, Appl eby, Dickens, Owaens, & Young, 1993, p.
29). They report that as a result of their intimte
experience with nental illness they were nore
conpassi onate and stronger as individuals. Resources
for devel opi ng coping skills, adaptation, and
resilience to chronic trauma were found in famly,
friends, and professional support groups such as NAM
(National Alliance on Mental Illness) (Marsh, et al.).
Appraisal Process

As famlies react to the trauma and
victim zation of having a relative with nmental illness
a nunber of things begin to happen. The famly nenbers
start an appraisal of the situation as well as an
apprai sal of the personal issues that are true for
them This appraisal process is actually the beginning
of devel opi ng coping strategies for how they wll deal
with the situation at hand; in the present and in the

future. Sone of the personal factors that may
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i nfl uence a person’s understandi ng of the event may

i nclude comm tnents and beliefs about that

i ndi vidual’s personal control, as well as existential

i ssues. As this appraisal progresses, the significance
of each personal factor is evaluated as it relates to
the event. These personal factors tend to interact
with situational factors and influence the outconme of
the process. The situational factors: novelty,
predictability, event uncertainty, immnence,

duration, and tenporal uncertainty work to explain the
process of appraisal that has been set in notion. As

i ndi viduals begin to cone to terms with their famly’'s
situation, they are attenpting to assess what wll be
required of themin terns of conmtnment and for how
long (duration), the uncertainty of the future, and
their owm |ack of personal control over circunstances.
The interpersonal process required to nmaintain the
status quo of the famly systemis not anenable to the
i ndi vi dual even though this may continue to be an
expectation of the famly. The conplexity of the

situation becones apparent and the stress inherent in
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t he upheaval caused by nental illness should ideally
| ead to devel opi ng wor kabl e copi ng strategies
(Terkel sen, 1987).
Defenses

The coping strategies that each famly nenber is
able to bring about through that individual’s personal
experience wll determ ne how the inevitable will be
manageabl e.

A natural response to stress is defensiveness.
Def enses act as a natural protection to unexpected
life events. W each possess a psychol ogical integrity
t hat demands protection frompain that may be
experienced. Defenses serve a nunber of purposes
i ncluding maintaining affect within acceptable limts,
contai ning such drives as sexuality and aggression,
mast eri ng changes in self-inmge when there is a lull,
and mitigating unresol ved conflict (Terkelsen, 1987).

The defensive nechanisns that are in operation
at this tinme fall along a continuum and range from
pat hol ogi cal to adaptive. These defenses fall into the

foll ow ng categories: psychotic, immture, neurotic,
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and mature. The manner in which the famly nenber
conceptualizes the stress that is being experienced
and defends against it, will determ ne the potenti al
out cone of the coping process. The protective function
of defenses can reduce or limt such effects as
overwhel m ng anxi ety (Terkel sen, 1987).

“Mental illness is a catastrophic event for
famlies” (Marsh, 1992, p. 137). The response of
famlies to the existence of nental illness in the
i ndi vi dual can be both healthy and pathol ogical. There
are aspects of famly functioning that are both
resourceful and inadequate. Coping strategies
exhibited by the famlies with nmenbers who suffer from
mental illness are simlar to those strategies in use
by famlies dealing with significant problens other
than nmental illness. However, in the famlies who have
relatives with nmental illness the problens are, for
the nost part, nore intense, chronic, and nore
demandi ng than situational problenms encountered by

famlies who do not (Marsh).
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It has been discussed that serious nental
illness is a catastrophic event that affects al
menbers of a famly. Serious nental illness, when
defined as a famly burden only, increases the risk of
i gnoring other inportant dinensions of the famly
experience. The experiences identified are the
subj ective burden (personal suffering), the grieving
process (nourning the relative they knew and | oved),
synbolic | oss (hopes, dreanms and expectations),
chronic sorrow (feelings waxi ng and wani ng acr oss
course of illness), the enptional roller coaster ride
(rel apse, remssion, turnmoil, renewed hope), and
enpat hetic pain (the corporate |oss) (Marsh & Johnson,
1997).

Coping Strategies

As human bei ngs, we cope with a nyriad of
experiences and events every day. How we categorize or
apprai se these events nay determ ne how we respond. |If
an event is determned to be stressful then our coping
mechani snms are triggered in order to manage the

denmands that are nmade on our internal and externa
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worlds. If the event is appraised as bei ng beyond or
exhausting our resources, then our coping response is
activated. W nmay alter or just manage the probl em or
event. Such coping is considered problemfocused. |f
the focus is to regulate the enotional response, such
coping is considered enotion-focused coping. This may
appear obvious, but the coping is determ ned by
avai l abl e resources as well as any constraints that
are in operation (Terkel sen, 1987).

The experience of the fam |y nmenber involves
both the objective burden (consisting of reality-based
probl ens) and the subjective burden (perceived
probl enms and enotional distress). Siblings, young
children and adult children living in a famly setting
with nmental illness as a constant presence, describe a
range of anbivalent feelings and attitudes toward
their loved ones. Families trying to cope with the
demands of nental illness report substanti al
difficulties wth balancing the needs of the famly
and managi ng their own responses to the problematic

behavi or of the individual (Hatfield & Lefley, 1993).



15

“Mental illness is, by its very nature, a
fam lial experience” (Teschinsky, 2000, p. 387).

Fam lies feel isolated and bl anmed. Their lives are
interrupted. Famlies are the first to notice a | oved
one is ill. Their initial response is a range of
enotions such as anger, shane, guilt, resentnent,
sadness, and panic. Long term famlies devel op coping
behaviors. Certain strategi es and thenes have energed
for living with and coping with the enotional reaction
to the illness and the prol onged feelings of burden,

| oss, and grief (Teschinsky).

Mental illness accounts for the nost years lived
with the inpact of a disabling disease by the famly,
with the only exception being heart disease. Wth this
astoundi ng fact, the question arises: Wat is the
resulting quality of life overall for these famlies
af fected? To answer this question, it is necessary to
exam ne the three phases proposed in this study that
these famlies go though in caring for individuals
with nmental illness. These phases are: Hanging On

(uncertainty and frustration); Stable Fam|lies
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(adequat e support), and Doing Wll Famlies
(possibilities and opportunities). \Walton-Mss,
CGerson, and Rose posit that identifying the
characteristics of famlies in different phases wll
help in the identification of each phase and the
prioritizing of the needs for professional
intervention and social support that is necessary to
make an enhanced quality of life not just a
possibility, but a present reality (2005).

Mental illness is a famlial experience which
i ncl udes siblings and of fspring. Noted coping skills
utilized by these fam |y nenbers include constructive
escape, a positive outlet which has no negative
reper cussi ons. Conversely, destructive escape,
al though allowng for nore imedi ate relief, is
generally considered nore negative in effect.
Unfortunately, siblings and of fspring commonly tend to
remain without the services that woul d assist themin
coping wwth and adapting to nental illness, and they
are left to draw on personal resources and strengths

(Kinsella & Anderson, 1996).



Fam | i es have inportant adaptive capacities.
They can play a crucial role in rehabilitating the
i ndi vi dual . When supported by their social environnment
they are nore effective in their ability to cope. The
outcone of effective coping is conpetence. Conpetence

results in increased famly functioning (Coldstein,

1981).
Mediating Variables
It has becone apparent that the famlies who
have rel atives suffering with nental illness may

function effectively and successfully under the

i nfl uence of certain psychosocial variables or
factors. Some of the variables that have been
identified are the ability to cope, the anmount of
psychol ogi cal distress and caregi ver burden, soci al
support, caregiver resilience or caregiver depression,
and the frequency and extent of behavioral problens
presented by the individual with nmental illness. In
order to inprove the quality of life in famlies
living with nental illness, it is of extrene

i mportance to investigate the paranmeters of this

17
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knowl edge and ensure the effective functioning of the
affected famly system (Saunders, 2003).

Resources may i nclude health and energy,
probl em solving skills, social support, and
existential beliefs. Constraints may be personal and
include internalized cultural values and beliefs, or
envi ronnment al , including conpeting demands. As the
| evel of threat increases, an individual can be
prevented fromutilizing personal resources for coping
efficiently. As fam |y nenbers becone overwhel ned and
t he experience is appraised as threatening, harnful or
too challenging they may find thensel ves unable to
respond to their famly menber in a productive and
useful manner. Over the long-termthis is not
predictive of healthy or beneficial interactions
between the fatigued famly and its relative with
mental illness (Terkelsen, 1987).

Si gni ficant devel opnents in theory, research and
practice concerning famlies with nenbers who suffer
frommental illness have nore recently increased

enornmously, as well as the acknow edgnment of the
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contributions and expertise of famlies in the
acceptance, care, and treatnent of their relatives
with serious nmental illness.

There are effective intervention strategies
available for famlies to utilize as they deal with
their grief, which increases the potential for
conpetence and mastery even as the integrity of the
famly is under assault (Marsh, Lefley, & Husted,
1996) .

The fam |y experience cones fromthe neaning it
is able to attach to nental illness. There is an
expl anation for the behavior of the relative with
mental illness and this explanation erases the
artificial barriers of race, sex, and religion. The
expl anation can be scientifically derived, culturally
derived, or experientially derived; but the acceptance
that follows is based on many conplex factors. Sone of
the factors that have been identified are the
i nportance of previous beliefs, the notion of cause
and cure, the perception of stigma, and attitudes

about the future (Rose, 1983).
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The Legacy

As the fam |y proceeds through life with the
di agnosi s of schi zophreni a, bipolar disorder or major
depression before it, the | egacy of such diagnoses and
their attending synptomatology is oftentines too
powerful. Famlies find that their coping skills and
strategies are not sufficient to counter the enduring
effects of nental illness and they may resort to what
is easiest rather than what could ultimately bring
healing to the famly. The daily problens and
chal | enges prove to be an overwhel m ng burden.

Each fam |y nenber has varying abilities for
coping with the relative who has nental illness. Sone
will appear to rise to the occasion with very little
effort and denonstrate a capacity beyond that
i ndividual’s years to adapt to the grief, confusion,
and shame of his or her relative' s disease. For those
who can see nothing positive for a famly affected by
mental illness, who have a sense of anger or disbelief
over sonething which is beyond their control, there

are nediating variables that can | end consi derabl e
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hope and encouragenent. Such variables are different
di rensions of the famly' s resilience: famly bonds
and commtnents, famly strengths and resources,
famly growth and devel opnment, famly contributions,
and famly gratifications. There are al so personal
resilience variables that an individual nenber may
exhi bit: personal contributions, inproved personal
qualities, personal growth and devel opnent, enhanced
copi ng effectiveness, personal gratifications, and
better perspectives and priorities (Terkel sen, 1987).
The Search for Meaning

As the famlies who have relatives with nental
i1l ness approach the devastating illness of their
relatives, they are not unlike any one in a situation
of simlar stress. Wen we find ourselves in
i nconpr ehensi bl e circunstances we attenpt to attach
meani ng and coherence to an ot herw se befuddling
situation (Antonovsky & Sourani, 1988).

“This terrible illness colors everything -- a
fam |y menber cannot escape” (Marsh & Lefley, 1996, p.

3). At the core of the experience is chronic sorrow.
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The famly nmourns for the |oved one it has known.
Neverthel ess, famlies can exhibit resilience and the
ability to rebound fromadversity and prevail over the
direst circunstances of life. Fam |y nenbers can
becone peopl e of substance who do not crack and
di sintegrate under the weight of mental illness. They
can present with mastery, dignity and enpathy as they
nmeet and deal with daily problens and chal |l enges that
were never invited nor anticipated (Marsh & Lefley).
Since deinstitutionalization, famlies have
often becone the primary care givers for their
relatives wwth nmental illness. As discussed there is
significant grief and a sense of | oss associated with
the illness. In order to survive as a functional unit,
and to be able to provide the best care possible for
the individual with nmental illness, famlies nust have
hope. Families trying to cope in the mdst of chaos
nmust recogni ze the need for self-care. The concept of
self-care may not be immedi ately apparent to famlies
trying to just survive a multitude of nmonthly, weekly

and even daily crises. It is inperative that the
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inpacted famlies find social support, professional
support, and be educated in devel opi ng i deas and
skills for successful coping. Famlies need to be
assured they are capable partners in the process of
intervening in the life of the individual (Pollio,

North, Reid, Mletic, & McC endon, 2006).
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CHAPTER |11 : STATEMENT OF THE PROBLEM

Mai n Research Question

The question of interest to be explored in this
study is: How does the famly find nmeaning in response
to the diagnosis of a famly nenber with nenta
illness?

(bj ecti ves

The objectives of this study are to explore and
formul ate a nodel of nmeaning for famlies who are
struggling with the experience of a relative suffering
frommental illness. Utimately, such information
woul d prove useful not only to famlies but also the

mental health system and advocacy groups.
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CHAPTER | V: METHODS

The participants taking part in this study were
famly nmenbers of individuals with nental ill ness.
Because the original famly was the unit of study the
fam |y menbers who participated were parents,
siblings, children, and extended famly menbers who
had rai sed a ni ece/ nephew or grandchild with nental
illness.

The nmet hod of selection included recruitnent
fromlocal agencies (private, governnmental) serving
t he popul ation of individuals with nental illness,
i.e. The Mental Health Association of Santa Barbara,
the |l ocal chapter of National Alliance on Mental
Il ness, Santa Barbara County Mental Health, Sanctuary
Psychiatric Facility, and Phoeni x of Santa Barbara.
Participants were also recruited by word-of-nouth. A
letter of introduction (Recruitnent Letter, Appendi x
E) and a flyer (Recruitnment Flyer, Appendix F) were
sent to these locations soliciting participants, and
was al so provided to the Fam |y Advocate for

circulation at a local NAM (National Alliance on
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Mental [llness) neeting on March 27, 2008. Criteria
for participation included age (18 years of age or

ol der), willingness, a basic understanding of the

obj ectives of the study, functional reading |evel
sufficient to conplete a denographic questionnaire
(determ ned by admi nistration of the WRAT-1 V- READ)
psychiatric stability (determ ned by adm nistration of
the BDI-11), and having a relative in the i nmedi ate or
extended famly with a schizophrenia spectrum

di sorder, bipolar disorder, nood di sorder, or anxiety
di sorder (as defined by DSMIV-TR criteria). Eight
participants were ultimately interviewed. The

partici pants were individuals who were seeking or had
sought help or support for dealing with a relative
with nental ill ness.

I nstrunentation used was the BDlI-11 (Beck
Depression Inventory), the WRAT-1V-READ (W de Range
Achi evenent Test), a denographic questionnaire, and an
unstructured interview of 10 open-ended questions. As
i ndi vi dual s denonstrated interest in participation

(via phone call or enmmil) the Researcher nmailed a
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packet of paperwork to potential subjects requesting
t hat documents be returned via an encl osed sel f-
addressed stanped envel ope. The packet included a
Recruitment Letter and Recruitnent Flyer, a Consent
Form a Denographic Questionnaire, and a BDl -11 (Beck
Depression Inventory). Docunentation returned to the
Researcher was reviewed and if the individual net
participation criteria, the Researcher contacted each
i ndi vidual to schedule a personal (1:1) interview At
the time of the interview a WRAT-I V- READ was
adm ni stered by the Researcher to participant and the
10 interview questions were posed for participant
response. Al 1:1 interviews were recorded via digital
voi ce recorder for accuracy of data collection and
transcription. The Researcher al so took brief notes
whi ch included prelimnary coding inpressions.

Each participant was interviewed 1:1 by the
Researcher. The interview was a battery of 10 pre-
determ ned, open-ended questions that were asked of
each participant. The questions were devel oped by the

Resear cher and approved by her conmittee. The



28

gquestions were designed to elicit information to

answer the main research question. The |length of each

interview was an average of 52 mnutes. A pilot study

to test the research design including interview

guestions was conducted wth 2 participants prior to

commenci ng the actual study itself.

1

Procedures for the Study
Recrui tment of participants was acconpli shed
via letters, flyers, and word- of - nout h.
The [ ocation for three interviews was Antioch
University, another two were conducted in the
participant’s private offices, and anot her
three took place at a church convenient to
partici pants who resided nearby. All |ocations
guaranteed confidentiality to the extent that
all participants were interviewed singly in
closed rooms with limted access fromthe
out si de.
Partici pants were required to conplete, or
have admi nistered to them a BD -11, a WRAT-

| V-READ, a Consent Form a Denographic



29

Questionnaire, and a 1:1 interview with the
Resear cher

Each partici pant who agreed by tel ephone to
participate in the study then received by mail
a Recruitnment Letter (Appendix E) that
expl ai ned the nature of the study as well as
expectations for involvenent (tinme commtnent,
duration of availability for possible follow
up), a Recruitnment Flyer (Appendix F), a
Denogr aphi ¢ Questionnaire (Appendix C), a BDI -
Il (Beck Depression Inventory), as well as a
Consent Form (Appendi x A). Participants were
required to conplete and return all paperwork
prior to scheduling any interviews.

Researcher nmailed via U S. postal services,
emai | ed, and distributed recruitnent letters
and flyers, interacted with possible
participants via phone or e-nmail, assessed for
inclusion in study, adm nistered the WRAT-I V-
READ, prepared Consent Form and Denographic

Questionnaire, provided the BD -11 (Beck
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Depression Inventory) for participant self-
adm ni stration, scheduled 1:1 interviews with
partici pants, and conducted interviews.

I nterviews conducted were: 1) the 1:1 30-90

m nute data collection interview conducted by
the Researcher with participant; and 2) a
final optional interview of approxi mtely 15
m nut es conducted by the Researcher with
partici pant for debriefing purposes only.

The Researcher responded via tel ephone and
email to interested parties. The data
collection interview was schedul ed as soon
after receipt of paperwork as was nutually
acceptable. The final optional interview was
schedul ed after the data collection interview,
at the request of participant, and as soon as
was nutual |y agreeabl e.

Data was col |l ected via one interview conducted
by the Researcher and one paper and penci
questionnaire conpleted by participant. Data

collection interview only, was recorded to
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ensure accurate collection and transcription
of dat a.

9. Data collected was interpreted via standard
gualitative data anal ysis procedures. Such
anal ytic nmethods included: affixing codes to
notes drawn frominterviews; noting
reflections/remarks in the margins;
identifying simlar phrases, patterns, thenes,
and comon sequences; isol ating
patterns/ processes, conmonalities/differences;
el aborating a small set of possible
general i zations; and confronting
generalizations with a formalized body of
know edge.

10. Pilot study to test validity of interview
questions was conducted wth 2 participants
who net criteria and expressed willingness and
interest to take part in the study.

Dat a Processi ng Techni ques
Qualitative inquiry is the study of human group

life (Denzin & Lincoln, 2003). As a qualitative
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researcher | was operating as a bricoleur—a maker of
quilts. | was creating a nontage of imges collected
fromthe mnds of my participants.

“Data analysis is the process of noving fromraw
interviews to evidence-based interpretations..” (Rubin
& Rubin, 2005, p. 201). This included classifying,
conparing, weighing and conbining interview materi al
to extract nmeaning and inplications, to reveal
patterns, and to sew up descriptions of events into
coherency.

The first step was to prepare the transcripts
for finding, refining, and el aborating concepts,

t hemes and events, and coding the interviews for
retrieval of the concepts, thenes and events that had
been identified. These concepts were conpared or

conbi ned. The ultimate goal was to answer the research
guestion and possibly draw broader theoreti cal
concl usi ons.

Anal ysis was ongoing. It began in the interview
and continued fromthe transcription of the interview

to the notes taken by the Researcher as the subject
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was interviewed. Once the interview was conpl eted
however, a detailed |ine-by-line analysis was
necessary to generate initial categories, suggesting
rel ati onshi ps anong categories. This was an

exam nation of single words, phrases, and sentences,

| ooking at the details in a descriptive sense, as well
as an anal ytic sense, meking conparisons along the

| evel s of properties and dinensions in order to break
this dowmn into an interpretive schene. This al so
included listening to what the interviewees were
saying and how they said it. What mght their
interpretation of events have been?

It was inportant to read each interview
carefully before going on to the next in order to
begin to fornmul ate a working idea of inportant
concepts, thenmes and events. These concepts, thenes
and events were then exam ned across the different
interviews for an initial conbination of material that
began to suggest a description of what was happeni ng
and the possi bl e nmeaning. Organi zation of the data

into discrete categories according to its properties



and di nensions and then using that description to
identify those categories was the process of coding.
Codes are the distinct |abel used for concepts,

t hemes, events or topical markers. Descriptions

i ncl uded obj ects, people, scenes, events, actions,
enotions, noods, and aspirations.

There was an overall rel ationship between codes,
called the code structure, and creating a provisional
list at the outset of research using published
literature for suggestions is commonly accepted and
was undertaken by the Researcher. This |ist came from
t he conceptual framework of the study, the research
guestions, hypotheses, or identified problem areas.
The start |ist had a nunber of prelimnary codes, but
by the end there were as many as 50-60 codes. Codes
required definitions which becane clear as the study
proceeded, and in fact the codes changed and devel oped
as the research continued. Utinmately sone codes did
not work and ot hers needed to be broken down into sub-
codes because too many segnents in the transcript got

t he sane code. Codi ng and recodi ng were over when the
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analysis had run its course; “when all of the
incidents can be readily classified, categories are
‘saturated,’” and sufficient nunbers of ‘regularities’
energe” (Mles & Huberman, 1994, p. 62).

The specific approach to devel opi ng codes
i ncluded | ooking at the explicit terms used in the
i nterview questions. Al so, |ooking for concepts,
themes, etc., that were explicitly raised by the
interviewees was an inportant elenment of this process.
More subtl e concepts and thenmes were found by
reflecting on inplied neaning as well as what m ght
have been nore indirectly reveal ed, such as through
t he tension between the enptions expressed and the
words that were spoken. If an interviewee stated that
he or she was no | onger bothered by a particul ar event
but the pain in his or her voice was obvious, a thene
was deduced fromthis contradiction. It was called
denial of pain. Conparing interviews was useful,
specifically what each subject said about the sane
i ssue(s). Were there contradictions and why? Existing

concepts and thenes suggested new rel ated concepts and
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t hemes. For instance, two responses fromdifferent
subj ects appeared to be linked—this |inkage suggested
a new theme. Concepts were grouped together to see
what they collectively inplied. Al so | ooking at what
was al ready worked out called to m nd what was
m ssing. For instance, if one were studying soci al
sci ence majors and was codi ng for psychol ogy,
soci ol ogy, ant hropol ogy and econom cs one m ght ask if
any other majors that existed in social sciences had
been covered. Concepts and thenmes for codi ng purposes
were found in figures of speech (“Holy cow "), sl ogans
(“Each one, reach one, teach one, recruit one”), and
synbol s (“NAM ") .

Creating consistent and refined definitions of
t he devel oped codes required asking a series of
guestions. Such questions included: What am 1 going to
call it (label it)?; How am I defining it?; How am 1
going to recognize i1t iIn the interviews?; What do I
want to exclude?; and What is an example?. The
Researcher necessarily tried out the definitions on a

sanple of interviewtranscript to nake sure that they



wor ked or whet her they needed further refinenment. For
exanpl e, the term community may have referred to both
t he physi cal nei ghborhood and an ethnic affiliation.
Each connotation required a different |abel.
Physically coding the data invol ved goi ng
t hrough the transcripts and placing a code or | abel
next to each data unit where the nmatching concept,
theme or event occurred. Good definitions facilitated
this step. The nechani cal process of coding was a
matter of personal style. It can be done in the
margi ns of the transcripts or it can be done in the
text within brackets, for exanple [“9/11"], or sinply
by darkening or highlighting the key words to | ook at
| ater. The Researcher used a variety of these nethods.
Anal yzi ng coded data can either be done with a
word processor (“finding” recurring codes or | abels)
or by using specialized software (Orbis, Nvivo, QDA
M ner, etc.). The Researcher utilized the features of
the word processing programfor this step of analysis.
Bui l ding toward narratives and descriptions of the

research involved sorting and summari zi ng coded dat a,

37
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sorting and ranking coded data, sorting and conpari ng
coded data, weighing and conbi ning coded data, and
finally integrating, checking and nodi fyi ng coded

dat a.

Utimately the Researcher wanted to create a
solid base for witing the narrative and descriptive
parts of the study which would | ead to broader
i nplications of what had been | earned, usually
described as theory. Mst qualitative researchers use
m ddl e-|1 evel theory that builds on what has been
| earned fromthe interviews and speaks to issues
present in the literature. The Researcher used the
grounded theory approach to research in this study,
wherein the theory energed from data which was
systematically gathered and anal yzed. This type of
theory tends to resenble reality nore closely because
it is drawn fromthe data rather than beginning froma
preconcei ved theory based on experience or a personal
specul ati on of how things ought to work. In grounded
t heory one can step back fromthe analysis and

contenpl ate how insights derived fromthis process



have cone together to forma neaningful theory that
expl ai ns a nore expansive part of the culture or

of fers an expl anati on of why events devel oped as they
did (Denzin & Lincoln, 2005, MI|es & Huberman, 1994,
Rubi n & Rubin, 2005; Strauss & Corbin, 1998).

Met hodol ogi cal Assunptions and Limtations

39

Typically, results and hypot heses of qualitative

studies are cautiously generalized to the popul ation
at large. G ounded theory however is about building
theory rather than testing theory and is therefore

| ess focused on limtations and generalizations.

St udyi ng the popul ation of interest in the smal
community of Santa Barbara and its environs limted
the variability of participants however. Specifically,
the participant population that was ultimtely
recruited was conpri sed of seven Caucasi an adults and
one Asian-Anerican adult. ldeally further research in
ot her | ocations would draw on the inclusion of

i ndividuals fromnore diverse backgrounds (racial,

ethnic, religious, SES, sexual orientation, etc.) and
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therefore continue to support the working hypothesis
of this study.
Et hi cal Assurances

Thi s study abided by the standards published by
the Anerican Psychol ogi cal Association in their 10
principles for the conduct of research with human
participants. The dignity of each participant was
protected as well as the confidentiality of each
individual’s identity and the information that they
provided to this study (an identifier code was used
for each participant instead of nanes). Al data was
kept in a secure location (a |ocked file box or
password protected conputer file) during the study and
will be destroyed when the study is conplete.
Participation in this study was voluntary and
t herefore anyone coul d renove thensel ves at any tine.
Al attenpts were made to mitigate the effects of the
mat eri al being explored, and participants were
provided with an optional debriefing session at the
end of data collection (the 1:1 interview) as well as

being provided with referrals to |icensed therapists
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in the area if they chose. Debriefing was

i ndi vidualized to neet the needs of each participant
and was conducted by the Researcher with the intention
of providing closure. This final interview was not
part of or included in the study. FormB is attached
herein, “Insuring Informed Consent of Participants in

Research.”
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CHAPTER V: RESULTS

Ei ght adults (3 nmen and 5 wonen) froma snall
community in southern California were interviewed for
this narrative study formulating the concept of
meaning in famlies who have relatives with nenta
i1l ness. The nean age of the participants was 59.5
years.

The nean length of the interviews was
approximately 52 mnutes with interviews ranging from
33 to 91 mnutes, and the interviews resulting in a
total of 46 transcribed singl e-spaced pages. The
Researcher reviewed and anal yzed the interview texts
according to set determnants. The texts were then
arranged on progressive levels to identify “units of
meani ng”, and these “units” were then categorized into
t hemes. The thenes were found to be: a) enotions, b)
resources, c¢) know edge, d) strategies, e) process,
and f) comng to terns.

Participant Profiles
Each interview was conpri sed of 10 pre-

determ ned questions that were designed to elicit the
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experiences of the individual who had lived with
famlial nmental illness. Each individual subject
profile is presented in this report in order to
provi de a sem - bi ographi cal context for the
participant as well as to present the | arger context
for the results of the study. Pseudonyns were sel ected
by the Researcher for each participant to ensure
confidentiality. Information that could possibly
identify a participant was |ikew se disguised for the
sane purpose.

Table 1 offers a concise description of the
denogr aphi ¢ characteristics of the participants.

Charlotte

Charlotte is a 68-year-old Caucasian female with
sonme col |l ege education. She was fornmerly enployed in
the adm nistrative/clerical field but is currently
retired. At the tinme of this interview she was marri ed
with four grown children. She was very tal kative
during her interview and appeared confortable as she
shared the story of her two children with nenta

illness.
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She was 37 years of age and her second son was
4-years-ol d when she began noticing “unusual behavi or
and strange speech patterns.” After incorrect
di agnoses of schi zophreni a spectrum di sorders, her son
was given an autism spectrum di agnosi s when he was age
5. Her son eventually began exhi biting obsessive-
conpul si ve behaviors in early childhood and was
descri bed as having several severe bouts with OCD
t hroughout his lifetinme. H s obsessions have typically
been centered on contam nation or “scrupulosity”, an
extrenme response to and/or approach to religion and
religious ritual s/ behaviors.

Charl otte’s son received psychot herapy wherein
he | earned and continues to learn and to utilize
skills to cope with his OCD. Charlotte describes her
only daughter and second ol dest child, as “such a
difficult kid.” Charlotte reports nedi cal
conplications during the pregnancy wth her daughter
i ncludi ng a nunber of henorrhages which were life
threatening to both nother and child. Wen the baby

was born she did not breathe at the outset due to
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under devel oped | ungs. She recovered fromthis setback
however as she grew ol der and was ultimtely diagnosed
with a borderline personality disorder and depression
when she was in her thirties. She has continued to be
a chal l engi ng i ndi vidual whom Charlotte deals with by
creating enotional and physical distance between
hersel f and her daughter. Throughout the interview
Charl otte woul d occasional ly | augh when describing the
difficulties of raising two children with nental
illness. This may have been a coping skill she
devel oped to deal with the pain of her circunstances.
Chris

Chris is a 33-year-old Asian-Anerican nale and a
col | ege graduate enployed full-time as an engi neer. At
the tinme of this interview he was divorced with no
children. He appeared confortable telling his story
al t hough he al so appeared to be mldly anxious. This
young man was rai sed by a father who had profound
hoar di ng behavior. Chris was approximately 8-years-old
when he became cognitively aware that his father’s

excessive collecting was out of the ordinary; however,
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he did not think of his father’s excessive collecting
as abnormal —=1 just thought he was weird, you know?”
Hi s father’s tendency to keep everything was seen as
frugal (the father’s parents grew up during The
Depression) or eclectic (‘one man’s junk i s anot her
man’s treasure’). Chris did not recall an official

di agnosi s of obsessive conpul sive di sorder havi ng been
given to his father; it just becane evident to him
over time that his father’s obsessive collecting
behavi or was outside the paraneters of ‘nornal
behavior. He renenbers that nost of his famly’s

nei ghbors were tol erant. However, Christ recalls a
parti cul ar nei ghbor woul d stand outside the house
taking pictures to send to the authorities (the Cty)
and incidents such as these were very unconfortable
for him “There’s a |lot of shame involved” he stated.
Chris has three siblings, 2 brothers and 1 sister, and
he said “.we all left the house as soon as we could to
get away fromit all.” He admts to rarely going hone

and “ny other siblings, never.”
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Debra

Debra is a 75-year-old Caucasian fenale with a
Master of Arts degree who is a |icensed Marriage
Fam |y Therapist in private practice. At the tinme of
this interview she was married with 5 grown chil dren
She appeared confortable as she told her story. She
was succinct and clear in her narrative. Debra was 34-
years-ol d when she began to notice her ol dest son, at
age 10, was different. Because he was not di agnosed
until adul thood she describes an existence of having
to devel op strategies, |ooking for sonething that
woul d hel p her son because his behavior was so out of
control. By the time he was di agnosed wi th bipol ar
di sorder he had been self-nedicating for years with
illicit substances. Debra felt that the substance
abuse co-occurring with a nental health di agnosis
exacerbated his synptons and contributed to her son
refusing to seek or accept professional help for a
great many years. She rel ated how her son woul d becone
aggressive and threatening at tines while manic. This

was fear-provoking for her and for her husband.
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Utimately she just continued with daily life. “I went
back to school. | was involved in ny own therapy. |
becanme a therapist. You know, it’s just been a
process.”
Dennis

Dennis is a 68-year-old Caucasian nmale with a
prof essi onal degree (Ph.D.) who is enployed full-tine
as a teacher/professor. At the tine of this interview
he was married with four grown children. He was highly
verbal and articul ate, and appeared confortable as he
told his story. Dennis has two grown children who have
been di agnosed with a nental illness. Dennis began to
noti ce sonet hing unusual about his son in infancy
because he did not “cling” and when he was in pre-
school he tended to isolate hinself fromthe other
children. H's son was diagnosed first at age five with
either “autisni or a “central nervous system
dysfunction with characteristics of autism” Dennis
reports comng across “Asperger’s” in his efforts to
educate hinself about his son’s disability and after

readi ng about the synptonms concluded “that’s him” His
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son eventual ly was di agnosed with co-occurring
obsessi ve conpul sive disorder in early childhood which
was treated via behavioral psychot herapy.

Denni s’ s adopted daughter was not di agnosed wth
a personality disorder and depression until she was an
adult. “It never had occurred to nme that | should
never have gotten into this whole thing.l don't really
even think of us as a blended famly.” He is devoted
and committed to his famly in spite of the
difficulties he has experienced with these, now, two
adul t children.

Helen

Hel en is a 57-year-old Caucasian fenale with a
prof essional degree (MA.) and is enployed full tine
in the nental health field. At the tine of this
interview she was divorced but living with soneone in
a commtted rel ationship. She has one grown child. She
appeared confortable as she told her story about her
son and his journey with bipolar disorder. Helen' s son
was away at col |l ege working on his undergraduate

degree when he was first diagnosed. He was 21 and she
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was 50. She describes this event as “life changi ng”
and stated that it influenced her decision to pursue a
graduate degree in clinical psychology. Helen felt
that she was fortunate in her experience with her son
because his friends at school had already noticed his
unusual behavior and served as a resource for her. One
friend in particular had experience with a relative's
mani a and knew to get him professional help
i mredi ately. Wal king with her son through this
experience, she said, created an unbreakabl e bond
between them This connection provided “insight into
his soul” that would | ater assist her in supporting
hi m when he needed it the nost. Helen al so spoke about
havi ng ot herwi se gone on with her life and getting
past the self-blame of “Wat signs did | mss?” and
“Ch, ny God, it’'s ny famly.”
Jennifer

Jennifer is a 57-year-old Caucasian fenmale wth
sone college. She is enployed full-time in the field
of human services. At the tinme of this interview she

was married with one teenage child. She appeared
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confortable as she told her story although becane
tearful in response to a re-stinulating nenory that
was brought up during her narrative. In her lifetine
her sister and her sister’s son would ultimately be

di agnosed with a nental illness; her sister with

bi pol ar di sorder when she was approxi mately age 30 and
the son with schizoaffective di sorder when he was 15-
years-old. Jennifer ended up raising her nephew
because her sister was too ill to raise her child.
Jennifer was marri ed when she took on the

responsi bility of parenting her 4-year-old nephew but
did not have any children of her own at the tine.

“Yi kes! That was a big step.” She described the
experience of famlial nental illness as a catal yst
for her eventually working in the nental health field,
to “help other people.” Jennifer also spoke about “the
hand dealt in life” and how difficult it was to let go
and accept that she really did not have any control
over the circunstances nmuch less the two |ives nost

i npacted by nental illness in her famly.
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Marie

Marie is a 59-year-old Caucasian fenale with a
Master of Arts degree. She was fornerly enpl oyed as an
accountant but is currently unenployed in order to be
avail able for her son, “I"'mliterally on call 24/7. So
if ny cell phone goes off, I'"mgoing to answer it.” At
the time of this interview she was married with three
grown children. She described herself as clinically
depressed but appeared confortable telling her story,
i ncl udi ng maki ng sel f-di scl osures about her 20 years
of sobriety. Her son was di agnosed when he was in high
school follow ng an observabl e personality change
al ong with behavioral differences that began in late
granmar school. Marie spoke about how profoundly
altered his character becane when he first began
presenting with synptons of nental illness. Prior to
this she described himas being a kind and t hought f ul
boy who took to heart other people’ s pain or distress.
At first he was m sdi agnosed with maj or depression but
eventually was correctly diagnosed with paranoid

schi zophrenia as a 14-year-old. After a succession of
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hospi talizations and nedi cati on changes, Marie’'s son
had acquired a |l evel of stability such that by age 21
he was fairly stable. He al so denonstrated an
under st andi ng of the inportance of proper and
consi stent nedication by articulating that this was
the key to his continued functional nental health.
Marie s personal Christian faith has been a nediating
factor in this very difficult experience.
Tom

Tomis a 59-year-old Caucasian nmale with a
pr of essi onal degree and enployed full-tine in a
manageri al / executive capacity. At the tine of this
interview he was married with 3 grown children. He
appeared confortable telling his story. At tines he
was very matter-of-fact and at others nore expressive,
“Ony God, you know, we really have this thing we
gotta deal with.” Tom descri bed when he had to have
his son hospitalized on his son’s 16'" birthday as the
worst day in his life, “It was horrible. It was
horrible.” He spoke about how it was easier for him

than for his wife to deal with the ongoing situation



because he could just go to work for 8 hours, but she
was in the thick of it day in and day out.
The Participants

The individuals in nmy study were in many ways
honmogeneous but at the sane tinme varied. Al of them
wer e educat ed; having from “sone college” to a
doctorate. Al were or had been enpl oyed in white-
collar professions, three in nental health. Al but
one had children but not all were reporting on an
experience with a son or daughter with nental ill ness.
As a whole this cohort of participants exhibited
remar kabl e resilience in their stories of living with
relati ves who suffered fromnental illness. They each
had strengths and weaknesses which they either used as
an advantage in their pursuit for significance or
recogni zed as an opportunity for exploring
alternatives in responding. These participants al so
portrayed a diversity of experience as they undertook
to deal with relatives who suffered fromnenta
illness. Each had a slightly different approach in

arriving at the sanme goal but the sane notivation. For
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the nost part, they each managed to find neaning in
t heir experience.
The Search for Meaning

The objectives of this study were to explore and
formul ate a nodel of nmeaning for famlies who have
struggled or are struggling with the experience of
famlial nmental illness. The Researcher hopes that the
findings of this study will prove useful not only to
famlies but also the nental health system and
advocacy groups in informng treatnent and services
for those suffering wth nental ill ness.

As the interviews proceeded and thenes began to
energe, there were a nunber of categories that took
shape and began to define the concept (construct) of
the search for neaning. These included: (a) enotions;
(b) resources; (c) know edge; (d) strategies; (e)
process; and (f) comng to ternmns.

Emotions

As Charlotte began her story she recalled the

difficulty of telling famly and friends about her

son’s diagnosis. Their reactions tended to m ninm ze
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the reality of the situation or were indications of

their own personal disconfort; “.some people just
denied it”, “.there’s really nothing wong with hinf
or “Well, he’'s not so bad.” She also had to deal wth

mounting personal guilt in the “inplication that we
were not good parents, or that | was not a good

not her.” Her son’s behavior at the tinme was “pretty
much out of control”. It was “just a disaster” and

“really painful.” Efforts to help her son have a

nor mal chil dhood i ncluded having himplay soccer as a
seven-year-old, “And he did not like us for that”:

He couldn’t you know, just get it. And he was on

a teamw th a coach.that was just hell-bound for

wi nning. Every kid had to play at |east twenty

m nutes..he did not want to have [ny son] play.

Wel |, that experience began to be in evidence in

ot her areas, you know, he wouldn’t be put in the

school choir, or he woul dn’t..be picked for

stuff. Well, whether he cared or not, | cared.

And it was very hard for ne.

It was al so “super difficult” for Charlotte to
deal with her son’s energing OCD, which resulted in
“enbarrassi ng experiences” but also instances, such as
in high school, when “he wouldn’t eat” because of his

phobi a of gernms. “And it was so sad, so severe, that
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we were thinking of taking himout of school, we
didn’t know what to do.”

Charlotte finally described the shattering
experience of receiving her five-year-old son’s first
(and incorrect) diagnosis. The effect of this event
was tragic and added to the calamty of her
experi ence:

And [the psychol ogist] called nme on the phone
and over the phone told nme, and |I’m standing in
the kitchen, that’s what | was doing.that [ny
son] was a paranoid schi zophrenic. And he would
probably have to be institutionalized by the
time he was twelve. Well, | |ooked at him and
he’s like five years old. He has a sweet little
face, you know, this cute little boy and |’ m
just going, Wiat?! And | renenber | had to pick
[ my husband] up, he had an eye appoi nt ment or
sonet hing and, even that | would renenber.we
went to OGak Park so the boys could play before |
pi cked [nmy husband] up. And | renenber sitting
in the grass just sobbing..thinking, Wy did they
tell me this on the phone? And how coul d they
tell me this, why didn’t they have nme cone in?
Wiy didn't they tell me in person? This was so
unbel i evabl e.

Charl otte began her narrative of the ongoing
frustration of dealing with her second ol dest child
with “M/ history with [nmy daughter]; Oh Lord have

mercy.” This prem ere statenent defined the nature of
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the struggle and distress with her offspring which
began in utero and has continued to the present day:
My pregnancy was pl acenta previa, placental
abruption. Wi ch neans that the placenta grows
over the nouth of the cervix instead of up on
the side of the wonb like it is supposed to do.
Thr oughout the pregnancy | had six henorrhages.
They did an energency Caesarean and had to work
on [ny daughter] to get her breathing. She’'s
al ways just been a very difficult child. Wen
she was little she was sick a | ot because..her
| ungs were not devel oped when she was born. She
had pneunoni a many, many, many tinmes. \Wen she
was two, on her birthday, her father left.
Subsequent life events added to the early
trauma. “One tinme she ate 350 thyroid pills and an
unknown anount of tetracycline at sonebody’s house..’
Charlotte was often “just at ny wits end.” Her
daught er’ s behavi or and expl anations for the
notivation behind it remained a nystery; “.she drank
Ivory liquid, she ate gl ass..she seened i ncapabl e of
telling the truth..and no matter what | did it didn’t
make any difference.”
The ongoi ng heartbreak of dealing with her
daughter into adulthood was marked by perceived

t hought | essness, “She wasn’t bad..in high school ..she

woul dn’t tell us where she was..and you’' re just
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frantic”; wld stories, “Like she ran into John
Travolta on State Street and he was conplinenting her
on how nice her skin |ooked”; and a failed marri age,
“.we'd say to her.we see just a lot of red flags.” A
borderline personality disorder diagnosis with co-
occurring depression ultinmately explained much of what
Charlotte had lived through over the years. But she
expressed the di scouragenent of a parent overwhel ned
by the enduring havoc of nental illness:

| just can’t even begin to tell you how

frustrating it is to try and deal with her or

help her. | pretty nmuch have withdrawn. | just
don’t do anything with her, alnost nothing at
all. So [ny husband] does just about everything
wi th her because | had just reached the maxi mum
frustration level. | just feel anger. Then

feel like I’"’'ma really bad person because |

can’t nmuster up pity for ny own child.she’s such

a drama queen, | just don’t know.mmakes nme so

frustrated.l just want to shake her. | feel a

ot of guilt.l just feel |ost.

As Chris recounted the details of his chil dhood
and adol escence, he tal ked about the enotional
reaction to and i npact of being raised by a parent
suffering with a nental illness:

So.growing up with a parent with OCD, junk

col l ecting..hoarders is the word I was thinking
of .it’s like having a parent with al coholism
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but ..all the neighbors can see and it affects
themdirectly because there’'s property val ues
and that sort of thing. | think if nmy dad was an
al coholic and he beat his kids and his wife,
they wouldn’t care as nuch, sadly. | was 15..
was actually at this guy s house and..the kid
told me that people gave ny dad stuff for free
because they knew he would take it and it was
their way of getting rid of junk.they were

| aughing at ny dad, and it was shaneful ..at that
nonent, | becane angry with my father and I
hat ed hi m

The unpredictability of such an environnent is

revealed in his beliefs about the world and sel f, and

that influence on attaining goals: “.1’mhaving
troubl e being notivated..”; “I feel like my attention
span is short.”; “I know |I’mnot nornmal.”; “I have a

negati ve reaction towards sonmeone who has their life
in perfect order.” The |oss, and what coul d have been,
is evident in Chris’s narrative: “.if | had a nornal
parent, or a healthy parent”; “I would have friends
over but.knowi ng how to be hospitable, entertaining..l
didn't.”

Chris found a way of escaping fromthe clutter
of his upbringing, “.graduated fromcollege.left the
house as soon as [I] could to get away fromit all.”

But yearned for validation, “I felt | needed to be
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sonething in order to inpress the rest of nmy famly”
and feared the |l egacy of his father, “Oh gosh, do |
have that, or will | get that?”

Even as an adult, the ignomny of his father’s
i1l ness shapes Chris’s thought life, *“.1 just kind of
want to be invisible sonetines”, and their
rel ati onshi p:

Cccasional ly, when ny dad has cone to town to

help me with stuff, we’ll work on a project
together and he’' Il want to take hone the
garbage. And sonetines | won’t let himand
sonetimes | will. Wien | don’t let him.he acts

i ke he’s being abused or tornented, or denied a
privilege.rarely do | go hone—aybe once a year

Debra woul d not tal k about the enbarrassing and
shaneful effects of having a son with nental illness
for a long tinme. “The nore know edgeabl e | got about
mental illness, the nore | tal ked about it.” Hi's
unpredictability was especially frightening as he
“often acted out in mpjor anger” and “becones
irrational”, and then sadly “started blam ng ne” for
the calamty of his life.

The ongoi ng sorrow and frustration she feels for

her adult son is evident in her narrative:
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..a great deal of disappointnent that he had such
pl ans to do sonething and he never acconplished
them | just felt a great deal of sadness. He
had big dreans and he never fulfilled them He's
a talented, gifted artist and [he] coul d’ ve done
sonething and I don’t see any of that being
fulfilled and I’msad for himand, he’'s just al
negative. He sees no future, no possibilities of
anyt hi ng when he had such dreans, and that was
it.he just thinks of hinself as a failure and |

j ust am sad about that.

Debra’ s continuing concern is for her son’s
future—=I1"mnot sure how we’'re going to deal with it.
If he lives Ionger than we do.” She al so bears the
burden of his threats of self-harm “He' s always had
this desire to kill hinself” and poor self-care, “He
thinks he’s going to die soon. He's terrified and |
know t hat because he doesn’t take good care of
hi nsel f.”

Her son is currently living in her hone and
Debra is torn between duty and setting boundari es:

| get fearful thinking how we' re letting him be

so much a part of our life, that he's going to

consune it—eur lives. |I’msad that he never
sought help. | would threaten to kick himout if
he woul dn’t get help. He’'d | eave and then not do
anyt hi ng about it and sonmehow he’d worm his self
back into the house. So there’'s tines | fee
hel pl ess..and he goes on and on and you just want

to just go, ‘I'’ve had it. Don't want to talk
about it. Just get out!’
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Debra consequently feels mani pul ated—He gets
his way through his speech.”

Dennis exhibited the ability to apply reason to
the reality of having two children with nmental illness
and was m ndful in his approach; “..our attenpt to dea
with the situation in the very practical sense is an

attenpt to do the right thing.” H's response to his
children’ s eventual diagnoses was not “oh, how
horrible” or “holy cow, we’ve got a nental case on our
hands” but rather relief over receiving accurate
informati on and the beginning of vital answers to
assi duous questions. Yet the real |ife effects of
mental illness were present nonethel ess:
.there is this inpact.of uncertainty, or not
knowi ng particularly what our daughter is going
to say to sonebody el se, particularly either
about us or who knows. W have had sufficiently
ext ensi ve experiences where we have had to dea
wi th sonmething that she has said to sonebody
el se that was either untrue or so dramatically
m sconstrued that.so there’'s this sense of
uncertainty over potential enbarrassnent.
At the extrene, Dennis honestly admtted “the
inclination is to just say, ‘Shape up! Wiy are you

behaving this way?’” in response to the frustration



and difficulty of managi ng a son and a daughter
suffering froman array of nental health issues. He
described dealing with his son’s differences as “the
roller coaster ride.” An obsession over things
religious, scrupulosity, in high school al nost brought
his son’s functioning to a halt. “It would take easily
three hours to eat dinner because he had to pray over
every bite.” For his daughter, Dennis was sad that in
all likelihood she was “not capable of fulfilling our
expectations..our desires for her” and that she was
aware of this at sone |evel
In the end his nost conpelling concern was for
the future of his children and the uncertainty of what
m ght happen to them
| could retire at any tine, [but] this daughter
is just in a sense creating havoc.wi th our sort
of enpty nest, pre-retirenent, anticipating
retirenment kind of thing; here we are just
consunmed with what to do about her...So all of
this is taking a lot of our sort of enotional
energy and tinme. She is 40-sonething years ol d,
and she is a child who cannot cope. \Wereas our
son at the nonment isn't really taking an
i nordi nate anmount of tine other than the usual,
when we see hi mon Sunday and we get together

for lunch. W re saying to ourselves, O K.,
we’'re here and we can hel p and we can do
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what ever we can and at | east be around, but what
happens when we’re gone?

Hel en was very clear about the force with which
her son’s first major break struck her. She
articul ated her experience in ternms that brought very
definite visual imges to mnd and expressed the
profundity of this event in her life:
| felt |like someone had just banged a gong in ny
head...1 said, “On ny God!” | couldn’t think at
all ..and went into high gear. Vah, vah, vah, vah,
vah! .and it scared the hell out of nme, and I
had probably two of the worst years of ny life
until 1 saw that my son was going to be okay. |
went through a period of being really frightened
and just really restless and unable to relax. |
was so focused on ny son
After surviving the initial inpact of the
verdict that her son had received, Helen began to
reflect historically, wondering “Did I mss
sonmet hing?” and “Did | hurt himsone way?” She felt so
responsi bl e when she renenbered that “he said he had
been manic before in high school”, “he started telling
me then that there was sonething wong with him.he
kept insisting.” During an exercise in her master’s

program she mapped her famly tree and began to recal

t he behaviors of famly nmenbers:
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Oh ny God, it’s ny famly. This nentally il

gr andf at her and uncl e who did bizarre things,
and ny own father who | always suspected..m ght
have been bi pol ar.when you look at ny famly, it
| ooks like it is, [genetic], you know? My
father’s side of the famly.since |I got ny
master’s Degree in Cinical Psychol ogy.l have
uncovered nore stories about cousins and second
cousins that have this problem this bipolar

di sorder. If you look at ny famly tree.l put a
yel |l ow dot for everybody that has a bipol ar
probl em or sone kind of odd behavior, and it

| ooks i ke someone went poom! It’s just
scattered throughout. Oh ny God, and all | could
think of was ny uncle and all the things he'd
done with noney...

The shock of this revelation in relation to her
son was evident: “I was.so worried that my son would
not meke it through this because I was thinking of al

the worst cases of illness.” The stigma of her son’s
experience al so becane very personal and heart breaking
when he told her “*'.people were afraid of nme, Mni,
and then he cried.” Helen also began to fear that as a
side effect to nedication “[ny son] is going to be

tal king funny and in an affected manner.” Utimtely,

t he shanme seened unbearable: “that’s all they want to
do is just hide this.l felt terrible.”

The first sentence of Jennifer’s narrative

defined the real life story of having a sister and a
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nephew suffering fromnmental illness: “Well, it’s
changed the course of nmy life.” Her experience was
characteri zed by words and statenents that enphasized
t he overwhel m ng nature of her experience:

Lt is so disruptive.it’s so difficult.it’s hard

coping with it yikes! .it was too hard to dea

with.all the anger.really disappointing..no easy
answers..it tugs at your heart.it’s not that easy
to be objective.

Jenni fer and her sister were very close, and as
the el dest she felt responsible for her and “I just
tried to be.the nmediator in the famly.” Her parents
appeared unable to respond to her sister’s ongoing
difficulties and emerging nental illness: “.in that
time, there’s not a |lot of people that tal ked about
probl ens.” She admitted “lI took a lot of drugs as a
kid; | thought everybody was..using drugs.” But then “
saw ny sister.she sort of |ike went out of control.”

But see, ny parents instead of dealing with

wel |, you know, what is actually going on here,

they just.all of it was about the drugs. But
then there was not really trying to understand,
or just only very briefly, Wiy is the drug use
there? And so | think that they were so like, Oh
my god, we're the only famly that's got kids

wi th these problens, and, you know, sort of

like, let's not.or, they didn't want to really,
it was too hard to deal wth.
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As an adult Jennifer took over the
responsi bility of raising her nephew because her
sister was too ill: “And | wasn’'t a nother at the
tinme.” She becane very enotional as she relived the
scene: “.he was 4. You know, that was a big step right

there.” She began to see “in kindergarten things
started” for her nephew. “Even with all the
i ntervention” her nephew eventually took the sane road
as his nother, used drugs, got in trouble as an
adol escent, and “right now.he is in prison”. For
Jennifer the inevitability of such a tragedy was hard:
“wWth himl was watching for it. Well you knowit’'s a
toss up; even if you do see it, it doesn’'t nean that
it’s going to be any different.”

Mari e’ s personal experience with nental illness,
“l have been di agnosed with depression for over 20
years” provided her with sonme awareness of its
conplexities. However it was still “extrenely

chal l enging and at tines frightening”, particularly

when her 14-year-old son “pulled a knife on ne.” This
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event becane “a defining nonent”; it was an indication
t hat somet hing was fundanental |y w ong:

When [ny son’s] personality changed radically at
age 10, | thought it was depression. Wen he
conplained to me in the 6'" grade of people

phot ographing him.l had no clue it was
delusions. | got a letter fromthe..el enentary
school principal saying that there was a
pedophil e in the nei ghborhood. About age 14, [ny
son] had a conpl ete breakdown..the psychiatri st
who was treating himat the tinme here told nme he
woul d never cone home again...

The worst tinme for Marie “was between the
m sdi agnosi s of depression with psychotic episodes to
schi zophrenia.” Even then, know ng what they were
dealing with, still "it was a very, very negative
di agnosi s” and “1’ve had four psychiatrists tell ne
that it was the worse case of paranoid schizophrenia
that they’ d ever seen.”

For Marie the experience with the psychiatric
facilities and attending doctors added to the negative
pall that had descended on her life:

The nental hospitals were awful, awful, awful.

They were no hel p. They didn’t comruni cate. The

doctors wouldn’t call back.they’' re spending al

this time charting, but they’'re not getting the
medi cations right.and doctors who sonetines

didn’t believe [ny son] was having
hal | uci nati ons.
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The inpact of nental illness also conpletely
altered the requirenents of Marie's daily Iife—He had
nore troubl e at school than the other kids.” She
ultimately left her job and career to acconmodate the
needs of her son, “I"'mliterally on call 24/7.” The
fallout fromthis daily vigilance has “very honestly
created problens in our marriage”:

My husband is extrenely frustrated that when we

go away, we have to take [nmy son] all the tine

and he can't | ook forward to a nornal
retirenent.

Tom s youngest son began exhi biting behavi ora
synpt ons when he was 10. Tom spoke about the
experience of watching his son change before his eyes,
and the shock and sadness of observing such a dramatic
alteration:

He was a good kid..it’s very difficult. He went

froman outgoing, affable, fairly loving child,

who was quite characteristically.always very
concerned. Very nuch the care-giver. And then

t hat changed. He becane sullen, w thdrawn,

qui et .we had sone of our other ol der kids go

t hrough periods like that.but he didn’t snap out

of it. | mean recogni zing your son has a

serious, potentially catastrophic nental

condition, is just a heck of a thing to deal
wth.it’'s very difficult.
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Utimately, seeing his son go through such an
irreversi ble personality change w ought probably the
nost unt hi nkabl e personal changes Tom coul d have
i magi ned; “Well, we kind of grew apart.incrementally.”

Tom recal | ed the subsequent upheaval of finding
the right treatnent for his son—.the whol e drug
therapy thing is a painful experience”, “was a crap
shoot”, “medication that woul d maybe work and then
they wouldn’t.” The nunerous hospitalizations didn't
al ways feel helpful and left himfeeling dissatisfied
wth the outconme—| nean, he cane back worse than he
went in behaviorally” and “you were kind of at their
mercy” because of the |ack of comrunication “between
the hospitals and our doctors.” A higher |evel of care
was finally recormended for his son and “we had to
commt himon his 16th birthday” to a facility in
Reno, Nevada. “.the worst day. That was horrible.”

Tom was honest about the effect of nental
illness on famlies, particularly couples:

.lt’s probably hell on marriages.because it’s

such a catastrophic ill ness.when we went on

vacation, we had to either decide to take him or
not go, or it was nore difficult to do kinda
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i ndependent becane | ess so..you gotta think two

or three tinmes about |eaving himalone for

periods of tine.
Resources

Some fam lies found support in the services of
ment al heal th professionals and agencies. Qhers were
deeply grateful to teachers and schools for going the
extra mle. Self-help went beyond cliché for a few
seeking a mai nstay of enpowernment in thensel ves.

Many sought support in faith communities
(churches, synagogues, etc.), famly, or with people
goi ng through the same experience (NAM or simlar
support groups).

Charlotte found that individuals, schools, and
agenci es pl ayed significant supportive roles in
assisting her son and her famly. The relief provided
by these resources contributed to the long term
ability to deal with an unremtting situation

The teachers and admi nistrative staff at the

granmar and hi gh schools were integral in her son

achi evi ng academ ¢ success and crucial socialization:

72
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However, he did have sone good school
experiences, at Random El enentary School ..t he
teacher was just probably the best teacher 1’ ve
ever encountered.she was just terrific. And she
was so creative about how she enlisted the other
kids to help him.she allowed himto stand at his
desk instead of sit there..and when he went to
Random Hi gh School, the sane thing. The kids
were just terrific, they really hel ped hima

| ot. The teachers helped him it was just a very
good experi ence.

Charlotte also enlisted nental health
prof essionals who provided tinely intervention for her
son and “1 called The Autism Soci ety and they put us
in touch with [agency]” which supplied ancillary
services for her bel eaguered famly:

.he did a lot of therapy with

[ psychol ogi st] ..that seened to hel p.

[ Psychol ogi st] gave himtools to kind of deal

with [the OCD].then we got hooked up with

[ agency] ..t hey got us tons of hel p..about two

years of occupational therapy...They gave us

respite care fundi ng, where they woul d have a

prof essi onal baby sitter cone and watch the

kids.that was really, really nice.

As an adult, Chris sought groups that addressed
the issues of his chil dhood experience but could al so
provi de answers to his ongoi ng questions about his

experience wwth a parent who suffered from nenta

i llness:
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Vel |l now there’s websites for children of
hoarders, there’s actually a hoardi ng support
group here in town that | go to fromtine to
time.it’s just a support group. It’'s free, but |
do even go to a 12-step for, uh, addiction. And
that is hel pful, too.
Debra provided a conci se account of how and
where she found support. “Wien | was able to admt it”
she sinply “realized that there was help for ne and

support for ne”; co-workers, good friends, and being
in group [therapy]. “l’ve.learned to seek out help, to
get support.” A primary source of support was “being
able to talk to ny husband about it. | can conm serate
wi th nmy husband and we can share with each other.”
These sinple resources have continued to serve her

well no matter how severe the circunstances.

Bei ng a pragmati c person, Dennis used that
practicality to find the neans to deal with his
famly' s situation—=We tried to figure out what to do.
We went | ooking for resources.” He actively sought the
support to buoy up the ongoing challenge of two
children with nmental illness:

.we have had a little bit of involvenent with

the local NAM .for a particular class. A doctor
down at UCLA who had had sone experience with
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auti stic persons..he could give us sone sense of
what to expect [from our son].for our
daught er .we began to seek out what kinds of help
we coul d get her..a psychol ogi st here in
town..gave her about a three hour battery of
tests...So, in both cases our reaction, | guess,
has been, O K, what do we do now?

It was also inportant to Dennis to find a nental
heal t h professional who was synpathetic to the issue
of his son’s faith:

One el enment of that solution was that [son]
spent sonme time with a Christian psychol ogi st,
and | enphasi ze Christian because the issue was
his faith, was his relationship to God. And he
was given sonme tools as a result of being with
t hat psychol ogi st.

Creating a support systemfor his daughter has
required a bit nore resourceful ness on Dennis’s part:

Wth the daughter.trying to figure out what to
do..sonewhere in there we began to seek out what
ki nds of help we could get her. She doesn’'t have
a very good history of staying wwth it. W are
right now at the point of initiating sone
intervention, just the very, very, very earliest
stages of that. Qur first reactionis, OK,

what do we do now, and what’'s available to us
and what are our resources, that sort of thing.

Hel en didn’t know about or access comunity
support groups such as NAM (National Alliance on
Mental Illness) but felt that they could be helpful to

famlies struggling with relatives who suffered from
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mental illness. Instead “I went to therapy weekly”,
sonet hi ng she was doing for her master’s program but
whi ch serendi pitously net her i mredi ate need.

Hel en noted that one of the nost inportant
things during this tinme was the university
psychi atrist who comunicated directly with her during
her son’s break, explained the treatnent, and her
essential role in it:

The psychiatrist got on the phone and said ‘I

don’t want to hospitalize your son..and introduce

himto that system’ He said ‘I’m sedating him

He has friends that can help himright now, but

you need to cone up and get a notel room and

take himthere. This is the new phil osophy.. ust
knock hi m down.just knock this mania right out
of his systemby really sedating him’

Her son’s friends and girlfriend “who had
recogni zed what was wong with hinf were, by
extension, of invaluable help because they "“caught him
at night; kept himfromgetting in his car” and got
himto the health center as soon as it opened.

Hel en was cl ear that her religious upbringing

was a fixed source of aid, especially for the

unexpect ed and unexpl ai nabl e:



77

| was raised as a Roman Catholic.it’s really

i mbedded in nme; whenever there was sonethi ng
serious in my famly or at school, the first
think you do is you say the rosary because that
hel ps you handl e the uncertainty and pass the
time. | don’t discount anybody’s religion
because it hel ps reconcile that which cannot be
reconciled and it hel ps peopl e handl e
uncertainty in a way that.w thout those tools,
those actions and things, it would be very

difficult for sone people...l”mnot a good
Catholic at all but 1’'ll never change..and that’s
what will come to me when I’min distress.

Jenni fer was succinct in her litany of what
assisted her in confronting the challenges of famlial
mental illness, and what she believed would help
others simlarly chall enged:

dfamly nenbers becone nost of the resources.
[At that tine] you didn't see on Qprah these
experts on all these different things. | was
talking to the teachers, right when I saw [ny
nephew] had ADD, | got himtested, | had him at
a child psychiatrist, he went to a therapi st.
Vell, it’s not just getting famly therapy for
sure..get sonebody else involved if they can't.
If it’s at the doctor’s office or the school or
sonmewhere..getting other people to assist them
t hat know what they’ re doing.

Two resource thenmes seened to prevail in Marie’'s
narrative: her church community and conpetent
pr of essi onal support:

| do renenber relying a lot on [psychiatrist].
He was a big help. Don’t use a therapist who has
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| ess than a Ph.D. Get a good psychiatrist.

Coming to [the church] was a turning point. [The

m nister] and his congregation were really

instrunmental in getting me through this whole

time, so |'ve gotta say that. | hope it’s okay
to tal k about God in here, because | just want
to be honest. Okay. Real stuff.

Tom was grateful to the high school and its
response to his son’s special needs—Teacher was j ust
fabul ous and so the school bent over backwards to help
us out. | have nothing but high regard for what they
di d..he got his high school diplom.” He was surprised
but thankful that “we were |ucky with [our]
famly.they were great, you know? ..y brother-in-Ilaw
went up to Reno.to visit [ny son] while he was in the
hospital .”

The nedical teamwas a critical part of the
positive outcone for their famly—=1 was happy with
our doctors, our psychiatrists. Find a good
psychiatrist.” Hs wife was al so a good record keeper
and “she pulled out a spreadsheet of his

medi cation.she had it wired. | had faith in [ny wfe]

as a care giver.”
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Tomis faith in God was often chal |l enged whil e he

was trying to find the right nedication and the right

treatment for his son. But his belief system stood the

t est

of the circunstance and provided himw th an

unshakeabl e resource:

.you have two choices. You know, you open two
doors. You can open one, it’s a denial of God
and ‘why is this happening to ne’ and ‘there’s
no justice', ‘there’s no God in this world’ ..you
open the door to God and you say, ‘you know, |
don’t get it, but I still believe in God and a
soverei gn power, who has authority’. | think it
really is just a free-will choice of whether God
exi sts or not, and | choose that God exists and
["11 figure out how all this nmakes sense at sone
point in the future, but it’s not ny call.

Knowledge

When Charlotte received the first diagnosis for

her son, she deci ded she needed to educate herself

about this disorder. Prior to this she thought he was

J ust

“an unusual little kid.”

So |l went to the library and started to read
about paranoid schizophrenia. And | read and
read and read, and in the reading cane across
autism And when | read about autisml go, This
is what he has! This is who ny child is! He fits
perfectly.

After her son was correctly diagnosed with an

auti sm spectrum di sorder, Charlotte said that the next



hurdl e was dealing with his OCD. A turning point was
“di scovering that scrupulosity definition.it seens
like I was reading online”. Charlotte’ s finding
resulted in her son’s therapist being able to address
this religious obsession behaviorally.

Wien her son was fifteen, Charlotte said that
they al nost had to withdraw himfrom hi gh schoo
because “he went through this germ a-phobic thing..he

wouldn’t eat.”
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.ln April | think, Prozac cane out. And we found

sonebody in [Cty] who would be willing to
prescribe it for him we were going to try it.

And gosh by May he was tal king again, and he was

t hi nki ng again, he was kind of |ike hinself
again. He took his finals and he did pretty

wel |l . That was a huge life-giver to himand he
has been on sone kind of drugs |ike that ever
si nce.

For her daughter, a turning point for Charlotte
was “getting the diagnosis.”

Well finally I was just at nmy wits end and |
have a friend who's an MFCC..she said, ‘Wil
think she’s a borderline personality disorder.
| read about it and | thought, ‘Yes, she fits
al nost all of these categories.’” W had the
eval uation done.the result was that she has a

borderline personality disorder. It suddenly did

explain just years and years and years of
frustrating behavior. It put themall into a
pl ace where we coul d understand. In a way that
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was hard but it was good because it did explain
a whole |l ot of what we had been through with
her.
As Chris navigated the experience of being
rai sed by an obsessive parent, he recalls when “1 was
eight.l don't think | really knewit was a nenta
illness. | just thought he was weird, you know?” This
early awareness nade himsensitive to other
possibilities—=1 just thought he was eclectic.” It
al so contributed to a later and nore mature
under standi ng of a person’s actions:
.when they do sonething that they can't help,
then there’s an explanation and it kind of takes
away the bite of the hurt. It doesn't take away
the hurt, but it takes away the bite of the
intention of the hurt, if there ever was one.
Debra enphasi zed the inportance of putting her
experience wth her son into a manageabl e cont ai ner —
“The nore know edgeabl e | got about nental illness,
the nore | talked about it.” She was relieved “to know
that he really had that diagnosis and that he was
getting treatnent.” Debra again stressed—Get

i nfornmed. Get know edge.” This concrete sol ution began

to provide clarity for her experience.
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Because Dennis is a teacher it was his nornal
tendency to seek information specific to the need;
information that woul d answer vexing questions. “So it
was..a matter of getting information and..the
i nformati on was very vague at the begi nning—+t was all
wrong.”

O K., we knew sonet hing was wong. The first

maj or turning point was diagnosis and that

didn't cone easily. The initial diagnosis we got
was horrendous..he was psychotic or schizoid or
sonething |like that. But when we read the
description of Asperger’s we said ‘That’s him.

He has never actually been formally diagnosed

Wi th Asperger’s, we’'ve just concluded that. He

is high functioning autistic and has OCD

Dennis was inclined to have a sensi bl e response
to and attitude about life, “I"'ma relatively even-
keel kind of person. | tend to take things pretty much
in stride”. Facts helped fill in the gaps—I’ve gai ned
know edge about these diagnoses.” Details elucidated
t he experience for Dennis—.if we can get a better

handl e on what it is, there’'s a better chance of

knowi ng what to do about it.”
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For Dennis and his famly, the introduction of

psychotropi ¢ medi cati on when his son was in high

school

provi ded observable and life-altering changes:

He was started with Prozac for the depression
and also | guess for OCD, and it worked, it
began to help. And he began to pull out of the
depression and he just began to slowy function
again. By the end of the school year he was
pretty nmuch back to whatever normal would be for
himin terms of functioning.

Utimately the inpact of the nental illness his

son suffers from has been nedi ated by under st andi ng

and knowl edge—The context and the reaction was nore

an enlightennent; we know what we’ ve been

experiencing.” The experience with his daughter was

sonmewhat simlar for Dennis:

It certainly was eye-opening to get the

di agnosis and then read the DSM stuff. That was

i ke, oh of course, that’s what’s been goi ng on.
My wife then | ooks back to her infancy and says,
‘Yeah, all the way along |’ve seen sone of these
t hi ngs, but just didn’t know how to connect

t hem’

H s daughter’s diagnosis was a nore recent

devel opment and he began “trying to figure out what to

do.” Sorting out the conflicting information Dennis

encount ered about personality disorders becanme his
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isnt a whole lot you can do with a borderline
personality... her people say, No, there’'s lots that
you can do.”

For Helen, in order to help her son, education
was necessary and provided a way out of the
uncertainty of mental illness—=I"mgoing to do what |
have to do to make ne understand; [the study of]

psychol ogy just opened up that vista.” The experience
of going through this journey with her son al so
provi ded a personal awareness previously untapped:

| learned a | ot about nyself and who I am and

how | react and how ot her people see and think

of me. Definitely. | think it hel ped nme go on
and realize what | wanted in ny life, to be
really self-reliant, to be capable and to not

| et things destroy ne.

Hel en believed that “information is power; get
informati on as soon as possible.” From her experience
she | earned and felt strongly about the efficacy of
nmedi cati on—+that the right treatnent can have critica
effects on future functioning:

Don't be afraid to use nedications. Don't be

afraid to let the doctors try different
nmedi cation.those to ne are tools. They' re not
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crutches. That’'s probably the nunber one thing
that | learned is that people with these
illnesses, especially with a bipolar disorder,
need sedation. They need sedation before there’s
any damage done and nmy son | earned that too.
Jenni fer’s personal experience of famlia
mental illness resulted in an awareness that “changed
the course of nmy life” and “focused nme into a
different area of life.” She also attenpted “to | earn
nmore” in order “to help nmy relatives.” This
consci ousness nade her sensitive to changes in her
nephew, “like in kindergarten things started.” Because
of her sister’s illness “I was on alert.” She pointed
out the inportance of “finding out” and “understanding
earlier.” Jennifer believed in the efficacy of

education and the agency she works for has “an
education conmttee where they' re going to the schools
and they' re giving presentations” for the purpose of
i nform ng the next generation.

Defi ning nonents that began to clarify for Marie
the serious nature of her son’s energing illness, his

“personal ity suddenly changi ng” and “the knife

i ncident when | knew | was | ooking at sonet hi ng
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absol utely beyond depression”, also sent Marie on a
guest for information to explain her son’s experience:
Educat e yoursel f about the
physi ol ogi cal ..physi cal conponent to nental
i1l ness. Every psychotic episode..does burn brain
cells and these people need care.to take care of
basi c needs.
Mari e believed that one of the strongest
medi ating factors for serious nental illness was
“getting the right nedication.” She was adanant t hat
“medi cations for nmental illness are not recreational

drugs.” This was an inportant turning point. Another
turning point cited by Marie in this journey was the
“proper diagnosis”, finding a nane for what was
affecting their famly:

At | east once we knew it was schizophrenia, we

knew what we were | ooking at. You know,

medi cati on-w se and information-w se, and all of

t hat .

Tom made a case for “early diagnosis” and its
“strong treatnent inplications.” “The recognition that
it wasn’t a behavioral issue”, that “it was a nenta
condition that required chemi cal intervention” was an

inportant revelation for his famly but also for the

prof essionals providing treatnent to his son. This was
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especially inperative in finding the treatnment with
the greatest efficacy:

| actually al nost renmenber the day it happened.
W were at a therapist’s office and the

t herapi st kept trying to push a solution that
was kind of fam|ly-based—+tet’s talk this
through, let's get together—and I finally
realized that wasn’t the problem You know, it
wasn’t the famly, it wasn’t [nmy son] in terns
of what he was doing. It was sonme kind of other
thing that needed a totally different approach.

Foll owi ng on the heels of tinely diagnosis and
effective treatnment, Tom stressed the enornous val ue
of the right medication.

My understanding is that.a drug reginme can turn

sonmebody who is extrenely nentally ill and

unable to deal with society, into a functiona
adult. If that can happen for [my son], it can
happen for a | ot of people, in ny opinion,
because he’s got a real severe case.

Tom s son also cane to his own realization that
“Yeah, | need to take meds and when they help, it’'s a
good thing.” He al so began “to communi cate to us the
synptons that he was facing. That’s hel ped out a lot.”

Tomfelt that awareness from both sides of the i ssue—

patient and fam | y—ade the difference for him
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Strategies

Sonme famlies found the strength to go on in the
day-to-day nmundane activities of life. Yet others
found the ability to go on in the rituals of their
belief system3he Rosary, daily prayers or weekly
wor shi p services—er caring for a pet.

QO hers established a plan of action in order to
acconplish the sinplest of daily tasks or goals with
nore stringent requirenents.

Strategies included advocacy and service to
others, making a difference, or a higher purpose. Sone
saw their purposeful action as outreach or a
‘m ssion.’

Charlotte’'s strategy for dealing with two
children with nental illness was often found in the
ordi nary:

We just went on. Sort of putting one foot in

front of the other. So that’s the hard part of

being a parent is getting the every day stuff

done. W just nuddled along. It was kind of day-
by- day.
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She al so reached out to others who were
interested in hearing her unique story and how she
survi ved having an autistic son:

| have actually talked to a | ot of people over

the years. People will find out that they have a

grandson or their own child or their next door

nei ghbor or sonething and they' Il call nme and
we'll just talk. |I can tell them how to get
connected, how to network. | can do that. |’ve
talked to people in different parts of the
country. That’s hel pful

Chris’s plan for coping with the reality of a
parent with nmental illness was by “going to college,
bei ng i ndependent.” He discovered that he could “be ny
own person, be productive and be a good worker, pay ny
bills and be independent.” As an adult Chris sonetines
managed the history of and with his father “by
sl eepi ng, by eating, by becom ng obsessed with cars,
sex, fixating on girls.” But “recently | kind of nade
a shift to speaking the truth and doing what'’s
right.just because it’s the right thing to do.” Such a
change assisted in noving Chris closer to a mddle

ground in plotting a course through his famly

experi ence.
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Debra renenbered the nethods she used to nanage
the often violent and very difficult situations with
her son. It was easier to “not to engage in his
irrationality.we tried to just maintain.” But if the
situation was out of control and she felt threatened
“we had himarrested.” As a result of how hard this
was for her, she found other ways to cope and only
reverted to legal intervention as a |ast resort:

To be able to stand up for what | think is right

and to be able to listen to suggestions about

what to do. |I’ve been able to use the strategies

t hat peopl e have suggested and i npl enent them

|’ve laid down very strong boundari es.

Overall “1 just kept going” by “trying to do
what was right as far as raising ny children.” Debra
found respite in being away at work all day “and not
bei ng around ny son”, and solace in the habit of
supplicati on—=1 prayed.”

Whether it was a deliberate strategy, Dennis
chose to educate his son in mainstream cl asses—He has
never been in special education.he went to private

school " —hi ch resulted in successful conpletion and

graduation. Dennis felt that another inportant goal
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was for his son to learn to be on his own as far as he
was abl e:
Anot her mgj or turning point is our decision for
himto nove out of our house. It has certainly
been a turning point for himand in our
rel ati onship and experience with him for himto
be living out fromunder our roof and gaining
sone i ndependent living skills.
Dennis acquired skills to nmanage his son’s
difficulties which invol ved “behavi or
nodi fication.intense intervention.that occurred over a
period of tinme.” He admtted that “just coping with
the situation was the focus of our lives and our
attention” on a daily basis. Yet the intercession of
ordinary routine was a potent tool:
You learn to take one step at a tine, one day at
atime. No matter how tough you think your
ci rcunstances are, there are lots of people
whose circunstances are nuch, much worse.
SSmlarly with his daughter “we were just kind
of going through life trying to deal with a child who
lied a lot and ate too nmuch and was perhaps the
nmessi est person on the planet”, but in the end Dennis

said that their priority was “doing the just nore or

| ess normal parenting thing with her.”
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When Hel en was faced with her son’s first break

she decided, “I have to go to what’s nore inportant..do
what | have to do.” Then “I was able to cope with ny
son very well.” Other approaches she utilized to

manage t he upheaval of her life were rituals and
di stractions:

| would spend time in neditation, and I would
pray to Saint Francis and ask himto intercede
with God and to protect ny son. | had a big dog.
| brushed himevery night and wal ked hi m and
that was hel pful to have himand he was a good
reason to cone hone; as well as to get to ny
shrine to Saint Francis with nmy picture of [ny
son] and ny votive candl es and everyt hi ng.

In order to make her son a priority Helen chose

to support himthrough self-sacrifice—=I think
abandoned ny pl easure reading. | stopped watching
television. | stopped a |lot of things because | spent

my tinme talking to nmy son.” She encouraged others to
make a difference and “support nental health”.

“l have chosen to deal with it.” This decision
affected Jennifer’s “ability to just go through the
ups and downs, without totally becom ng unglued.” Wth

her nephew she intervened early and “was involved with

t he school”, “making sure he did his honework.”
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When he started getting in to trouble, then
was involved in that, with the probation, with
the team of services, with the psychiatrist. |
was involved as a teamnenber init.

Even with her nephew in prison “I’'mstil
i nvolved to sone degree with whoever | can talk to in
there.” Jennifer was simlarly occupied for her
sister:

| had been an advocate for her too. Making sure

she got treatnment. | went wth her to see her

psychiatrist. She |ives next door to nme. Both ny
parents died, so I'mthe trustee for her.

What ever basically is needed to get sone

stability. | make sure her trust pays for art

| essons, she takes yoga, she has a good

psychol ogi st .

“Now |"m dealing with other people.” Jennifer’s
purpose in life was to “hel p other people, other
famlies, to educate them and give them sone
perspective”, to be an advocate who can affect change
incremental ly:

There’ s always an opportunity. ‘Each one, reach

one, teach one, recruit one.’” So that’'s sort of

like the mssion | amon. And | really think
it’s just as sinple as that; it’s one person at

a tinme, everybody you neet.

Jennifer’'s exhortation to others was to “not

turn their back on this thing.”
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Mari e began to cultivate the habit of attending
church and “showi ng up at neetings once a nonth or

every six weeks.” This purposeful activity was cruci al
for her long termnental and enotional well-being and
“getting me through this whole tinme.” Marie also did
her part for her son, and ultimately for her own peace
of mnd, by voluntarily ending her career—I’'m al ways
on call.” This strategy had a m xed effect by creating
“problens in our marriage” but she felt the needs of
her son were and are paranount.

Tom had a built-in distraction to deal with his
son’s chronic illness—=I had it easier because | had
work.” Yet the necessity of useful coping tools was
still obvious to him*you need sone real strong

intervention.” Stepwi se approaches assisted in

devel opi ng the neans for effective nmanagenent:

We realized over tine that we had to redirect
our activities nore towards recogni zing [our
son’s] situation. W went through, ‘Ckay, we got
the disease.” Nowit’s, ‘You know you gotta take
this medicine, or trouble.
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Process

Charlotte’'s ability to affect change in her
reaction and response to her daughter was stil
difficult. She continued to process the frustration of
havi ng a daughter she perceived is unable to alter her
behavi or:

| know she’s depressed. By the skin of her teeth

and the grace of God nmanaged to sonehow graduate

[fromcoll ege]. But she hasn’t done anyt hing

since then. Because of [mnmy son], |earning about

hi m when he was little, | feel nore conpassion.

Nonet hel ess, Charlotte was able to look with
i ncredi bl e honesty at herself and processed feelings
that could be easily m sunderstood and condemned:

| can understand why people would kill their

child. [My daughter].she was so difficult. Not

that 1’mcondoning it or anything but 1'’ma
little synpathetic sonetines.

In his process, Chris focused on the inpact of
hi s experience on the practicalities of daily life—
“Now I'’min a job where I’mworking out of fear to
keep going. So I’mworking on all that stuff right

now. In addition, his attention was on the future and

his hopes for it:
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|’m | ooking for a mate and ny self value is
linked with where | cane fromand where | cane
fromwas a garbage dunp, so | feel |ike garbage.
| don’t feel good enough for the kind of person
or the ideal mate that | have in nmy m nd.

Debra’s years as a therapist were evident in how

she described her ability to manage years of anbiguity

with her son—=It’s just been a process.” Because of

this history she was able to look at the reality of
her son’s life and allow himto make his own choi ces
in spite of her efforts to intervene:

W tried to get himhelp; he refused. He is
goi ng through bankruptcy, losing his hone. He
has cl ai med that he was | osing his honme for four
or five years so it was.hard to believe if that
was happening. But in reality, he really is. He
threatened to ‘go out in glory’ is what his
words were. It was good for himto get angry,
but he was scary.

Denni s typically approached the reality of his
two children with enviable equability:

It would al nost be easier if these people were
nore [obviously] severely disabled. The stigna

of mental illness [therefore] isn’'t promnent in
nmy experience. It seens strange to hear nyself
say ‘dealing with a nmentally ill person in your

famly,’ because | really don’'t attach that
| abel to ny kids.

Hel en denonstrated a very succinct attitude

about and response to the huge life shift of dealing
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with her son’s first break in college: “Well, it
changed ny life. It made ne cone to school and get a
master’s degree in clinical psychol ogy.”

Fi nding functionality was about constant process
for Jennifer. She approached this challenge daily wth
the rejoinder that “it was a choice forced on ne in a
way.” But she noved on to the internal dialogue that
defined her narrative:

| realized that | thought |I could have nore

influence in getting ny famly nmenber to seek

hel p. But see, then that’s about ne you know. |
struggle with that on a daily basis to want to
get in there and try to control. Then it’s,

‘“Wait a mnute, didn't | just have this

conversation wth nyself, that | could not do

this.” [It] is a constant adjustnent. No easy
answers.

Marie was forthright in sharing her story. She
di d not appreciate receiving unsolicited advice and
found the fear and ignorance of nental illness
difficult to bear. Yet she continued to process the
exasperating effects of having a son suffering from
mental ill ness:

People will do anything they can to distance

t hemsel ves fromyour situation so that it won't

happen to them There's a |ot of fear.every tine
| hear of some crinme or sone car accident
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they' Il say, ‘Ch well, they had anti depressant

in their system; that’s always associated with

t he cause.

Tom exhibited the willingness in his process to
| ook forward to the inevitability of what his life
woul d be—=The bi ggest inpact was | oss of independence
fromthe child as he grew older.” In addition to what
it was at the nost difficult of tinmes—He canme back
worse than he went in behaviorally.” Tom showed
i mrense generosity to his wife who “had a nuch harder
time.you know, 24/7.”

Coming to Terms

Charlotte’'s story kept com ng back to how
difficult it was for her to have two children with
mental illness but as she canme to ternms with the
chronic chall enge these children presented, she found
sone resolution, particularly with her son:

There was a | ot of pain at the beginning. Those

early years were hard. But he surely is a whole

| ot better than he was. But now he’' s an
interesting person and he nmakes ny life
interesting. He’'s fun, he’s got a great sense of
hunmor, he’s a wal ki ng encycl opedi a, you can ask
hi m anyt hi ng and he knows the answer. Maybe this

is good to remenber all the agony of getting
that kid through the various things of l|ife.
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Charlotte still struggled wth her daughter and
the ongoing frustration—=1 amso tired of waiting.”
But “we’re getting her some help now'. She admitted
“we have very little control” and finally confronted
this unyielding situation practically in one area—
“I"ve always done all of [ny son’s] banking and now
[ my husband] does all of hers.” Wiat seened to help
Charlotte nove on was the realization that “we’re al

on the same journey.” This insight appeared to provide
an anchor in a still uncertain arena and hopeful |y
continued to serve her on her own journey.

Chris admtted that the experience of his
chi | dhood and where he cane from made hi m shy “because
it’s shameful.” Nonethel ess he | earned to appreciate
how hard it was and is for his father, as well as
val uing the positive qualities in this parent. He was
al so able to convey a feeling of love for his father
and put into clear |anguage who he was in relationship
to this individual; and then step away:

There’s a | ot of people out there |ike that

[ hoarders], so they' re not the only one.

Hopeful ly, people’s faults or people s illnesses
gives siblings or famlies or |oved ones, the
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insight to | ove other people with simlar or any
difference. He has worked hard all his life to
put his kids through college; that’s one really
good thing he’'s done. One of the points while at
coll ege was realizing | needed to | ove ny
parents for who they were, including ny dad.
Coming to terms with the past has brought Chris
full circle in many ways. He had the choice as to how
he ordered and controlled his environment—=At nmy own
house | can throw stuff away and clear stuff out.”
Despite expressing the shanme and hum liation of where
and with whom he grew up, he was able to articulate
feeling “clean” at tines. He also felt he had sone
control over his life—=I"mliving on ny own, doing ny
own thing, being master of ny domain.”
Chris enphasi zed the inportance of having an
attitude of acceptance, view ng people from an
i ncl usi ve perspective that avoi ded judgi ng soneone on
t he basis of external characteristics and behavi ors.
He was able to internalize inportant |essons |earned
fromhis experience—and from his father
| think it has nade nme nore thoughtful and nore
i ntrospective about problens that people have.
Sonebody else’s junk is not you, does not define

you. | think for nme and for ny parents, they
don’t always | ook at people fromthe outside and
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make a quick judgnment. That person is |oveable

for who they are and that [you] should try to

| ove that person

In the end his father set the ultimte exanple
for how Chris lived his |ife—~Wen ny dad dies | would
say at his funeral; | would say that he was a nice guy
and he treated people right.”

Debra identified appreciation for and gratitude
to her son as a salient factor on her road to
accept ance:

| appreciate what he does do that’s positive,

which is alot. | conplinent him He is

extraordinarily hel pful around the house. He's
got the yard | ooking wonderful. He's done sone
definite good works inproving the house. \What we
give him he gives back. It’'s conforting to ny
husband to have soneone around because of his
i1l health.

Bei ng able to see the redeem ng val ue in her
son’s acts and intention hel ped Debra step back and
see what she had learned in the mdst of the chaos:

|’ve definitely grown stronger, |earned to seek

out help, to get support. | didn't have to fear,
feel so shanmeful; there was just less criticism
than | thought. Not to take it all personally.

Dennis was able to find confort in

intellectualizing the experience, which did not inply
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that he did not react to the situation enotionally. He
was sinply able to | ook pragmatically at what was
happening and find a cognitive conpartnent in which to
pl ace the event. This equanimty appeared to serve him
well in responding to a situation that m ght have
proven nore daunting to someone el se:
Wth [ny son], because his difference was
evident nmuch earlier, it’s becone in a sense a
way of life. In life up to that point and since
that point, there have of course been the sort
of peaks and val |l eys of dealing.but nany ot her
times when it is a relatively normal existence.
He described the experience of having two
children with nental illness as “disconcerting” and
“frustrating” but then noved on to an expl anati on of
those words and his response to them either
externally or internally.
Life is what you do with what you’ ve been
gi ven..the hand that you’ ve been dealt. |’'ve been
dealt a pretty good hand and [ny daughter] has
been dealt a pretty crappy hand. She has a very
difficult relationship with her nother. | feel
like it’s part of ny responsibility.to try to
deal with [my daughter].
The nmeans by which Dennis confronted and deal t

with his situation “is nmy personal faith” and “the

belief that you are dealt your hand by God.”
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W are a famly of faith and that nmekes a
difference. | think it makes a difference in our
commtment to famly. | have this pretty strong
commtnment to trying to do right by famly. In
the grand schenme of things and the purpose of
our lives, part of the purpose of our lives is
to do the right thing by these kids, by our
kids. The overall purpose of the neaning of ny
life is to do what God calls ne to do. And one
of the things God has called nme to do is do the
right thing by a couple of nentally ill Kkids.
Hel en’s ability to come to terns with her son’s
i1l ness was bol stered by early intervention and
treatnment, and receiving accurate information. The
conbi nation contributed to her sense that “I wll be
very wel |l -equi pped to understand what’s happening” if
the need ever arose again. The inmmedi ate response by a
know edgeabl e and conpetent doctor may have made the
di fference between success and a lifetine of
hospitalizations for Helen's son—He graduated from
the university with honors and his psychiatrist told
me, ‘My patients who are students, they drift off and
t hey never finish.’”
Connecting with her son during his first break

al so created an inportant conduit of comunication

that played an inportant role in his ongoing
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stability. Helen “got an insight into his soul and now
we have a bond that | don’t think will ever be
br oken.”

| don’t worry about nmy son anynore. He had a
coupl e nore mani as that were sedated. But now

he’s been stable for a long tinme. | check in
wth himfromtinme to tine. Cccasionally when he
gets really upset | invite himout and | spend
time wwth him Now | only have fleeting concerns
when he’ s under stress. Qtherw se, |’ve gone on
with ny life.

Helen willingly admtted that “it has taken ne
years to find sonme kind of balance.” Confronting the
i1l nesses of both her sister and nephew “has taken a
| ot of work.” Yet she was “able to find ny own life..in
the mdst of it.” She also admtted that “you can’'t
change it; but | thought |I could have nore influence.”

[ My nephew} is in prison. Even with all the

intervention there, it could not stop that part

of it. It’s just that you cannot control another
person. That is not ny role to play in this, and
it’s going to have to be as good as it gets.
advocate for them if they want hel p, but then
that’s all | can do. Not take it so personally.

Jenni fer denonstrated in her narrative that her
acceptance of and noving on fromfamlial nental

illness and the distress of the famlies she served in

her agency “is a fine line” and “just a constant
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adj ustmrent” between being able “to let go” and trying
“to control.”

It’s like, wait a mnute; didn’'t | just have

this conversation with nyself that | could not

do this? And so | struggle with that on a daily
basis. | have to turn around and be able to say,

O K., thisis just the hand dealt in life. What

can | realistically do? This is ny daily tal king

to myself. So | have a |l ot of practice, | get to
do this every single day of ny life.

Mari e was insistent about the inportance of
early diagnosis, treatnment, and the right nmeds, along
wi th receiving conpetent services and support fromthe
various nmental health professionals in her comng to
terns. However, in all that she had | earned,
experienced, and becone in this process Marie canme to
the realization that “1'd trade it for [my son] being
normal.” In the end her faith brought her to this
under st andi ng and stood her in good stead through the
turmoil of the past eleven years and into the future—
“l have no hope without Christ.”

Tom spoke about acceptance as a significant
factor in the process of comng to terms with his

son’s illness. “l just accept it for what it is.

don’t really think we could have done anythi ng about
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it frankly.” Tom nmentioned that it was easier for him
to accept that his son was better when he cane hone
fromhospitalizations and that that assisted himin
dealing with the situation

When he canme hone fromthe hospital, | accepted

al nost right away that he was better. Unless I

saw a problem. didn't believe there was a

problem 1 don’'t know if that’s a conbination of

denial or just seeing a glass that’s half enpty
or being an optimst on it or defense nechani sm

Probably all of the above.

Tom s son “finally recognized the di sease and
kind of has accepted it.” This insight vicariously
aided Tomin his own journey toward acceptance and
meani ng. Furthernore, celebrating mlestones proved to
be the inpetus for continued forward novenent for Tom—
“W had a party that [my son] hadn’t been hospitalized
in a year.we had a little celebration.”

Model of Meaning for Famly Menbers Who Have Rel atives
with Mental I11ness

A careful consideration of study findings has
resulted in the devel opnent of a prelimnary

conceptual nodel of the ways in which fam |y nenbers

with relatives suffering frommental illness make
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meani ng of their experience. The findings of the study
reinforce the notion that famly menbers with
relatives who suffer fromnental illness make neani ng
fromtheir enotional understanding, the accessing of
resources, the erudition of know edge, the devel opnent
of strategies, acting to bring about change, and

struggling with and | earning fromthe past.
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CHAPTER VI : DI SCUSSI ON

| nt roducti on

Three nen and 5 wonen described their |ived
experience wwth a famly nenber suffering fromnenta
illness froma variety of perspectives in response to
open-ended questions posed by Researcher. The
resulting thenes were organi zed and categori zed into
| evel s or stages of experience that becane the
structural equivalent of the journey undertaken by
these individuals in their search for neaning. These
t hemes were characterized by the need for the
experiential (feelings), the need to reach out to
ot hers (personal contact), the need for cognitive
process (faculty of knowi ng), the need for an end
purpose (a plan or objective), the need for an outcone
(a consequence of action), and the need for an
ultimate resolution fromwhich neaning is derived.

The di scussion of findings begins with an
overvi ew and contextualization of study findings from
the narratives of the 8 participants. As additional

findings of the current study are presented, they wll
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be linked to existing literature in relevant fields of
inquiry, including famly adaptation and adjustnent to
t hreat eni ng events, coping with |ife crises, and
concepts of neaning. The discussion will then briefly
address inplications of the findings for theory,
practice, and research, including reconendations for
further research. The experience of the Researcher
will be presented. Limtations of the study and
concl uding corments will close the discussion.
Overvi ew of Fi ndi ngs

When the enmergent themes frominterviews were
anal yzed the Researcher organized theminto six
overarching categories. These categories conprised a
nodel or paradi gm of neaning, the succinct concepts of
whi ch were: Enotion, Resources, Know edge, Strategies,
Process, and Coming to Terns. Figure 1 displays the
nodel that provides the structure for ny theory which
defines the search for neaning. The six stages
represent the discreet steps traversed in this
personal journey. Enotions, or affect, signify the

very difficult feelings and sentinent encountered at
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Figure 1: Model of Meaning in Families with Relatives Suffering from Mental lliness
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the outset of the experience. Resources, oOr access,
correspond to an avail abl e supply or support that one
need only retrieve. Know edge, or acquire, is the
useful information that can be obtained through
diligent effort. Strategies, or action, are a dynamc
pl an for acconplishing the next step. Process, or
accommodate, characterizes the method by which
adjustnment is nade to a new state. Comng to terns, or
accept, synbolizes an historical struggle and the
ultimate recognition and belief in the possibility of
a transforned reality.

Participants articulated a variety of
experiences and perspectives related to living with a
rel ative who suffers frommental illness. These
included narratives related to the disastrous and
unexpected nature of nmental illness, the journey
through insanity to nornmalcy, the attending stigm,
acconpl i shnents, and epi phanies, and the struggle to
make sense out of incongruity.

The narratives illum nated the inportance of

community and famly as well as the individual’'s ways
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of being in the world often professed through
expressions of faith and spirituality. Mny

partici pants expressed the existence of a personal
belief systemthat hel ped them navigate through their
experience. Those who referred to God, faith or
spirituality enphasi zed the inportance of having this
cruci al source of support and strength in their lives.
Hel en said specifically about her religious beliefs
and rituals that “it hel ps reconcile that which cannot
be reconciled and it hel ps people handl e uncertainty.”
The presence of God or a higher omi potent power,
being part of an organi zed religion or religious group
(a congregation or denom nation, i.e. Roman
Catholicism, the practicing of specific rituals
(neditation, The Rosary, prayers, lighting of candl es,
shrines) provided affirmation that this all-powerful
God or celestial presence had a hi gher purpose for
experiences, events, and circunstances and woul d

medi ate the chaos and catastrophe of their lives. This
bel i ef of sonething beyond them appeared to hel p nove

the participants in ny study beyond their experience.
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The conposition of study participants did not
chal I enge any cultural or racial norns but represented
the recruited and avail abl e popul ation of famlies
with relatives suffering fromnmental illness in the
environs of a small Anerican city. Seven of eight
partici pants described thensel ves as Caucasi an and one
partici pant defined hinself as Asian-Anerican. Even
so, what was inportant in their described journeys
seenmed to have nore to do with what existed at the
fundamental |evel of their humanity rather than in
gender, tribe, or nationality. This ‘inpartiality of
experience’ in ny participants’ stories was only a
tentative yet interesting observation and woul d
require a nore diverse cohort of participants for
further validation. However, the suggestion that the
human el enent is possibly nore inportant than race and
culture in this context was worthy of note.

The narratives illum nated how fam |y nenbers
moved from Point A to Point B as they navigated the
tenuous waters of nmental illness. They clarified how

famlies managed to find a safe and sane place to
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function when faced wth a nother, brother, son or
daughter suffering with a nental illness. It is ny
belief fromny research that there is a progression

t hrough certain somewhat predictive stages that begins
with ‘enmotion’ (affective reaction) and ends with
‘comng to terns’ (acceptance) and ultimtely meani ng.
Thi s progression invol ves change and responsive
processing to the state until a trait is achieved or

i s being achieved. These stages are realized as the
fam |y menber noves consistently forward through them
It is ny hypothesis that each stage is attained before
the next one is engaged; however it is possible and
maybe even necessary that stages are revisited over
time as new crises or events are experienced.

A prelimnary theoretical nodel of neaning in
famlies with nenbers suffering fromnental illness
energed fromthis study. It is characterized by the
force of action, the tracking down of natural elenents
necessary for quantifying and qualifying indefinable
experience. The structure of the paradigmor theory of

meani ng represents the experiential journey that an
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i ndi vi dual enbarks upon when faced with the reality of
a loved one’s suffering. Fam |y nenbers living with a
relative diagnosed with a serious nental illness
denonstrated the acquisition of neaning by the
progression through specific stages of nmy nodel. These
st ages descri bed above can be coal esced into the
succi nct concept of meani ng.
Emotions—Affect

Defined as a strong feeling, an enotional state
or disposition, especially expressed physically as in
affect (Pickett, et al., 2001). Enotions are the
primary response of human beings to their internal
states and to the environnent. Negative and positive
enotions serve a “direction-finding” (Sudakov, 1997,
p. 106) purpose and provide the nmeans for expression
of feelings toward ot her people or about the situation
in which individuals find thensel ves. “Enpbtions
usual ly precede overt acts or actions” (p. 106).
Negative enotions in particular provide a source of
internal energy. As they becone nore intense, the

i ndividual is nobilized, and becones notivated toward
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resourceful ness in achieving significant social and
bi ol ogic results for overcom ng obstacl es (Sudakov).
When we experience sonethi ng unexpect ed,
frightening or traumatic, the protective factor of
enotions can intervene and point us in the right
direction. As feelings were managed, the famly
menbers’ response to a relative with nmental illness
wor ked as a conpass directing themtoward a course of
action that began to nedi ate the negative internal
state or the situation in which they found thensel ves.
| found that the individual’s initial reaction
to the observation, awareness, or concrete
identification of famlial nmental illness occurred in
the real mof enptions and affect. These feelings were
intrinsically interwoven and related to the response
to and inpact of such an event, of which these
el enents were the inevitable outgrowh. Feelings such
as sadness, shock, or anger created or resulted in a
response of hel pl essness, exasperation, desperation,
deni al or withdrawal, and inpacted the individual (and

famly) with catastrophic, unexpected, and humliating
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force. Another response observed was conjecture about
the possibility of different courses of action to this
event; whether to be active or passive, whether to
seek health (well-being) rather than normalcy (a
sonetimes indefinable construct), resulting in the
energence of a nore positive effect by way of a person
becom ng nore self-reliant, capable, equipped, and/or
not i vat ed.
Resources—Access

Defi ned as a source of support or help, an
avai l abl e supply; to obtain; or the ability to dea
with or make use of a situation effectively (Pickett,
et al., 2001). Fromthe enotional, responsive and
i mpactful realm the next stage accessed in the search
for meani ng was maki ng use of resources. This stage
represented the fam |y nenber reaching out to others
to gain assistance and support in order to deal with
his or her situation. Finding support and resources is
a crucial aspect of the famly’ s progression toward
meani ng. Resources could be readily avail able and cane

in the formof noral and community support, nedical
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and psychiatric assistance and cooperation, faith
communities and belief systems (churches, God), as
wel | as a sense of common purpose (teamwrk). As
famly menbers transitioned fromthe internal stage of
enptions to the external stage of resources they began
to establish a foundation on which would be laid the
product of their future efforts.

“According to crisis theory, an individual is
especially receptive to outside influence in a tine of
flux” (Mos & Schaefer, 1986, p. 23). Enotional and
mat eri al support fromformal and informal sources
plays a critical role in the facilitation of famlies
adapting to stress (Unger & Powell, 1980). Famlies
find strength to face hardship in the presence of
protective elenents and “the conmmunity has been a
maj or source of social support for famlies in crisis
situations” (MCubbin & Boss, 1980, p. 429).

Sonme found support in ‘the system; the nental
heal th professionals or agencies who stepped in at
significant nonents to provide needed services. These

services often afforded fam lies essential respite
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fromthe overwhel m ng and seem ngly unendi ng care-
gi ving. Finding cooperation in others, particularly
t he professionals (doctors, therapists) was very
germane to sone individuals maki ng sense of a
catastrophe. Aligning with these service providers
created not only a source of information but also an
advocate for the needs of the famly and the person
suffering with nental ill ness.
Knowledge—Acquire

Defined as the state or fact of know ng;
famliarity, awareness or understandi ng gai ned through
experience or effortful study; the sum of what has
been perceived, discovered, or taught (Pickett, et
al., 2001). Fam |y nmenbers play a significant role in
the lives of their relatives with nental illness. They
are eager for and seek infornmation about nental
illness, its treatnent and ot her relevant facts
(D xon, et al., 2004). Matheny, Aycock, Pugh,
Curlette, and Silva Canella (1986) |isted seeking
information in their taxonony of coping. “This

behavior is ainmed at gaining additional information
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regarding stressors in order to reduce their
stressful ness and/or to inprove one’s response to
theni (p. 513). Fromresources the famly nmenber noved
on to the informational realm an internal state or
condition. Once they were able to establish an under
gi rdi ng phil osophy and tenporal support, the next
stage was the acquisition of knowl edge. As the famly
menber was able to clarify and normalize his or her
experience, the state or fact of know ng provided a
cont ai ner for what was uncertain and i ncongruent.
Information was vitally inportant for the
famly; finding an explanation, an answer for
t hensel ves and their relative in the mdst of
unyi el di ng uncertainty and chaos. The sources of
informati on were often found through education or a
di agnosis. Sonetines it was found in a definition or a
name for sonething previously unknown. Being provided
with a solution or finding a solution for the context
in which famlies were living al so energed through
nmedi cation and treatnent. Psychotropic nedication

afforded relief not only to the relative with nental
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illness but to that person’s caretakers. It often
resulted in inproved and nore ‘normal’ functioning for
the suffering individual often after years of angui sh
for the famly. Sonetinmes know edge cane through |ived
experience or study, acquiring personal awareness,
goi ng through the ubi quitous epi phany, or through

di scovery.

Cognition is the nental process of know ng. It
is an active process. Acquiring know edge requires
action, which is the state, condition or being of a
process itself. One nust becone or enter into that
which “is’ in order to know

Strategies—Action

Defined as a plan of action, a series of
novenents; a plan being a detailed schenme or nethod
for the acconplishnment of an objective (Pickett, et
al ., 2001). Wen famlies are faced with events and
ci rcunst ances that challenge their well-being, their
nore routine habits of functioning becone inadequate.
More resourceful and inmaginative effort is necessary

for managi ng such chal l enges. The resulting strategies
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have endl ess variety and can return famly functioning
toits famliar routine (Reiss & Aiveri, 1980). From
the cognitive realmthe famly nmenber noved on to
met hods or tactics. After accessing the know edge or
information for noving into this stage, the famly
menber began to develop a nmethod, a form an outline
for functioning. Strategies may have presented sinply
as day-to-day routine, as obviously as coping and
managi ng, or with nore conplexity such as in an
i ndi vi dual s decl ared m ssion, outreach, or advocacy.

Strategi es were active agency not passive and
requi red thought and intention in their fornmulation.
Pl ans had an objective or goal, the nmeans for reaching
such necessitated a systematic and detail ed design for
carrying out the proposed idea. Overall there was a
pur pose.

Process—Accommodate

Defined as a series of actions, changes or
functions bringing about a result; to hold, to settle
with confortably (Pickett, et al., 2001). Undertaking

personal growth and change is possibly the nost
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di fficult undertaking of any human bei ng. Expectations
of the ultimate outcone of change and taking personal
responsi bility for such transformation may predict the
ability to successfully process one’ s experience

(Del signore, Carraro, Mathier, Znoj, & Schnyder,

2008). The ability to satisfy basic psychol ogi cal
needs and attain valued outcones is an effect of goal
pursuit and attai nnent (Deci & Ryan, 2000). *“According
to the self-determ nation theory (Deci & Ryan, 1985),

i ndividuals striving towards a goal based on intrinsic
notivation are nore independent from external
contingenci es” (Delsignore, et al., p. 290). Achieving
goals is also nore likely when the determ nation is

i nherent (Del signore, et al.).

The fam |y nenber noved forward from planning to
processing, the ultimte outcone of which was a result
brought about by change. The process stage flushed out
change; change of focus, change of perception, change
of purpose, life shifts. Involved in such a
transformati on was exchangi ng one thing for another,

changi ng position, direction, or place; function for
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| ack of function, insight for that which was
i ndi scerni ble, a sense of purpose for that which was
i ndeterminate or inprecise. The presence of chaos
evolved to that of order; the place where the
i ndi vidual s found thensel ves had been transforned. The
nature or condition of living with famlial nental
illness was no | onger what it was or is. The
successi ve nature of process noved the individual
forward to the final stage of the search for meaning.
Coming to Terms—Accept

The i di om coming to terms cones fromor is a
conposite of the Gernman word
vergangenheitsbewaltigung, which “describes the
process of dealing with the past”; a better
translation in English mght be the “struggle to cone
to terms with the past.” (electronic source) The past
inplies history or what has cone before. The quality
of the German word is characterized in part by
| earning fromthe past. This concept enbodies action
or is an exanple of active pursuit. The search for

meani ng i s a dynam c quest and requires persistence.
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It al so requires acceptance and the willingness to
receive what was found. It is nmy prem se that

i ndi vi dual s m ght becone stuck or entrenched at any
stage short of arriving at neani ng, not unlike

devel opnent al stages where one could be destined to
squander time and effort in useless circular notion.

One of the coping skills posited by Mdos and
Schaefer (1986) is resigned acceptance; the decision
t hat the “basic circunstances cannot be altered and
submitting to a ‘certain’ fate” (p. 19). This attitude
does not exclude seeking solutions in response to a
crisis but assists in accepting or comng to terns
with a situation when it occurs.

Coming to ternms also involved the notion of a
termnation or an end. A term could be a specific
period of time as in gestation or a deadline. But it
could also refer to a nmeaning; something significant,
sonmething with intention and an end. This final stage
was a cul mnation, an end to a search, an exploration

for nmeaning which was an end in itself.
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Current Findings, Existing Literature, and Theoreti cal
For mul ati ons

The current findings confirmed assertions nmade
by ot her researchers about the nature and inpact of
mental illness as disastrous (Terkel sen, 1987),
burdensone (Ferriter & Huband, 2003), and inescapabl e
(Marsh & Lefley, 1996). Famly responsibility for the
current and future welfare of its relatives, and worry
about who would care for themwhen they were gone was
al so borne out in the narratives (Miesser & G ngerich,
2006). @uilt and self-blane for what they m ght have
passed on genetically to their children was expressed
by nost parents in this study (Ferriter & Huband,
2003). The single representative for children of
parents with nmental illness provided evidence in his
narrative of the enduring effects of his experience
and its inmpact on his professional life (Al dridge,
2006). Al famly menbers experienced the burden of
being the primary caretakers of their relatives

whet her children, siblings, or parents and the
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i nci dence of this phenonmenon perneated the narratives
(Ferriter & Huband, 2003; Johnson, 1990).

The anmount of tinme el apsed in the experience of
famlial nmental illness (either fromdiagnosis or from
the first observed evidence or awareness of synptons
to present) was not necessarily a contributing factor
in the participant’s facility for dealing with the
experience. The |ongest period of tine el apsed was 42
years and the shortest was 8 years. Individuals with a
| onger duration of experience didn't necessarily gain
an advantage in the ability to cope or cone to terns,
over those who had not lived as long wwth a relative
suffering fromnmental illness. Age of participant
famly menber also did not appear to play a
significant role. The youngest participant had |ived
with his father who suffered fromnental illness for
his entire Iife and expressed nuch the sanme experience
and net hods for coping as the ol der participants.

Rel ati onship of the participant to the relative
with nmental illness did not appear to inpact the

results of this study. The dynamics in the
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rel ati onshi p however, may have been altered; such as
the role one plays (parent to child, child to parent,
sibling to sibling, etc.), the sense of responsibility
whi ch energed in the concept of temporal uncertainty
(parent for child), and gender to a snall extent
(femal es may have exhibited greater conpetence in
dealing with the enotional aspect of their

experience). However, whether one was the son, nother,
sibling, or aunt, the path of experience renmained the
sane.

The notion of shane energed as a factor in the
experience expressed by study participants. Exanpl es
of participant’s experiences were the stigm and
hum liation of having a relative with nental illness,
and participating in self-deprecating attitudes and
behavi or. The concept of personal accountability, that
sonehow their genetics were substandard because of
their contribution to the son or daughter w th nental
illness, was featured in the narratives of parents.
Exanpl es of these responses were represented by

feelings of personal fault or culpability, feelings of
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inferiority due to inheritability or flawed genetics,
feelings of pain, guilt or enbarrassnment for the
i nperfect product they as parents created, and
over conpensation for what ‘could have been’ for their
child if different choices were nmade or actions taken.
The primary focus with regard to neani ng- naki ng
in this study was on the search, the process by which
individuals in famlies found nmeaning in the |ived
experience of day-to-day |ife across the history of
their relative suffering with nental illness. Atkinson
(1986) writes “not infrequently there is a ‘search
after neaning’ as relatives try to understand why this
shoul d have happened to their famly” (p. 101). In a
theory of cognitive adaptation, Taylor (1983) proposes
that in the context of a threatening event, an
i ndi vi dual begins to adjust around three thenes one of
which is the search for neaning. Simlarly,
individuals in this study questioned the ‘why’ and
“what’ of their experience.
Meaning is an effort to understand the event,

find significance in the event, and attribute cause
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(Taylor, 1983). In the work by Thonpson and Jani gi an
(1988, p. 260), “a conceptual framework is presented
for understanding what is neant by ‘finding neaning.’”
Their focus was on found meaning whi ch they equated to
t he search for neaningful ness and understandi ng. They
al so exam ned the role of causal attributions in the
search for nmeaning. This study has brought to Iight
the idea that a search for nmeaning is initiated in the
presence of a major traumatic event wherein
contributory factors may be identified to explain the
resulting distress.

Pettie and Triolo contend that individuals
struggling through the process of psychiatric
rehabilitation create or realize chosen meanings for
t henmsel ves. Chosen neani ngs provi de personal
significance for the individual and serve to explain,
understand, and interpret his or her experience. Life
m ght not otherw se contain enough sense to elimnate
t he possi bl e confusion of events and responses (1999).

Addressing the question of whether or not the

search for and finding of nmeaning for famlies with
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menbers who are suffering fromnental illness results
in their ability to conme to terns with such an event
certainly requires further discussion. However, nost
participants in this study denonstrated the ability to
find acceptance in their experience. Therefore the
findings of this study indicate that the presence of
the search for neaning is a crucial elenent in comng
toterns wth famlial nental illness.
| mpl i cations of Findings
Theory
The devel opnent of ny theory of the search for
meani ng has been based in and derived from grounded
theory, the prem se of which is the energence of
theory fromthe data. Not unli ke the work of Pi aget
and Kubl er-Ross, both of whomwere qualitative
researchers and whose theories came out of the
popul ati ons they studi ed (Piaget’s daughters and
Kibl er-Ross’ s patients and their |oved ones), the
famly menbers | interviewed provided a rich tapestry
of experience that lead to ny hypothesis of a nodel of

meani ng.
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Al t hough Pi aget and Kibl er-Ross were primarily
publ i shed in book formand not subjected to the rigor
of peer review, their findings were indisputably
groundbr eaki ng and continue to influence and i npact
the field (Mrse, 2008). Lay persons and professionals
al i ke are persuaded by the inportance of their
di scoveries, and their schol arship and expertise are
not dism ssed. Kibl er-Ross wote of her book that “it
is not neant to be a textbook on how to nanage dying
patients, nor is it intended as a conpl ete study of
t he psychol ogy of dying” (1969, p. 11). Instead it was
intended for presenting the stories of human bei ngs
from whi ch nmuch coul d be | earned about the finality of
an experience conmon to all persons (Kubl er-Ross).

Following in the footsteps of Kibler-Ross, as a
gqualitative researcher it was ny intention in this
study to discover a construct that m ght explain the
experience of the famlies | interviewed. The ultimte
outcone was to serve the famlies who act as the |ong
termcaregivers of their relatives with mental illness

and to “learn nuch about the functioning of the human
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m nd” (Kubl er-Ross, 1969, p. 12). This goal is not
dissimlar to Kibler-Ross’s purpose in exploring death
and dying. The potential of the gathered data forned
the results and drove the theory that evol ved. The
stage nodel of neaning that | found in ny study is
simlar to Kibler-Ross’s stages of grief nodel, in
that it provides a starting point for an overarching
paradi gm wi t hi n which the process of famlies dealing
with their relatives who suffer fromnental illness
can be understood. A primary difference is the idea of
perpetual notion in ny nodel. Comng to terns with
mental illness finds the famly nmenber unable to

rel ease his or her relative because of the chronic
nature of the disease. There is no ultimte freedom or
rel ease for the famly nenber.

The possibility for useful ness outside of the
context of famlies with relatives who are suffering
frommental illness may exist in ny nodel. Individuals
who are experiencing other life crises such as traum
chronic grief, termnal illness, threatening events,

or even divorce nmay progress through simlar stages. A
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variety of stage nodels exist that attenpt to explain
people’s [enptional] reaction to life crises (Kessler,
Price, & Wrkman, 1985). Although no agreenent has
been reached anong theorists as to the validity of
such nodels, and there is no support for their
postul ations, “there is a pervasive belief anpong
caregivers and hel ping professionals that such stages
exist” (p. 537). This study reinforces that
convi cti on.
Practice

The study highlights the need for nental health
providers to be sensitive to the famly's |ived
experience as they relate to the famly nmenber with
mental illness. The individuals in this study
recounted the denoralizing and often deneani ng i npact
of not receiving the expected col |l aborative and
cooperative involvenent fromthe professionals in the
field because their role as part of the treatnment team
was di sregarded.

In Helen’s narrative, she cited the inportance

of the intervention by the university psychiatrist on



134

behal f of her son as one of the nost significant
events in her experience. This experience al so
i ncluded a conversation with and initiated by the
doctor, who established the inportance of her role and
participation in her son’s treatnment fromthe
begi nning: “Cone up and get a notel room and take him
there.” This study enphasizes the need for nental
heal th professionals to be aware of the significant
part fam |y nmenbers can play in their relative’'s
healing and rehabilitation. It also calls for
clinicians treating individuals with nental illness to
pay particular attention to the famlial contexts in
which those with nental illness |live and/or interact,
so that treatnent can be individualized and tail ored
to the specific needs of the individual and famly.
Application of ny nodel of neaning and its six
identified stages can also informand influence
practice. My nodel of neaning can provide an inportant
framework for mental health professionals in working
with famlies nmuch Iike the nodel of grief fornulated

by Kuibl er-Ross. The application of my nodel serves
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people in being able to accept their own process and
to have nore awareness; to know that they are not the
only ones; that other famly menbers go through a
simlar process. Treatnent enbedded within ny nodel
can nornmalize an otherw se confusing and indefinable
event and transformthe outcone. It is very inportant
for nental health practitioners to be aware of the
uni que journey experienced by these famlies and
respond with a therapeutic container for the
i nevi tabl e consequences of dealing with nental
illness. Uilizing ny nodel to informtreatnent would
provide a structure for famlies seeking cl osure—f
this is ever possible—er at |east resolution. This
woul d act as an extension of famly therapy, for as
the individual finds his or her way a vicarious inpact
may occur within the system

Psychosoci al inplications for successful
treatment may expand to include a greater recognition
of the inportance of famly relationships and
connections. The mai ntenance of a functional famly

systemis vital in the treatnment of nental ill ness.
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Because famlies play the nost significant |ong-term
role in the lives of their relatives who are suffering
froma nmental illness it is necessary for this
environnent to be supported and cared for.

Research

The study of the search for neaning in famly
menbers who experience a life crisis simlar to the
chronicity of nental illness is an increasingly
i nportant area of exploration in health psychol ogy,
soci ol ogy, and nedici ne. Application of the findings
of this study to other crises, traumatic and
threatening life events, particularly those of a
persistent nature is appropriate and certainly
i ndi cat ed.

Thi s study suggests additional inportant
opportunities for research into the experience of the
famly in crisis. In particular, the question of
whet her famlies are able to successfully reach
resolution in the presence of other lasting events by
utilizing the stages of meani ng-making identified in

this study is of inportance. It would be useful, for
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i nstance, to conduct studi es exam ning whet her or not

famly menbers dealing with chronic illness or

disability enploy simlar stages of neani ng-maki ng.
Experi ence of the Researcher

Usi ng sel f-disclosure as a neans of all ow ng
participants to understand a shared frame of reference
bet ween participants and Researcher was utilized with
caution. | shared with a |limted nunber of
partici pants the existence of nental illness in ny
famly and only as a vehicle for providing a feeling
of sameness and reduce the stigmatizing effects.

As a licensed therapist, | anticipated that
during the interview process | mght experience the
desire to provide therapeutic intervention to ny
participants. In fact, on nore than one occasion | was
so profoundly noved by what | was hearing that I
wanted to provide relief for the obvious pain and
di stress that was being expressed by the intervi ewee.
| also felt the desire to correct m sconceptions,

| abel s, and facts about nental illness, the act of
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whi ch woul d have certainly been disrespectful and
interfered with the flow of the narrative.

The experience of being with 8 nmen and wonen in
the interview setting, where and when each one was
sharing information with potential for reactive
enotional fallout, was slightly intimdating because
of the vulnerability they entrusted with ne. But |
felt that ny participants had accorded ne a great
honor in sharing their stories and given nme a gift in
the sonetines difficult content of their narratives.
found that sonme of the immedi ate effects for ne were
the re-stinulation of thoughts and feelings related to
mental illness in ny owmn famly. | was able to process
this in ny own therapy as well as informally in
generic conversations wth other coll eagues and
friends. | don't believe ny response to the narratives
of ny participants created an obstacle to retaining ny
objectivity and inpartiality in the analysis and
subsequent findings of ny study. Rather, the

experience served to enhance mny schol arshi p and
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support ny enpathy for famlies and their relatives
with nental illness.
Limtations of the Study

Wiile the narratives of the nen and wonen in ny
study reveal nmuch about the lived experience of 8
i ndividuals with the common experience of a famly
menber with nmental illness living in the environs of a
small American city, it is inportant to remenber that
gqualitative research does not attenpt to form
generalizations. Instead, qualitative research pursues
di scovery and the energence of theory in its outcone
(results). The findings of this study may have
rel evance to simlar popul ations but there are sone
aspects that could be viewed as limtations in the
st udy protocol.

Study participants were required to have a
functional reading |evel sufficient to conplete a
denogr aphi ¢ questionnaire (determ ned by
adm ni stration of the WRAT-1V-READ) and psychiatric
stability (determ ned by adm nistration of the BDI -

11). An 8'" grade reading | evel was consi dered
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functional, which all participants exceeded, and
psychiatric stability fell in the non-depressed range
of the BDI -1l for the general population with an
average participant score of 15. These educati onal and
psychiatric limtations would naturally elimnate

i ndi viduals with scores outside these ranges.

The age range of participants in this study was
between 33 and 75 years of age. The nean age of the
study participants was 59.5 years of age. Therefore,
one limtation of the study is that it did not include
nore participants younger than those in this age
range. For this study, the Researcher recruited 8
famly menbers (parents, siblings, children, and
extended fam ly nenbers who had rai sed a ni ece/ nephew
or grandchild with nental illness) having a relative
in the imediate or extended famly with a
schi zophreni a spectrum di sorder, bipolar disorder,
nmood di sorder, or anxiety disorder (as defined by DSM
|V-TR criteria) who were 18 years of age or ol der

Participants in this study were solidly mddle

cl ass, educated, white-collar professionals, and



141

resided in a geographic area that could be described
as sonewhat privileged. The participants were al so
al nost conpletely racially honogenous. Anot her
[imtation of this study then was that it did not
i ncl ude individuals from other geographi cal
environnments (rural and sem -rural areas, |arger
cities and suburbs, etc), individuals who were
representative of other SES as well as educational and
vocational, and a nore racially diverse sanple of the
popul ati on.
Concl usi on

Ei ght nmen and wonen living with a famly nenber
suffering fromnmental illness provided narratives of
their lived experiences with a serious nental illness.
Results of the study indicated that famly nmenbers
cone to terms with or are in the course of finding
meaning in the mdst of famlial mental illness
t hrough a process that incorporates the succinct
concepts of enobtion, resources, know edge, strategies,
process, and coming to ternms in an evol ving phase

sequence. The integration of these conponents into a
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nmodel of meaning for famlies who have nenbers with
mental illness | ead these individuals to ways of being
in the world that is characterized, in nost cases, by
active engagenent in the search for neaning.

Serious nental illness is undeniably difficult
and daunting to live with. Famlies confronted with
such a chal l enge cone face-to-face with the range of
human enotion as they investigate explanations for
their lived experience and | ook for a structure or
container in which to place the tragedy they have
encountered, or may continue to encounter. At tines
the intensity of their journey feels too overwhel m ng
and there is a sense of desperation in the struggle.
At other tinmes they hold it together out of a sheer
force of wll or in the sinplicity of the nundane. At
either end of this spectrum the famlies with
relatives who are suffering froma nental illness are
certainly nore than conquerors and exhibit an al nost
i ndefinabl e grace and capacity to confront and live
t hrough sadness, worry, pain, and frustration while

still managing to find neaning.
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To live without Hope is to Cease to live.
Fyodor Dost oevsky
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Their Voi ces—The Fam |ies Speak
Just shape up
Life is what you do with what you’ ve been given.
Because you can’'t change it,
take responsibility for it,
be actively invol ved.
It is so disruptive,
it’s hard coping with it.
Peopl e don’t know how to cope.
| thought | could have nore influence,
it’s just that you cannot control another person.
Ch ny God!
Didn't | just have this conversation with nyself?
| felt |like someone had just banged a gong in ny head.
| would not talk about it for a long ting;
it was sort of a shane.
It scared the hell out of ne!
He/ she has a nental ill ness.
What do we do now?
W tried to figure out what to do,

not take it so personally.
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W tried to maintain.
We just went on.
Charlotte, Chris, Debra, Dennis,

Helen, Jennifer, Marie, & Tom
2008
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APPENDI X A
CONSENT FORM

Project Title: To explore the effects of nental
illness on fam |y nenbers.

Project Investigator: Katherine Burrelsman, MA
Di ssertation Chair: Cheryll Smth, Ph.D
About this consent form

Pl ease read this formcarefully. It tells you

i nportant information about a research study. The
project investigator will also talk to you about
taking part in this research study. People who agree
to take part in research studies are called
“subjects”. This termw || be used throughout this
consent form If you have any questions about the
research or about this form please ask. |If you decide
to take part in this research study, you nust sign
this formto show that you want to take part. You w ||
be given a copy of this formto keep.

Wiy is this research study being done?

The purpose of this research study is to explore the
effects of nental illness on the famly. W are asking
you to take part because you as a fam |y nmenber have

i nportant and uni que experiences to share. At the nost
15 people wll take part in this research study.

How long will | take part in this research study?

It is estimated that only 3 hours of your tinme will be
required to conplete this study.

VWhat wi |l happen in this research study?

e You will conplete and return paperwork provided
to you via U S. mail.
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e Project investigator will schedul e appoi nt ment
for the research interview if you neet
participation criteria.

e You will conplete a one-on-one interview with
project investigator which will |ast
approxi mately 90 m nutes.

e |If any followup interviews are necessary you
will be contacted by project investigator.

e Afinal optional exit interviewis available for
t hose wi shing the opportunity to debrief and wll
| ast no longer than 15 mnutes. This interview,
short of therapy, is a subject’s opportunity to
talk with project investigator about their
t houghts, response to, and experience of
participating in the research study.

e Al interviews will be recorded except the final
optional exit interview.

e Data collected will be kept and stored by project
investigator in a secure |ocation. Al
identifying information will be destroyed at the
concl usi on of the research study.

What are the risks and possible disconforts from bei ng
in this research study?

There are no foreseeable risks or disconforts that may
result from study procedures.

VWhat are the possible benefits frombeing in this
research study?

You may not benefit fromtaking part in this research
study. Possible benefits to you m ght include the
opportunity to share your personal experience. Future
benefits may include contributions to nental health
treatment, future research, as well as to individuals
with nmental illness and their famlies.

If 1 have questions or concerns about this research
study, whomcan | call?
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You can call us with your questions or concerns.
Contact information is listed bel ow Ask questions as
often as you want.

Cheryll Smith, Ph.D. (Dissertation Chair) is the
person in charge of this research study. You can cal
her at 805-962-8179 ext. 334 and | eave a nessage at any
time. You can also call Katherine Burrel sman, M A
(Project Investigator) at 805-897-6808 and | eave a
voice mail or send an e-mail to kburr09@ahoo.comwth
guestions about this research study.

| f you have questions about the scheduling of
appoi ntments or study interviews, call Katherine
Burrel sman at 805-897-6808.

If | take part in this research study, how will you
protect ny privacy/confidentiality?

Your data will be identified with a random nunber and
all personal information (nane, address, phone nunber)
will be stored on a password protected conputer file.
Only project investigator and dissertation chair wll
have access. All personal identifying information wl|
be destroyed at the conclusion of the research study.

Limts of confidentiality: California state | aw
mandat es the reporting of suspected incidence of child
abuse (Article 2.5 Penal Code 11165 and 11166) as wel |
as "dependent adult" and el der abuse by your project
investigator to California authorities. (Wl fare and

I nstitution Code, Sec. 15630).

Your Privacy Rights

e You have the right to decline to answer any
guestions or refuse to provide any information on
witten formns.

e You have the right not to sign this form
permtting us to use your information for
research. If you do not sign this form you can
not take part in this research study. This is
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because we need the information of everyone who
takes part in this research study.

You have the right to w thdraw your perm ssion
for us to use your information for this research
study. If you want to w thdraw your perm ssion
you nust notify the person in charge of this
research study in witing.

| f you withdraw your perm ssion, we will not be
able to take back information that has already
been used. This includes information used to
carry out the research study or to be sure the
research is of high quality.

| f you withdraw your perm ssion, you cannot
continue to take part in this research study.

Consent/ Assent to take part in this research study,
and aut horization to use or share your information for
resear ch.

| have read this consent form

| understand that this study is of a research
nature. It may offer no direct benefit to ne.
Participation in this study is voluntary. | may
refuse to enter it or may withdraw at any tine
wi t hout creating any harnful consequences to
nmyself. | understand al so that the investigator
may drop ne at any tinme fromthe study.

The purpose of this study is: to explore the
effects of nental illness on famly nenbers.

| f you understand the information we have given you,
and would like to take part in this research study and
al so agree to allow your information to be used as
descri bed above, then pl ease sign bel ow

Si gnat ure of Subject:

Subj ect Dat e/ Ti me
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APPENDI X B
FORM B
TH'S FORM I S TO BE COVPLETED BEFORE RESEARCH BEG NS

I nsuring Informed Consent of Participants in Research:
Questions to be answered by AUSB Researchers

The foll ow ng questions are included in the research
pr oposal .

1. Are your proposed participants capable of giving
i nformed consent? Are the persons in your
research population in a free-choice situation?
O are they constrained by age or other factors
that limt their capacity to choose? For exanpl e,
are they adults, or students who m ght be
behol den to the institution in which they are
enrolled or prisoners, or children, or nentally
or enotionally disabled? How w Il they be
recrui ted? Does the inducenment to participate
significantly reduce their ability to choose
freely or not to participate?

Yes, the participants in ny study will be capable
of giving informed consent. They will be 18 years
of age or older, nentally and enotionally stable,
and as volunteers, nay choose to renove

t hensel ves fromthe study at any tinme. They wll
be recruited via letters and flyers sent to | ocal
ment al heal th agenci es and organi zati ons.

2. How are your participants to be involved in the
study?

They will take part in 1:1 interviews with
student researcher. Participants will also be
required to conplete, or have administered to
them a BDI-11, a WRAT-1V-READ, a Consent Form
and a Denographi c Questionnaire.
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3. What are the potential risks—physical
psychol ogi cal, social, legal, or other? If you
feel your participants will experience “no known
ri sks” of any kind indicate why you believe this
to be so. If your nmethods do create potenti al
ri sks, say why other nethods you have consi dered
were rejected in favor of the nethod chosen.

| do not believe that the participants in this
study will experience any known ri sks.
Participants will be interviewed about life
experiences related to a famly nenber with
mental illness, which at nost may be enotionally
re-stimulating. An optional debriefing interview
has been incorporated into this study to address
any residual effects experienced by participants.
As well, referrals will be provided to
participants who feel a need for further
consultation with a licensed nental health

pr of essi onal .

4. \What procedures, including procedures to
saf eguard confidentiality, are you using to
protect against or mnimze potential risks, and
how wi I | you assess the effectiveness of those
procedur es?

Participants’ names will not be used in this
study; rather they will each be given an

i dentifying nunber which will be acquired froma
random nunber website. During the course of
research all study materials will be kept in a

| ocked file to which only student researcher and
di ssertation chair have access. Any data stored
on conputer files will be password protected. At
the end of the study all papers/data including
participant’s identifying information (nanes,
addresses) w Il be destroyed.

5. Have you obtained (or will you obtain) consent
fromyour participants in witing? (Attach a copy
of the form)
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Yes. See Consent Form attached.

6. What are the benefits to society, and to your
participants that will accrue from your
i nvestigation?

The benefits of this study include contributions
to the field of psychol ogy, to research about
mental illness, providing a chance for
participants to be heard as well|l as possibly

| earni ng about heretofore unknown resources.

7. Do you judge that the benefits justify the risks
i n your proposed research? Indicate why.

Yes. As | have already indicated, there are no
known risks attached to study and therefore the
benefits (contributions to the field of

psychol ogy, to research about nental ill ness,
provi ding a chance for participants to be heard
as well as possibly | earning about heretofore
unknown resources) are justified.

Bot h the student and his/her Dissertation Chair
must sign this formand submt it before any research
begins. Signatures indicate that, after considering
t he questions above, both student and faculty person
believe that the conditions necessary for inforned
consent have been sati sfi ed.

Dat e: Si gned:

Kat heri ne Burrel snman, M A.
St udent

Dat e: Si gned:

Cheryll Smth, Ph.D
Chai r
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APPENDI X C

DEMOGRAPHI C QUESTI ONNAI RE

Pl ease i ndicate your

response to the foll ow ng

guestions by sel ecting/conpleting the appropriate
answer that describes you.

What is your age:
What is your gender:

What is your race:

Educati onal Level:

Househol d | ncone:

Marital Status:

Enpl oynent St at us:

ooo ooooon oooog ooooon O

ooooog

Male O Female

African/African- Ameri can
Asian/Asian- Aneri can
Caucasian/European- Ameri can
Hispanic/Hispanic- Aneri can
Native American

Other

High School Graduate
Some College

College Graduate
Professional Degree
Other

Under $24,999
$25K- 44, 999
$45K- 64, 999
$65K- 84, 999
$85K- 104, 999
Over $105K

Single
Married/Remarried
Separated/Divorced

Empl oyed FT
Employed PT
Retired
Unemployed
Student
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Denogr aphi ¢ Questi onnaire-conti nued

Clerical/Office Worker
Engineer/Architect
Healthcare/Mental Health
Manager/Executive/Business
Sales/Marketing

Small Business Owner
Teacher/Professor
Laborer/Construction

Other

Job Type:

ooooooooo

Do you have chil dren?

| f so, what gender(s)?
What age(s)?

VWhat relationship is your relative with nental
illness?

When did you notice sonething was w ong?

Dat e
How ol d were they:
Age
How ol d were you
Age
VWhat was it that you noticed?
When was your first professional contact?
Dat e
Di agnosi s(es) ?
Dat e

How woul d you i nprove this research?
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For the follow ng questions, please use the scale
bel ow to rate your responses:

0 1 2 3 4 5 6 7 8 9 10

M ni mal Very
Severe

(For exanple: If you feel you are presently coping

very well, but you “sonetines get the blues”, that

woul d probably be a 4 or a 5.)

On a scale of 0 to 10, how would you rate the severity
of your relative's synptons at their worst?
O =mniml to 10 = very severe

On a scale of 0 to 10, how would you rate the severity
of your relative' s synptons at this tine?
O =mniml to 10 = very severe

On a scale 0 to 10, how woul d you descri be your
response to your relative s diagnosis at the tinme?
O =mniml to 10 = very severe

On a scale of 0 to 10, how would you rate your own
personal sense of well-being (enotional, nental,
physical) at this tine?

O =mniml to 10 = very severe
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APPENDI X D
1:1 Research Intervi ew

Overall, what has been your experience with
having a relative who has a nental illness?

What was inportant about your experience or any
turning points that occurred?

Can you tell me about your life now? Howis it
different from before?

What were you doi ng when you first |earned your
relative was suffering fromnental illness and
how di d you react?

What happened after you di scovered that your
[relative] was suffering fromnental illness?

How did you cope with this experience? Could you
take me through this process? | aminterested in
a typical day.

What have you |l earned fromthis experience? How
have you changed and did any good cone out of
this experience for you?

I s there any advice you could give to soneone
el se in the sane situation that you believe woul d
be hel pful for thenf

Are there any suggestions to society-at-1large
t hat woul d be hel pful ? What coul d society |earn
fromyou and your experience?

|s there anything that you would like to offer to
this study that | have not asked you?

Thr oughout questioning, utilize probes (conpletion, clarification
and el aboration) and foll ow up questions on new i deas, m ssing
informati on, and stories that seemrelevant to research
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APPENDI X E
RECRUI TMENT LETTER
Dear Potential Study Participant:

I ama doctoral student in clinical psychol ogy
at Antioch University, Santa Barbara and have
previously worked in the nental health field serving
individuals with nmental illness. As part of ny Psy.D.
requi renents, | am conducting a dissertation study on
what it means for famly nenbers to live with a
relati ve who has a serious nental illness. My research
is supervised by nmy Dissertation Chairperson |listed
bel ow.

| am seeking individuals over the age of 18 who
are related by blood or adoption to a fam |y nenber
who has a serious nmental illness (schizophrenia
spectrum di sorders, bipolar disorder, OCD, or mgjor
depression). Participation in this study will involve
conpletion of certain required forns and tests as well
as in-person interviews wwth ne. There wll be one
required interview |lasting approxi mtely 90 m nutes
and two optional interviews |lasting approxi mtely 15-
30 m nutes each.

Two interviews may be pre- and post-study

assessnments, and in the third interview!|l wll ask you
what it is and has been like to live with a famly
menber who has a serious nental illness. Your name and

any other identifying information will be kept
strictly confidential. The total tinme involved in
participation will be no nore than approximately 3
hour s.

If you would |ike to be considered for
participation in this study, please contact nme via
voi ce nmail pager at (805)897-6808 or by e-mail at
kburr09@ahoo.com |If you respond, |I wll contact you
by tel ephone to discuss the details of ny research
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study further and answer any initial questions that

you m ght have.

Thank you for considering this request.

Very truly yours,

Kat heri ne Burrel sman, M A.

Resear cher

Kat heri ne Burrel sman, M A

P. O. Box 43
Gol eta, CA 93116
(805) 897-6808

Di ssertati on Chairperson:
Cheryll Smth, Ph.D

Anti och University

801 Garden Street

Santa Barbara, CA 93101
(805) 962-8179
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APPENDI X F

FAMILIES OF INDIVIDUALS WITH
MENTAL ILLNESS

4
I Take partin research
4

Doctoral student seeking immediate
family members (parents, children,
siblings) to participate in dissertation
study exploring the impact of mental
iliness on the family

b

ogg attached reeruitment Igtter fjor contact
information and specific eriteria jor
participation
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