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ABSTRACT

Parental mental illness is a multifaceted problem for many families, often
resulting in unique difficulties for the parents, children and the entire family. The
complex needs and experiences of children of parents with a mental illness (COPMI), the
parents and the family, often requires a collaborative approach to service provision. One
specific collaborative initiative is called the Ulysses Agreement program. This study is a
qualitative evaluation, using the Critical Incident Technique, of the Ulysses Agreement
program as it has been implemented within the Fraser region of British Columbia,
Canada. The purpose of this study was to explore what has helped or hindered the
development of the Ulysses Agreement program in supporting families where a parent
has a mental illness. Helping and hindering themes were explored from the perspectives
of five parents with a mental illness, five professionals and one family member, a total of
11 participants. Interviews were transcribed and then analyzed for critical incidents. A
total of 452 critical incidents emerged from the interviews, which were then categorized
into a total of 12 helping and 13 hindering themes. These categories are discussed in
relation to the literature on parental mental illness and collaborative practice. Specific
themes of this study include the importance of increased communication and information
sharing between professionals, the positive effects of establishing strong non-professional
supports with parents who struggle with a mental illness, the complex challenges
associated with social stigma towards mental illness, and the importance that mental
health diagnoses play in the overall success of the Ulysses Agreement program. From this
research, specific recommendations for professionals are discussed, including

implications for counselling psychology.
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CHAPTER 1: INTRODUCTION
Parental mental illness is a complex and multifaceted issue for many who are
involved, including the families, mental health practitioners and other professionals. A

broad definition of mental disorder, according to the Diagnostic and Statistical Manual of

Mental Disordersi s, “a clinically significant behavi

pattern that occurs in an individual and that is associated with present distress (e.g., a
painful symptom) or disability (i.e., impairment in one or more areas of functioning) or

with a significantly increased risk of suffering death, pain, disability, or an important loss

of freedom” (American Psychbpwldntal glnessaait Associ

applies to parents has been referred to as, “a wide range of psychiatric symptoms that
persist over time and are functionally disabling in living skills, social interactions, family
relationships, jobs, and/or education encompasses conditions such as schizophrenia,
maj or depression and &eupeit& Maybery, 2007id p. 862).p o | ar
Parents who have serious mental illness (SMI) and their families face unique challenges,
both within their immediate family system and within society as a whole. Research has
shown that between 21-23% of children live in homes where at least one parent has a
mental illness (Maybery, Reupert, Patrick, Goodyear & Crase, 2005). According to
Beardslee, Wright, Gladstone and Forbes (2007), children who have an affectively ill
parent have a 40% chance of experiencing an episode of depression by the age of 20,
which increases to 60% by the age of 25. This is greater than the depression rates within
the general population, which is between 20-25% (Focht-Birkerts & Beardslee, 2000).
Mental illness is a rapidly growing area of concern in Canadian health care. According to

Bassani, Padoin, Philipp and Veldhuizen (2009), approximately 12.1% of children under

C
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the age of 12 have a parent with a mental illness. A recent Canadian report states that
mental illness costs the economy approximately 14.4 billion dollars a year (Mood
Disorders of Canada, 2006).

Due to the complex nature of parental mental illness, including the psychosocial
affects on children and the family system, various collaborative practices have been used
to support these families. Collaboratively involving professional and non-professional
supports around a family where a parent has a mental illness has many benefits, such as
better holistic services and increased cost-effectiveness (Darlington, Feeney & Rixon,
2005b). Collaborative practices seek to empower the parent and family members, while
also emphasizing the importance of prevention and advanced planning. Researchers have
explored challenges and barriers to collaborative practice in supporting these families;
some barriers including a lack of resources, a lack of trust and rapport and challenges to
do with the nature of mental illness (e.g. Darlington, Feeney & Rixon 2005a; Maybery &
Reupert, 2006).

The Ulysses Agreement program is a unique form of collaborative practice that is
used in British Columbia to support families where a parent has a mental illness.
Originating from Greek mythology and drawing upon the strengths of collaborative
practice in general, the Ulysses Agreement program seeks to empower the parent to make
decisions about them and their children. Its philosophy is that parents are the expert in
matters pertaining to their family and their own well-being (McKenna, Simpson &
Coverdale, 2000). Ulysses Agreements seek to form an advanced plan with multiple
support networks in the event that the parent becomes unwell. By putting a plan into

written format, which includes the signs and symptoms of their mental illness, the unique



needs of their children and a detailed plan of action, the risks and negative outcomes both
to the parent, and their children, are reduced.

Although Ulysses Agreements are being used within the Fraser Region of British
Columbia, there is a lack of empirical research supporting its effectiveness. Therefore the
purpose of this study was to explore the Ulysses Agreement program from the unique
perspectives of parents with mental illness, professionals, and family members. This
study used the Critical Incident Technique (Flanagan, 1954) to ask participants what has
helped and hindered their agreement. These helping and hindering incidents were
analyzed and categorized into common themes, and are discussed in relation to the
relevant literature on parental mental iliness and collaborative practice. Based on this
research, specific recommendations for future practitioners involved in implementing the

Ulysses Agreement program are also discussed.



CHAPTER 2: LITERATURE REVIEW
Parental Mental lliness

Maintaining a family focuszamilies dealing with parental mental illness have the
same basic needs as other families. However, they often experience unique challenges.
Reupert and Maybery (2007b) report that families with parental mental illness report
lower levels of cohesion and communication. The family unit often experiences
incredible stress as its members attempt to balance care-giving roles. These authors claim
that families with maternal mental illness show greater problems in areas such as task
accomplishment, clarity of roles, affect management, interpersonal involvement and
behaviour control. Maybery, Ling, Szakacs and Reupert (2005) identified some
additional challenges that these families face, such as social isolation, financial hardship
and marital discord. Reupert and Maybery suggest that interventions should take the
needs of the family unit into consideration. By maintaining a systemic perspective on
supporting families, where no individual parent or child is targeted as the pathological
client.

The barrier of stigmatization is paramount in the lives of families with parental
mental illness. Hinshaw (2005) identifies stigma against parents with mental illness as
operating on multiple levels, in individuals, families, schools, communities, public media,
and social policy. As a result of the prevailing prejudice against mental illness in
Canadian society, parents and families are silenced out of shame. Concerning the
potential effects on children, Hinshaw state
limits help-seeking on the part of the parents and prevents open family discussion and

provision of support to the of {psrloxThimg, f urt h
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stigma has many implications for collaborative practice. First is countering the stigma
within the family by encouraging communication between family members, especially
between parent and child regarding the mental illness. By equipping family members to
overcome their own preconceived notions of mental illness, they will feel more prepared
to deal with stigma in the rest of society. At a community level, Hinshaw suggests that
regular contact between society and those who have mental illness is the most effective
means of overcoming social stigma.

The needs and experiences of childiistudy by Bassani, Padoin, Philipp and
Veldhuizen (2009) used a national survey to estimate the total number of Canadian
children who are exposed to parental mental illness. These researchers used the World
Psychiatric Health Composite International Diagnostic Interview (WMH-CIDI) to
determine the existence of a psychiatric illness, with a minimum prevalence of 12
months. The diagnosis of a mental illness for this study did not include diagnoses of
substance abuse, psychosis or personality disorders, as they are described in the DSM-1V
TR (APA, 2000). Estimates were determined on the total amount of children under the
age of 12 who had a parent with a mental illness. These researches used a two-stage
stratified cluster design, with a total sample of N = 36,984 non-institutionalized
individuals who were at least over the age of 15. The mean age of the same was 43.7
years, and 50.7% of participants were women. It was revealed that out of the 4.5 million
children under the age of 12 in Canada, one in every ten live with a parent who has a
psychiatric illness, and one in six lives in the same house with at least one individual who
has a psychiatric illness (not necessarily the parent). According to these researchers, this

means that almost 570,000 Canadian children under 12 experience having a parent who
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has a mental illness (12.1% of all children under 12). Furthermore, these researchers state
that over 75% of these children have parents who have received no mental health services
in the previous 12 months leading up to the survey. This study clearly demonstrates the
severity and prevalence of parental mental illness in Canada, including the very low rate
of parents who seek mental health services.
According to Reupert and Maybery (2007b) the family environment for children
of parents with mental illness (COPMI) can often be chaotic and threatening, especially if
the child is included in the parent®s del usi
these researchers state that children show long-term social and occupational problems, as
well as increased prevalence of psychiatric symptoms. Another important issue is the
attachment relationship between child and parent during infancy and early childhood,
which shapes the child*"s subseduednt cognitiywv
parental mental illness and the possibility of other factors, such as substance abuse,
children do not receive the consistent nurture that is needed to form secure attachments.
Reupert and Maybery state that when this is the case, children can still develop healthy
attachments if they are able to form secure attachments with another individual in their
lives. This suggests that itisimportantt o st rengt hen exi sting soci a
life, whether through school, community supports or extended family.
Beardslee, Versage and Gladstone (1998) identify four specific risk factors for
children of affectively ill parents as they mature into adulthood: (a) genetic influences
clearly show a higher hereditability of mental illness, (b) marital difficulties between
spouses is a serious risk factor for children as they mature, (c) parenting problems such as

the failure to provide adequate support, nurture and guidance to the children, and (d)
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chronicity and severity of the parental mental illness, which also includes the age of onset
of the illness for the parent (the earlier, the greater severity and potential risk for the
children). Minimizing these possible challenges for children is the primary focus of
collaborative practice.

Maybery, Ling, Szakacs and Reupert (2005) conducted a study on the unique
needs of COPMI, in an Australian sample, using focus groups and questionnaires. Of the
12 parents in this study, 10 had a diagnosable mental illness, and the other two were
spouses of a parent with mental illness. Six of the parents were single parents, and their
ages ranged from 29 to 46 years old. There were 12 children included in this study, ages
ranging from 6 to 16. Major themes that parents identified during the focus groups
included: (a) issues around major mental health episodes or hospitalizations, (b)
importance of siblings, (c) coping strategies as utilized by children, (d) external supports
including education for children, (e) community education, and (f) respite for parents and
children. Major themes identified by the children included (a) major episodes (parental
hospitalizations), (b) importance of siblings, (¢) coping strategies, (d) importance of
friendships outside the family, and (e) extra roles assumed when the parent becomes
unwell. Extra supports for children especially support from siblings and friends, were
identified as being important for children. Furthermore it was clear that both parents and
children perceived incidences of hospitalization for the parent to be a major issue, as well
as the importance of developing coping mechanisms for the child when this occurs. Thus,
interventions for both children and the entire family should endeavour towards building

stronger, already existing support networks (relationships with siblings and friends, for

example) as well as building childrent®

S
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Focht-Birkerts and Beardslee (2000) conducted a case study analysis of three
families with the purpose of exploring emotional resilience in children. These authors
state that parents and therapeutic interventions can help children to build resiliency by

promoting the expression of their full range of affect. The basis for this suggestion is that

“children of depressed and materpreingthear ent s hav
parents® extraordinary behavior, and few cha
di stress” (p. 418). Thus by enhanmcing the ca

children, the psychological effects of having a parent with an affective illness can
potentially be minimized. Creating a safe and receptive atmosphere for this to occur is
vital, both in the context of treatment and within the family system. One of the major
strengths of this article is focus on active prevention in children by encouraging the
development of resiliency and maturity through the expression of a full range of affect.
A study by VanbDeMark, Russell, O"Keefe, F
(2005) uniquely explored characteristics of children of mothers (N = 253) entering
treatment who had a history of substance abuse, mental illness and trauma. Mothers were
required to have at least one child between the ages of 5 and 10 and had weekly contact
with the child, and have English or Spanish as their primary language. The mean age of
the children in the intervention group was 7.24, and the mean age for the comparison
group was 7.32. In regards to gender, the intervention group consisted of 52.2% males
and 47.8% females; the comparison group consisted of 52.9% males and 47.1% females.
Furthermore, 20% of the intervention group and 18.2% of the comparison group was
African American; 36.5% of the intervention group and 45.5% of the comparison group

was Caucasian; 19% of both groups belonged to another race; and 24.3% of the



14

intervention group and 16.7% of the comparison group were multiracial. Using logistical
regression to examine factors related to resiliency, the authors found that children
exposed to co-occurring disorders experience increased risks in the areas of emotional
and behavioural problems, developmental delays, delinquency, abuse of substances and
physical, sexual and emotional abuse. Children of these mothers were three times more
likely to score in the clinical range on emotional and behavioural problems compared to
community samples. Furthermore, children with more psychosocial problems, including
living in unstable and inconsistent environments (for example foster homes), consistently
had mothers with more severe mental health symptoms. The researchers hypothesized
that possibly one of the reasons why these children showed such high resiliency was
because their mothers were actively involved in treatment and were receiving support for
their mental illness. This study highlights the increased challenges that children face
when exposed to multiple family and parental barriers, as well as the potential benefits to
children, the family and parents if the parents are actively involved in treatment and
support.

Finkeltstein, Rechberger, Russell, VanDeMark, Noether et al. (2005) also
examined the development of a unique intervention model for children of mothers with
co-occurring disorders and histories of violence. The intervention included (a) treating
the family as a system of interdependent people, (b) creating a safe, nurturing and
consistent environment, (c) modeling appropriate interpersonal interactions, and (d)
developing skills in self-care, coping, safety and interpersonal communication. In
addition to developing a family-based intervention for children of parents with mental

illness, this study also identified significant barriers that children and theirf a mi | y * s
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experience, such as issues of transportation, trust between members and professionals,
outside influence of other family members, and having to contend with changes in
locations.
A study done in the United Kingdom by Stallard, Norman, Huline-Dickens, Salter
and Cribb (2004) explored the experiences of children and parents with a mental illness,
including emotional and behavioural disturbances and their particular views on how the
iliness has affected them. The sample consisted of 24 adult parents and 26 dependent
children. No additional demographic information for the participants was included in the
article. The researchers used semi-structured interviews to gather information on the
parent®s ment al Il 1l ness, their children®s un
affected thec h i | cduacatiori'arsd parent-child relationship. The results of the
interviews revealed that most parents (21 of 24) felt that their children had been affected
by their illness and often felt responsible for it. Eleven of the 26 children stated that
nobody had talked to them regarding what was wrong with their parent, and fourteen of
them expressed that they wouldlik e t o know more about their pa
a concern among parents that providing additional information to children would produce
adverse affects (9 of 24). When asked about their worries, children identified two major
concerns, schoolandthe i r p a r e Thirtéensof the par@nits teported having
concerns about their children®s behaviour, s
delinquent behaviour, obsessive compulsiveness, aggression and problems with peers.
The vast majority of parents reported that the child-parent relationship was very good or
good (20 of 23). This study provides valuable information on the perceptions of both

parents and children in regards to mental illness. The lack of communication between
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parents and children is clearly evident, which often causes the child to feel confused and
responsible for their parent®s illness. Proyv
overburdening and parentifying them, is an ongoing challenge both for parents and

professionals.

Adult children of parents who had a serious mental illness also face multiple
challenges. For example, Mowbray and Mowbray (2006) in a study of adult children of
mothers with depression found that these individuals had high incarceration and mental
health services utilization rates. These researchers found that the most serious risk factors
for these adult children were serious injury to parents or other family members, and
having trouble with the law. Buffers to these risk factors included having strong social
supports and positive family experiences while growing up. Furthermore, Mowbray,
Bybee, Oyserman, MacFarlane and Bowersox (2006) examined the psychosocial effects
on adult children of parental mental illness, and found that one third of the adult children
in this study had failed to complete high school, and 54% of the children were perceived
by their mothers as having major problems in psychological (the most common),
substance abuse and legal domains. About 20% of the adult children were reported as
having attention deficit hyperactivity disorder (ADHD) or other learning problems.
Interestingly, 40% of these adult children had children of their own, while only 12% were
in a committed relationship. These studies provide helpful long-term information
regarding potential difficulties and problems that adult children may experience later on
in life. Although these psychosocial outcomes are not necessarily caused by parental

mental illness, and many other contextual factors should be considered, this study
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identifies various psychological and behavioural problems children may experience if
preventive measures are not taken early on.
A case study by Hindle (1998) examined the lived experience of one 15 year old

young man growing up with his mother who suffered from chronic psychotic depression.

Symptoms of the mot radrt‘es meret ali ritlhl mds & hlee qna

younger sister, 10 years earlier. The adol es

uncertainty, chaos and overwhelming fear, both at the unpredictable nature of his

mot her s il Il ness and of wondering whether he

her. He had grown up in continual confusion and uncertainty of his own feelings and

thoughts, specifically because he was unable to expresst hem. Thi ssengeafr t i ci pan-

enmeshment to his mother contributed to a very distorted and insecure sense of self. This
case study presents a deeply personal description of multiple internal struggles, both
psychologically and emotionally, that children potentially experience as a result of
growing up with a parent who has a mental illness.

As is clearly evident from much of the literature, the needs and experiences of
children are often pathologized and negatively perceived. Newman (2002) counters the
predominant ethos around ,yougtgatmucofer s*
the behaviour and emotion problems experienced by children has more to do with

contextual factors such as social isolation, poverty and a lack of social supports, than

necessarily the parent®“s mental illness.

effects for children, specifically increased maturity and the development of important
skills and competencies leading into adulthood. Newman challenges us as professionals

in how we view children of parents with mental illness, specifically our underlying

Ne w
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assumptions around pathology. The implications of this for collaborative practice,
specifically Ulysses Agreements, is that professionals need to be aware of other
contextual factors contributing to difficulties that COPMI may face, and to avoid blaming
parents for their mental illness as the sole contributing factor. Professionals should also
maintain a strength-based perception of COPMI.

The needs and experiencepafents.Concerning the needs of parents, Reupert
and Maybery (2007b) highlight two major themes from existing literatures,p ar ent “ s
capacity and motivation for managing their mental illness, and their ability to
successfully meet their parenting responsibilities. Research has shown that parenting
itself often provides strong motivation in parents to remain in treatment and manage their
symptoms (Mowbray, Oyserman, Zemencuk & Ross, 1995; Reupert & Maybery, 2007b;
White, Nicholson, Fisher & Geller, 1995).

A study by Kahng, Oyserman, Bybee and Mowbray (2008) examined whether
parenting improved as symptoms of serious mental illness decreased in a sample of 294
mothers aged 18 to 55. All participants had been diagnosed with a SMI for at least a year
and had primary care responsibilities for at least one dependent child between the ages of
4 and 16. Participants were recruited from 12 community mental health agencies and
three inpatient units in southeast Michigan. Effective parenting is clearly limited and
affected by mental illness; parental stress can be increased and affected by multiple risk
factors, including lower socio-economic status, ethnic minority, substance abuse and
overall life stress. These authors found that (a) changes in psychiatric symptoms were
positively associated with changes in parenting stress, and negatively associated with

parenting nurturance; (b) initial level of symptoms did not affect the trajectory of change
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in either parenting stress or nurturance; and (c) contextual factors significantly related to
parenting stress and nurturance were more education and the existence of social supports.
Furthermore, daily hassles, financial stress, diagnosis of bipolar disorder with psychotic
features and a history of substance abuse were all associated with higher initial
psychiatric symptoms. This study strongly demonstrates the importance of treating
psychiatric symptoms in order to have a positive effect on parenting effectiveness.
Furthermore this study supports the notion that parenting stress and psychiatric symptoms
can both be partially addressed and diminished by addressing other important contextual
factors such as economic status, substance abuse and overall life stress.

A study by Mowbray, Oyserman, Bybee and MacFarlane (2002) examined the
effects of mental illness on parenting in mothers (N = 379). All participants had been
diagnosed with a SMI and had primary care responsibilities for at least one dependent
child between the ages of four and 16. In this study, 60% of the participants were African
American, 29% were Caucasian, 8% were Hispanic, and 3% were from another ethnicity.
The median age of all participants was 36.2 years old. In regards to education, 40% of the
participants had some college education, 25% had a high school diploma or GED, and
35% had | ess than a high school educati on.
the federal poverty level. The participants were interviewed for information about
parenting, clinical history, and current functioning. Using multivariate analysis of
variance, the effect of diagnosis on parenting measures was significantly different for
African American mothers compared to the rest of the sample. Non African-American
participants were more affected by the type of diagnosis, specifically depression, and

negative effects on parenting attitudes and behaviours (parenting stress, nurturance,
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satisfaction with relationship with child). Mothers with schizophrenia were significantly
less nurturing to their children than mothers with depression or bipolar disorder.
Furthermore, mothers with major depression with psychotic features were significantly
more satisfied in their relationship with their child than mothers with only major
depression or schizoaffective disorder. The severity of symptoms and chronicity were
also found to have significant affects on parenting outcomes. This study demonstrates
potential differences in parenting outcomes depending on parental diagnosis and severity
of symptoms. It also suggests that interventions for these parents and their families need
to take ethnicity and cultural factors into consideration.

A study by Nicholson, Nason, Calabresi and Yando (1999) examined the needs
and characteristics of fathers with serious mental illness by comparing fathers (n = 81)
with SMI to non-fathers with SMI (n = 308) and with mothers who had a SMI (n = 194).
Men in this study ranged in ages from 19 to 74 years old (M = 42.1), and women ranged
from 20 to 80 years old (M = 47.8). The average period of illness was 13 years for men
and 14 for women. Furthermore, 58% of both men and women were Caucasian, 19% of
women and 16% of men were African American, and 17% of women and 18% of men
were Hispanic/Latino. Approximately 50% of the women were never married, 10% were
currently married and 39% were previously married at some time. 76% of the men had
never married, 8% were currently married, and 16% had previously been married. The
mental health diagnoses were distributed as follows; psychotic disorders including
schizophrenia, schizophreniform disorder and schizoaffective disorder (45% of women,
61% of men), major affective disorders (41% of women, 28% of men), and other

diagnoses including posttraumatic stress disorder and personality disorders (15% of
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women and 11% of men). Variables such as the number of children, their age, gender,

and place of residence, as well as the frequency of contact the parent had with the

children, the i mportance of thevwrael ationshinp
considered in this study. Fathers were found to be less likely than non-fathers to have

been diagnosed with a psychotic disorder, but more likely to have been substance

abusers. The strength of this study is the open discussion of parenting from the unique

perspectives of fathers with SMI. Supporting fathers with mental illness is often

overlooked; however Nicholson et al. suggest that fathers need the same clinical care and

collaborative support that mothers receive.

In discussing some common barriers that all parents with mental illness
experience, Stallard et al. (2004) identifies: (a) the adult needs dominate and overwhelm
the needs of their children, (b) parental denial of the true impact their mental illness was
having on their children, (c) parental fears about participating in treatment and support,
perhaps around the stigmatization of mental illness, and (d) parents attempting to protect
their child from becoming involved.

The gender of the child may produce different reactions in mothers with a SMI.
Oyserman, Mowbray, Meares and Firminger (2000) found that unipolar depressed
mothers of daughters showed more negative affect, were more anxious, sad and downcast
than mothers with depression who had sons. This suggests that girls may be more
receptive and sensitive to maternal depression. The authors conclude that mothers with a
diagnosis of unipolar depression are more likely to exhibit problematic parenting than

mothers with bipolar disorder. However, the diagnosis of a mental illness is only part of



22

the problem for children; other vital factors include family disruptions and discord,
single-parent households, social isolation and financial struggles.

In regards to parental mental illness, Ackerson (2003) suggests that much of
existing literature is pathology focused, specifically on the identified parent. Ackerson
points to a lack of research on parental competencies in relation to mental illness. He
suggests that researchers and practitioners desire to ensure the welfare of children has
resulted in the view rafanimutade@robjgrathae nt “ s ment a
inevitably undermines the ability to be an e
movement towards recognizing parental competency, a study by Mowbray, Oyserman
and Ross (1995) of 24 adult mothers found that three themes immerged from self-reports:
the joys and delights of parenthood, parenthood as promoting growth and development,
and the stresses of parenthood. Professionals, according to Reupert and Maybery (2007b)
need to maintain an attitude and philosophy that good parenting is possible for these
parents with mental illness, given the appropriate skills and treatment. Thus, Ulysses
agreements seek to identify and build on the unique strengths and competencies of
parents who are struggling with mental illness.
Collaborative Practice

Collaborative practice involves the active participation of multiple social supports
and professional services in meeting the unique needs of families where a parent has a
mental illness. According to Darlington, Feeney and Rixon (2005b), the positive
outcomesofcol | abor at i ve pastenandimorepeoactiveresdonses, e, “ F
reduced anxiety for workers, reduced family separations, greater continuity of care, more

holistic services, faster access to services, and improved cost-effectiv eness” (p. 1086)
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Collaborative practice, according to Reupert and Maybery (2007b), should be the primary
purpose of interventions and treatment of families with parental mental illness. Since the
predominant ethos in society is one of negative stigmatization towards mental illness,
collaborative practice helps to shift the focus away from pathologizing parents, while
encouraging the recognition and utilization of parental competencies. Due to the complex
needs of the children, parents and the family system, as well as the multiple barriers that
these families face, providing multiple social supports is vital in order to provide
preventive interventions.

The need for preventioA study by Beardslee et al. (2007) examined the long-
term effects of two standardized manual-based prevention interventions for families with
a parental mood disorder (N = 105). 21 of the families were recruited from the pilot
sample and 84 families enrolled after the pilot period. The mean age of parents in this
study was 43 years, and the mean age for children was 12 years. The first intervention
consisted of informational lectures (two meetings delivered in group format, without
children), and the second intervention was a brief, clinician-based approach, which
included child assessment as well as a family meeting (an average of seven sessions). The
parents and children were assessed by blind researchers at baseline and every 9 to 12
months afterwards in areas of behavioural functioning, psychopathology, and responses
to treatment. They found that both interventions produced lasting positive effects up to
the sixth assessment point (4.5 years after treatment). To measure outcomes at baseline
and at later assessment periods, the researchers used two linear regression models. First,
they tested for post-intervention differences in outcomes between treatment groups.

Secondly, they tested for sustained change from baseline outcomes, by comparing the
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average baseline levels to the average post-intervention levels. They also compared mean
outcome levels within the post-intervention assessments in order to examine the effects of
time. Overall, these authors found that family functioning improved over time as a result
of treatment, which contributed to less internalizing symptoms in the children and
parents. Specific components of these two interventions, which are clearly relevant to
collaborative practice, are the focus on strengths in the family, remaining flexible
according to the family"s part iclopeffecive
problem-solving strategies in dealing with the parental mental illness.

Another study by Beardslee, Salt, Versage, Gladstone, Wright, Rothberg (1997)
examined the sustained effects of two cognitive, psycho-educational preventive
interventions for parents with an affective disorder. The sample consisted of 37 families
where at least one parent had an affective diagnosis, and where there was at least one
child between the ages of 8 and 15. The participants were primarily Caucasian and
middle class. The mean number of children per family was 2.1, and the mean age of
fathers was 44.3 years old, for mothers the mean age was 41.1. There were no differences
in regards to age, gender or social class between participants in either the clinician-
facilitated intervention or the lecture intervention. The researchers used block
randomization procedures to make sure that an equal number of families participated in
each intervention. The researchers used t-tests and chi-squares to compare baseline
diagnostic variables between the two groups. They then used multiple three-factor
repeated measures analysis of variance to test the main effects and interactions of the
independent variables (parental psychopathology, symptoms of depression, demographic

information) on the primary outcome measures (effects of the intervention). Although all

needs,
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families reported sustained benefits for both interventions, the results showed that

participants in the clinician-facilitated intervention experienced greater improvement in

the follow-up assessments compared to participants in the lecture group intervention.

Thus, this study provides valuable evidence about cognitive-behavioural, psycho-

educational family-based interventions or preventing significant ramifications of mental

illness on children. Providing educational supports for the family, especially in regards to

the signs and symptoms of Ilypnmeentipnarent s il 1l ne
interventions such as Ulysses agreements have the potential to produce sustained positive

effects on both children and family members.

Benefits and challenges to collaborative practiCkallenges in providing
collaborative practice to families with parental mental illness were explored by
Darlington et al. (2005a), who conducted focused in-depth interviews with 36 child-
protection (n = 17), adult mental health (n = 15) and child and youth mental health
workers (n = 4) in Australia. Forty-four percent of the participants came from rural and
remote settings. The age range of participants was between 25 and 56 years old. Nineteen
participants had social work degrees, seven with graduate degrees in psychology, Six
were nurses, three were occupational therapists, and one was a social sciences graduate.
Participants were interviewed with the purpose of getting a detailed description of one
case where both mental health and child protection was involved. The interviews were
audio-recorded and transcribed for the purpose of conducting thematic analysis, which
focused on t he pr dwhatsva helpfol and iotdelpfulanthe e pt i ons
provision of services to a particular case. Issues of complexity in providing collaborative

practice were identified in two dimensions: (a) the process of collaboration, such as
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issues of communication, knowledge, role clarity and resources; and (b) inherent
challenges in providing collaborative support for families with parental mental illness.
There were two inherent challenges identified, specifically the characteristics of the
mental illness, which includes the unpredictable and episodic nature of mental illness
thus making providing support, and providing psychiatric assessments difficult
(especially assessing parenting capacity). Secondly, the challenge of conflicting needs
between parents and children and how this was handled and perceived by professionals.
This was especially evident in cases where decisions were made to remove the child from
the home, which often contributed to the increase of psychiatric symptoms in the
mentally ill parent. In addressing these challenges, one of the primary issues in providing
collaborative practice is clear communication between professions with the sole purpose
of providing holistic care for the family.

In providing holistic and systemic support for families with parental mental
illness, interagency collaboration is important. A study by Darlington et al. (2005b)
examined factors that either helped or hindered in interagency collaboration between
child protection services and mental health professionals (a total of 232 surveys were
completed). Of the 232 respondents, 87 were social workers, 60 were in the profession of
psychology/counselling, 42 were nurses, 24 were in the medical profession, and 19 were
involved in various other services. Of the participants 73% were female. The participants
ranged in their ages from 21 to 65 years old. The researchers used descriptive analysis on
items regarding the interagency practices of agencies and workers. They then used

principal component analysis and multivariate analysis of variance on items that were

related to participants® attitudes towards

S
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collaboration. Results showed that 61% of participants felt that information provided
regarding collaborative practices by their agencies was inadequate. Factors contributing
to inadequate collaboration between professionals included a sense of mistrust and
having inadequate training. Other barriers to collaboration included (a) the existence of
gaps in interagency processes (lack of information on relevant services), (b) inadequate
resources, (c) professional knowledge domains and boundaries (e.g. conflicting aims and
expectations amongst professionals), (d) unrealistic expectations and (e) issues of
confidentiality. This study provides valuable information on major themes helping and
hindering collaborative practice between professionals in supporting families with
parental mental illness.

Maybery and Reupert (2006) further examined barriers that mental health and
welfare workers (N = 60) experience in working with families with parental mental
illness. Of the participants 42 were women, 11 were men, and seven did not indicate
their gender. The study consisted of two phases, the first being qualitative where they
gathered verbatim responses from professionals (n = 60) regarding their perceived
barriers in working with children of parents with mental iliness. The second stage
involved a quantitative, scaled questionnaire based on the already identified barriers (n =
32; 27 women and 5 men). For the second phase, 20 participants were adult mental health
workers (e.g. adult inpatient psychiatric services) and 12 were other mental health
professionals who provided general psychological services to adults, children and
families. The researchers used opportunistic sampling to recruit participants. Themes
were independently identified from the initial phase of research by the two principal

investigators, and were then validated by a third researcher independent from the study.
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Categories as identified by professionals during the first phase of the study included; (a)
parent-related issues, s y mpt oms around the parent®s ment al
of insight into their condition, (b) child-related issues, which included the availability of
being able to work with the child, (c) worker-related issues, which included limitations to
professional roles, time restrictions and resources and a lack of knowledge in providing
support for COPMI, and (d) patient-worker relationships, where the professional
perceived that the trust and rapport between themselves and the parent was not sufficient
enough to gain access to the child. This study highlights additional barriers that
professionals experience in working with COPMI. The most significant barrier, as
reported by the most participants, was the perception that the parent did not believe that
their mental illness had any adverse affects on their children. Thus, parental reluctance to
admit that their illness is affecting their children often prevented professionals from
gaining access to the child. Consequently, Maybery and Reupert suggest that sensitivity
towards the parent is crucial in order to work with the entire family system, as well as the
i mportance of i ncor por a tsibilitigsintd tregmenq. dhisi ent “ s p a
study provides an excellent description of some of the barriers and challenges
professionals experience in supporting families with parental mental illness.

A study by Darlington and Feeney (2008) examined perceptions of best practice
strategies amongst mental health and child protection professionals (N = 232) in
supporting families with mental illness, through a survey questionnaire. Of the
professionals, 42% were involved in statutory child protection roles and 55% were in
mental health roles. The participants ranged from 21 to 65 years old (mean age was 37.7).

43% of the participants came from rural or remote areas of the state of Queensland,
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Australia. 73% of the sample was female. From the responses to the open-ended
questions, the researchers used thematic analysis to identify three main areas: the role of
communication strategies, the importance of having a strong knowledge and skills base
for professionals, and the importance of adequate and appropriate resources. For
enhancing communication, three sets of themes emerged. Firstly were strategies
developed at the organizational level, which included formal practice guidelines and
protocols for interagency involvement, clarity of roles, clarity of confidentiality
expectations, joint-agency meetings and having a specific liaison person to contact. The
second level of support was case-level strategies, which included joint case planning and
management, joint-case conferences and the sharing of valuable information. Thirdly is
the fostering of an attitude of respect between professionals in different agencies, which
would include staff training and supervision as well as developing a broader
understanding of the interdependent needs of parents and children. Respondents stated
that they were more likely to disclose information to other professionals that they liked
and with whom they had a trusting relationship. This study provided valuable information
of specific strategies that help the process of collaborative practice amongst
professionals.

In providing collaborative support for families with parental mental illness,
Alakus, Conwell, Gilbert, Buist and Castle (2007) identified five main categories that
professionals should consider. These themes included (a) interagency collaboration where
clinicians emphasized the need for improved communication between agencies, and that
the “hierarchy” of professional services

accessible support groups for the parents, family and children, (c) information about

mp
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mental illness and resources need to be made available to parents and families, (d)
parenting issues in connection with mental illness, which include child protection and
child welfare concerns that parents have, and (e) fostering a sense of independence in
parents and families perhaps through offering home care and mentoring. These themes
are clearly important and valuable in providing support to these families.

A survey of existing programs and interventions for supporting families with
parental mental illness was conducted by Hinden, Biebel, Nicholson, Henry and Katz-
Leavy (2006). The researchers used snowball, convenience sampling to identify
intervention programs (N = 20) specifically designed to support families where one
parent has a mental illness, in the United States. Although 53 programs were initially
identified, only 20 were included in the present study because of their specific focus on
supporting families where one parent has a mental illness. The researchers used a semi-
structured telephone interview with program directors with the purpose of describing
these programs in the following dimensions; target population, funding, community
context, agency context, mission, theoretical orientation and assumptions, locus of care,
essential services, desired outcomes, and moderators. The interview data was coded for
concepts and themes by the primary researchers. Results of survey suggest that
interventions should include two essential components for successful outcomes, parent
education and support, and case management with the purpose of coordinating support
access by multiple agencies. Also typical of effective interventions for supporting
families with mental illness is the application of family-centred and strength-based
approaches. Additional moderating factors that contributed to successful outcomes for

parents and their families included the availability of additional supports (family, friends,
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etc) and the severity and c¢hr onjprovidesay
useful overview of specific interventions and programs in the United States dealing
specifically with families with parental mental illness, highlighting some of the common
factors that program directors felt contributed to successful treatment.

A study by Miller and Darlington (2002) of dual-parent families demonstrates the
importance of involving family members, friends as well as professional supports in
caring for parents with young children. There were four categories of support: (a)
material support (finances, gifts), (b) practical support (childcare, transportation,
housekeeping, caring for sick/disabled family member), (c) informational support, and
(d) emotional support (companionship, etc). Participants reported that parents were most
likely to provide material and practical support. In the domain of information support,
friends were more likely to provide assistance. In general emotional support, parents and
friends were tied in their provision of support, whereas in providing actual
companionship, friends scored much higher than parents. Siblings and other family
members were also quite significant in providing emotional support to these families.
This study provides valuable evidence for involving systemic support systems in families,
especially in strengthening existing relationships with family and friends.

Another important area of collaborative support, especially for children, is in
school settings. Reupert and Maybery (2007a) explored effective strategies that school
staff (N = 9) can utilize in supporting children of parents with mental illness. Six themes
were identified: (a) how participants became aware that the child had a parent with a
mental illness, (b) how participants received training in supporting COPMI, which was

most commonly acquired through personal experiences with mental health issues, (c)

of

t

he
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specific educational strategies such as recognizing more immediate emotional and

physical concerns for the child rather than forcing the child to do schoolwork, (d)

developing genuine and supportive relationships with the child, (€) home-school

communication between the teacher/counsellor/principle and the parent or caregivers, and

(f) whole school community strategies such a
deals specifically with mental health issues in schools, as well as less formal community

supports for COPMI. This article clearly provides valuable suggestions and strategies for

teachers and school counsellors in working with COPMI. It also demonstrates the need

for including school supports in collaborative practice with these families.

The importance of including teachers in facilitating COPMI is further
corroborated in a Greek study by Bibou-Nakou (2004). The sample consisted of 120
teachers, and numerous important themes emerged from the focus groups. In discussing
how many families in the school are in need of service due to parental mental illness, it
was surprisingly revealed that most teachers were often unaware of children having
service needs and when they did become aware it was through informal encounters with
the child. Discussion of how the information is collected revealed that most schools
lacked protocol or structure in place to identify the needs of COPMI with most teachers
reported that they received information through gossip from other teachers. The majority
of teachers said there was no structure supporting intra or inter agency planning, and 26%
said that they could only speak to the school principal. The focus groups also revealed
that very few teachers were aware of policies, practice and priorities of other specialists
in the field. Discussion of how the teachers provide services to these children and their

families revealed that most of them felt inadequately trained to meet the needs of these
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children, or to deal with the parents. There was also discussion of how teachers evaluate
the outcomes of working with these families, which they identified as being evident when
behavioural improvements were observable and when relationships improved in the
child*"s school |l i fe. This study demonstrates
increased communication between teachers and other professionals in the provision of
holistic support or families with parental mental illness.
Collaboratve Practice Initiatives in British Columbia

Wraparound A popular method of collaborative practice that is being used in a
variety of settings is the wraparound program. Although wraparound is not specifically
germane to supporting families with parental mental illness, it is an effective strength-
based program for supporting families and individuals with complex needs (Cailleaux &
Dechief, 2006). According to these authors, the wraparound process capitalizes on the
existing strengths of each individual within the family, including available community
supports, with the purpose of constructing a comprehensive plan that addresses the
varying needs of the family. The basic assumption of this approach to service provision is
that communities are able to take care of their own families. According to Cailleaux and
Dechief, essential components to the wraparound process include: (a) individualized
support/voice, access and ownership of their specific needs, (b) cultural competency and
sensitivity to each family, (c) strength-based, (d) safety of family and all individuals, (e)
comprehensive and holistic in providing support, (f) community based, (g) persistent
commitment to the family, (h) collaboration between service providers, (i) community
ownership, (j) outcomes based on evidence of being supportive, and (k) access to flexible

funding in the community. Stambaugh et al. (2007) further describe the strengths of the



34

wraparound prolessl asnt éaveystem that quite
existing services around youth and their families to address their problems in an
ecologically comprehensive way”™ (p. 144).

An example of a wraparound would be a family who is having difficulties with
their teenage son who is having problems at school, home and with the law. The goals of
the family were for their son to remain out of trouble with the law and criminal activity,
to attend and focus on school, and to attend some local community activities that are
appealing to youth. The tdftheteengma, thoparentd,” t eam wo
two uncles, an aunt, a therapist, a probation officer, a close family friend and a teacher
from the teen®"s school. The team would di scu
unique strengths and resources, which would be built upon to reconnect the youth with
the multiple settings that his parents are wishing to promote. The team would work
collaboratively with each other, and withthet e enager t o <c aptiengtes!l i ze on

(i.e. his love of sports and playing computer games). For each of the needs and areas of

desired growth, individuals from the teenage
the teen in meeting those needs. For exampl e
book with him several timesaweekt o enhance his reading abilit

uncle committed to taking him to a local floor hockey drop-in game every week. The
team meets together periodically to review how the teenager is doing in the different
areas of his life (Walker & Bruns, 2003).

Integrated case managemesapplementary to the wraparound concept is the
practice of integrated case management (ICM), which is currently being used by the

Ministry of Children and Family Development (MCFD) in British Columbia. According
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toHubber st ey (2001) romGtéheintegratios of drvidesaelating td®
children and to maximize the participation of clients in order to create better outcomes for
children, youth, and f ahacliéeniatehe Centrd opthe pld&3 ) . | CM
for care, giving them an active voice in how services will be provided to them. This
philosophy behind integrated case management is largely in response to the historical
lack of involvement by family members (the clients) in service provision. This is further
illustrated by Darlingtonetal. ( 2005b ), “ Mental health service:c
wanting in terms of their capacity to incorp
with both inpatient and outpatient facilities having littleawar e ness of pati ent s*®
roles and r es p o n sntidbconhpongnts cf KCM indluge: (a) dieht8 6 ) . Es s e
centred services, (b) building on the strengths of the clients, (c) advocacy by and for the
clients, (d) recognizing diversity within every client, (e) collaboration between multiple
services, (f) mutual respect, (g) participation by all members of the team, (h)
accountability, (i) holistic approach, (j) continuity between services, (k) planning for
transitions in the lives of clients, and (1) least intrusive and intensive intervention
focusing on prevention (Woods, 1999).

Family Group Conferencindnitially developed in New Zealand (Bazemore,
Griffiths, & Taylor, 1997), family group conferencing is another collaborative practice
program being used in British Columbia by the MCFD. Used by social workers, who do
not directly carry the child protection case, to address child protection concerns, this
method of practice invites the family to join in open dialogue about their needs and the
specific protection concerns that are occurring (Ministry of Children and Family

Development [MCFD], 2005). Similar to other forms of collaborative practice, family
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group conferencing is specifically about empowering the family and providing
opportunity for members to have a voice in the decisions that are made, specifically
concerning the well-being of children. The social worker meets with each member of the
family, exploring the child protection concerns and providing helpful information and
education (Pennel, 2004). Throughout the family meeting, the social worker plays an
active role in facilitating the discussion of the primary protection concerns, including the
specific needs of the children in the family and encouraging members to be actively
involved in the decision making process (MCFD). In discussing the specific needs of
children, the following themes are covered; the placement of the child, health concerns,
identity, family and social relationships, social presentation, emotional and behavioural
development, and self care skills. A descriptive plan is then agreed upon, through
mediation, about how to deal with the children protection concerns.

Ulysses AgreementSrawing upon the many benefits and strengths of
collaborative practices already mentioned, Ulysses Agreements are a unique initiative in
supporting clients. They seek to empower the parent and immediate family members,
along with the support and guidance of professionals, to establish an advanced plan.
Ulysses Agreements can be used to empower children and family members in addition to
parents. In the case of COPMI, the plan goes into effect if the parent should experience
symptoms of their mental illness. During a period of psychological and emotional
wellness, the parent is able to express their wishes for the best possible care for their
children and for themselves. Concerning the implementation of Ulysses Agreements
when t he par ethepointiofdsmpairedweeidioh-makirig,Ahe contract serves

the purpose of assisting patient decision-making by respectfully reminding the patient of
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the earlier explicit preference which was declared when less impaired by psychiatric
il 1l ness”™ (McKenna, Simpson & Coverdale, 2000
child and parents are explicitly discussed and arrangements are made prior to relapse.

According to his program manual by Littlefield (n.d), identifies ten specific
components of Ulysses Agreements as applied to parents with mental illness: (a) the date
and names of all people on the support team, (b) the specific purpose of the agreement,
(c) the specific symptoms of the mental illness as relevant to the parent, (d) the unique
strengths of the parent and family unit, (e) issues of communication between
professionals (i.e. confidentiality), (f) a detailed plan of action (including support,
intervention and respite actions), (g) information on the specific needs of children, (h)
conditions for cancellation of the Ulysses Agreement, (i) a specific date for periodic
review of the agreement. This description of Ulysses Agreements is currently being used
by the Fraser Region of the Ministry of Children and Family Development in B.C. in
supporting families where a parent has a mental illness.

There is increased interest within MCFD towards training mental health
clinicians, social workers, and other service providers to independently develop Ulysses
Agreements with families when appropriate. Training other mental health workers to
incorporate the principles of Ulysses Agreements, integrated case management and
wraparound, into their service provision of families where a parent has a mental illness is
likely to be a worthwhile endeavour. However, a potential problem with its more
widespread use is that to date there is no existing literature on the use of Ulysses
Agreements in supporting families with parental mental illness. Ulysses Agreements

have, however, been used in other areas such as supporting clients with anorexia nervosa
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(Davidson & Birmingham, 2003), and have been proposed as a useful and appropriate
method for dealing with self-destructive addictive behaviour (Andreou, 2008).

It is evident from the literature that families struggling with parental mental
ilness face multiple challenges and barriers such as the increased stress for children who
are trying to balance care-giving roles (Reupert & Maybery, 2007b), and the increased
social stigmatization towards mental illness (Hinshaw, 2005). Children face additional
barriers such as attachment difficulties, social and occupational problems (Reupert &
Maybery). Additional challenges for children include the heritable nature of mental
iliness, marital and relational problems later on in adulthood and struggles in parenting
their own children (Beardslee et al. 1998). In addition to the stress placed upon children,
parents face unique barriers and challenges that are often associated with having a mental
ilness, including financial difficulties, substance abuse and overall stress (Kahng et al.,
2008). Prevention and early intervention is crucial in supporting these families (Beardslee
et al., 2007), and collaboration between multiple professionals involved, as well as family
members and informal supports, is essential.

Ulysses contracts endeavour to meet these needs of the family, children and
parents within the context of their ecological supports. Ulysses Agreements utilize not
only the expertise and knowledge of professionals, but also family members, schools and
other informal community supports. Most importantly, Ulysses Agreements place the
family, specifically the parent with mental illness, at the centre of collaborative practice.
The Ulysses Agreement is essential given the high prevalence of parents struggling with
mental health issues and the associated risks to children and previous explorative research

on improving best practice. However, although Ulysses Agreements have been examined
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as a mechanism to assist people struggling with anorexia nervosa (Davidson &
Birmingham, 2003), no research has been conducted on the process of implementing
these agreements in the context of families where a parent has a mental illness. Without
empirical data to support the plethora of reasons why Ulysses Agreements should be used
with families where a parent has a mental illness, the benefits of these agreements are
entirely theoretical.

To begin to address this gap in the literature, this thesis provides empirical
evidence that supports the beneficial use of the Ulysses Agreements program in
supporting families where a parent has a mental iliness. The purposes behind developing
a research base for Ulysses Agreements include the provision of empirically derived
information to mental health service providers around specific factors that are helpful in
the overall process of developing these contracts. As mentioned previously, MCFD has
also begun an initiative towards training more mental health professionals in developing
Ulysses Agreements with families, which will be directly aided by a research study.

Consequently this specific research question addressed in this thesisis, “ Wh a't
helps and hinders in the development of the Ulysses Agreement program with families
wherea par ent has franthewenigue @erspectivés bf hoth sheparents
who are actively involved in the process of developing the agreement, as well as the
professionals involved in providing various services to the family (particularly social
workers, child protection workers, and mental health clinicians). To address this question,
this study involved a variety of stakeholders who all have important perspectives on what

has helped and hindered the development of Ulysses Agreements and utilized a



qualitative methodology that is described in greater detail in the next chapter of this

thesis.
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CHAPTER 3: METHOD

Design

The Critical Incident Technique (CIT) was used to answer the research question,
“What helps and hinders in the devel opment
parent s who have a quaiative resdarchiddsign was ariginally T hi s
developed by Flanagan,andc an b e d eGoldecting dirot obsansatjons 6f
human behaviour in such a way as to facilitate their potential usefulness in solving
psychol ogi cal p 1954npc327p The AT metloé dolects am@dents ,
from participants, about what has helped or hindered a specific process or activity.
According to Schluter, Seaton and Chaboyer
activities or role behaviours, which affect the outcomes of the system or process and are
memorable to those involved in the system. This predictive focus of the technique is
useful in addressing practical problems and has been noted in nursing studies that utilized
the CIT” (p. 108).

According to Butterfield, Borgen, Amundson and Maglio (2004), the CIT method
can be used from either a positivist or constructivist paradigm. For the purposes of this
research design, which is explorative in nature, the constructivist paradigm has been
chosen because it addresses the unique, subjective experiences of every participant,
emphasizing the importance of subjective truth as apposed to the positivist emphasis of
absolute truth. This constructivist approach to CIT allows for the explorative evaluation
of the Ulysses Agreement program in regards to its effectiveness in supporting families

where a parent has a mental illness. It is appropriate for program evaluation because the
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method takes into account the unique and subjective experiences and perspectives of the
parents and professionals.
The ontological assumptions of the constructivist paradigm that underlie the
chosen research method are that reality is socially constructed, and that there are as many
realities as there are participants (Morrow, 2007). Constructions of reality may change
throughout a study (Mertens, 2005). Thus, constructivism emphasizes a relativistic nature
of reality, rejecting the notion of an objective truth (Guba & Lincoln, 2005). The
epistemological assumptions of constructivism are that both the participants and the
researcher construct reality and meaning throughout the study. In order to understand the
complex nature of the phenomenon, the researcher must attempt to understand the lived
experiences of those involved in the activity (Mertens). Thus the goal of constructivist
research is to understand the various social constructions of meaning and reality from the
unique perspectives of each person in the study. The researcher is personally and actively
involved in the process of data collection and analysis. The constructivist paradigm
assumes that researcher values and beliefs do exist and that they should be acknowledged
as integral to the research process. Therefore the assumption of objectivity of the
researcher isreplacedbyc onf i rmabi |l i ty, which states that
outcomes are rooted in contexts and persons apart from the researcher and are not
figments of t he ptdpgi nati on” (
These assumptions fit well with the purpose of this study, which was to explore
each individual s experi eandlandersmmthd meani ng ar
devel opment of Ulysses Agreements. Each part

what helps and hinders is equally important
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regarding what helps and hinders. Furthermore, in keeping with the ontological
assumption of socially co-constructed realities, the critical incidents and resulting
categoriesemergedf r om each participant®“s data, thus
participants and the researcher. Consistent with constructivist epistemology, the
researcher had a personal involvement in the data; interviewing participants of Ulysses
Agreements, personally transcribing the interviews, and constructing categories or themes
from the data. Rather than claiming objectivity of the researcher, data and the
interpretations was rooted in the context of each participant, thus emphasizing
confirmability (Mertens, 2005). The implications of these paradigm assumptions are that
knowledge of the phenomenon being studied cannot be fully determined or reported. The
researcher cannot exclusively state that the findings of this study fully describe the
phenomenon, but rather that the findings partly and incompletely describe the subjective
experiences of the small number of participants who took part in the study.
Participants

Eleven adults participated in this study; five professionals, five parents and one
family member (see Table 1). All parents were involved in the development of Ulysses
Agreements. The parents in the sample had been diagnosed with a serious mental illness
(which was confirmed through the B.C. Schizophrenia Society), and had at least one
dependent aged child during the time they developed their Ulysses Agreement.
Participating parents were sufficiently symptom-free to not require hospitalization. In
other words, they were as healthy as would be required to initially develop their Ulysses

Agreement. The one non-parent family member included in this study was directly

b



44

involved in a Ulysses Agreement and was the guardian for the child of the parent who
had a mental illness.

All participants were female. The participating professionals ranged in ages from
36 to 66 (mean age of 48). Professionals served a variety of different roles; one program
manager, one youth and family counsellor, one family social worker, one child protection
worker and one intake child protection social worker. Professional experience ranged
from 9 to 30 years of experience. Their involvement in the Ulysses Agreement program
ranged from one to three years.

P a r eages$ ranged from 25 to 48, with a mean age of 36. In regards to level of
education, three parents completed high school and some college education, one parent
completed undergraduate college education, and one parent had not completed high
school. Par e nt s “ ntin thedevdlopmentod their Ulysses Agreements ranged
from 10 months to four years. Two parents had only one child, one parent had two
children, one parent had three children and the last parent had four children. The ages of
the children during the time of the development of the Ulysses Agreement ranged from
aged three to 18. All parents lived independently on their own. Four of the parents had
been diagnosed with bipolar with one of them also being diagnosed with obsessive
compulsive disorder, and the remaining parent was diagnosed with major depressive
disorder.

The family member in this study was the primary support for a child of a family
member who was diagnosed with paranoid schizophrenia. This participant had been

involved in her Ulysses Agreement from its inception.
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Participant Demographics
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Demographics

Parents/Family Member

Professionals

Gender
Age

Education/Roles

Time in Agreement

Female = 6

Range = 25-48 (M = 36)
Some college = 4
College completed = 1

No high school =1

Range = 10 months — 4 years

Female =5

Range = 36-66 (M = 48)
Program manager = 1
Family counsellor = 1
Family social worker = 1
Child protection = 2

Range =1 — 3 years

Number of Children 1 = 3 participants N/A
2 = 1 participant
3 =1 participant
4 =1 participant
Age of Children Range = 3-18 N/A
Diagnoses Bipolar =4 N/A
Major Depression =1
Recruitnent

Participants were recruited through B.C. Schizophrenia Society and the Ministry

of Children and Family Development (MCFD). The parents who have a mental illness

were recruited from B.C. Schizophrenia Society. Professionals were recruited from these

agencies as well. Participants were recruited through a B.C. Schizophrenia registry of all
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individuals who have developed a Ulysses Agreement within the Fraser Region, which
included parents and professionals. These participants were initially contacted by Dr. Rob
Lees, by letter inviting them to participate in the study (see Appendix A for recruitment
letter by Dr. Rob Lees). Following this initial recruitment letter, parents were contacted
by Dr. Rob Lees by phone to follow up on the recruitment letter and to extend the
invitation to participate in the study. Once parents agreed to participate, Dr. Lees passed
on their contact information to the primary researcher. Professionals were asked in the
recruitment letter to contact the primary researcher directly, as to avoid potential coercion
from Dr. Rob Lees. Once the primary researcher initially made contact with the
participants, a phone script was used to orient participants to the study and to what would
be asked of them if they chose to participate (see Appendix B for phone scripts for Dr.
Rob Lees and for the primary researcher). During this initial phone contact, the primary
researcher also gathered demographic information for each of the participants (see
Appendix C).

Once participants agreed to be a part in the study, over the phone, a face-to-face
meeting was arranged according to their convenience. At the outset of the meeting, the
primary researcher had each participant read and sign the informed consent document,
separate documents for professionals and for parents/family members (see Appendix D
and E respectively). For voluntary participation in this study, all participants were offered
a $15 gift certificate to a local restaurant as an incentive, at the beginning of the

interview.
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Data Collection

Re s e ar c fdescription.Tlse priméry researcher is Neil Mercer, a 25-year-
old Caucasian male student at Trinity Western University, currently enrolled in the
Master®s program in Counselling Psychology.
and counselling. Neil has been married for three years and has no children. He is a
Christian, and maintains a Christian worldview concerning research and clinical practice.
His Christian worldview informs his current research in that he holds a strong belief in
the importance and intrinsic value of families, including the role of parents, in society. It
is his belief that many families struggle with the prevailing social stigma of mental
iliness, which often impedes their receiving of professional mental health services. Neil
expects his research to make a valuable impact on mental health services, specifically
collaborative practices in supporting families with parental mental illness. Neil is
currently working for Child and Youth Mental Health in Abbotsford B.C., where he is
gaining experience working both with children who suffer from mental illness, as well as
the broader family system. Neil has not, at this point, been involved in the development
of Ulysses Agreements with families.

The principle investigator was under the supervision of Dr. Rob Lees, a registered
psychologist with the Ministry of Children and Family Development in British Columbia.
In addition to being a community psychologist, Dr. Lees teaches at Trinity Western
University in the Mas syeholdgysDr.jhaesthas exiangivei n Counse
research and clinical experience in working with families who struggle with parental
mental illness. In addition to Dr. Lees as thesis supervisor, this research study was co-

supervised by Dr. José Domene who is an associate professor, focusing primarily on
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research methodology andsupervi si ng studéehtesMashesé&s, program
Counselling Psychology at Trinity Western University. Neil Mercer was the only
principal investigator for this study, and was actively involved in the collection and
analysis of data. This included participating in the interviewing process, transcribing the
interviews and analyzing the data into categories and themes.

Interview protocol and guiding questioide CIT method utilizes a semi-
structured interview process, where specific open-ended questions are used to facilitate
the exploration of critical incidences, while still maintaining flexibility for the participant
to describe their personal experiences, including what the incident means to them
personally and how it affected them. The primary researcher used a semi-structured
interview process for each of the participants, which included an initial orientation to the
study, as well as a debriefing script following the study (see Appendix F). According to
Schluter, Seaton and Chaboyer (2008), "The interviewer's role is to assist participants to
be as specific as possible in their description of particular incidents™ (p. 109).
Furthermore, Flanagan (1954) states that several important steps should be taken prior to
interviewing participants, which the researcher used at the beginning of each interview.
Firstly, explaining to participants the purpose and general aim of the study, “* We woul d
like to find out specific and practical ways to collaboratively support families with
parental mental illness; specifically how to better developUl ysses Agreements.”
further statement about benefits and the overall value to the study was alsoused, “ T h e
incidences that come out of our interview, as well as incidences reported by other
participants, will directly inform and shape the provision of services by professionals in

supporting families with parental ment al il
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collection, the researcher also reminded participants about the anonymity of the data,
confidentiality as well as the potential limits to confidentiality. Explanation and
clarification of what actually constitutes a critical incident was also done by stating that
an incident is considered to be critical if it makes a significant contribution, either
positively or negatively, to the general aim of the Ulysses Agreement.

As suggested by Flanagan (1954) interviews began with an opening question
concerning critical incidents related to the Ulysses Agreement in general. See Appendix F
for the specific opening and follow-up questions used in this study. The interviews
proceeded with asking the participant to identify and describe additional significant
incidences that helped or hindered the development of Ulysses Agreements and continued
until the participant could no longer recollect additional incidents. In closing and
wrapping up the interview, participants were asked to provide recommendations for
future parents and professionals involved in the development of Ulysses Agreements.
This closing question allows for the subjective opinions and recommendations of all
participants, thus empowering them to make an influence on the provision of services.

Recording and storing informatiointerviews were audio-recorded using a
digital recorder and stored securelyon t he princi pal retedl@par cher “ s
top computer until after they had been transcribed and analyzed. Audio recordings were
stored separately from any identifying information of participants, thus preserving
anonymity and confidentiality. The transcriptions were handed into the Counselling
Psychology department at Trinity Western University, while the audio recordings were

destroyed.
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Data Analysis

The principle investigator, Neil Mercer, using verbatim transcription, transcribed
the audio-recorded interviews into written form on a computer. The limitations of
transcription must be acknowledged, which include that the nature of transcription means
that this is an interpretive M™Madal&ss
Rossman, 2006). Even in transcribing by verbatim the responses of participants, personal
subjectivity takes place, for example in choosing when and where to include commas and
periods. This was especially challenging for the researcher with some participants who
di d womplete their sentences or trains of thought, and where there is no clear flow of
ideas throughout the interview. However, the researcher attempted to still transcribe the
audio-recordings as accurately as possible.

According to Woolsey (1986), the CIT method has three phases in the analysis of
data; selecting a frame of reference, forming categories, and establishing the level of
specificity-generality that is to be used in reporting the results. The frame of reference is
determined by the intended use of the results. In this case, the overall purpose of the
study was to discover helping and hindering factors in the development of Ulysses
Agreements, thus improving collaborative practice in supporting families with parental
mental illness. The overall intention was that the themes that immerge from this study
will better help direct and inform professionals involving in servicing these families.
Flanagan (1954) states that the preferred categories during the analysis stage are those
that are most valuable to the overall purpose of the activity being studied. In this study,

the categories that were formulated specifically address the relevant field of parental

and

t

h e
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mental illness and collaborative practice within the context of what was helpful and not-
helpful in developing Ulysses Agreements.

The researcher sorted incidents into categories, or themes that were related to each
other, as in accordance with the second stage of the CIT method of analysis (Woolsey,
1986). Flanagan (1954) states that this stage of analysis requires insight, experience and
judgment. In this CIT study the incidences were recorded onto index cards, which made
the classification and sorting easier. This process of sorting the incidents into common
themes and then generating names for the themes was very time consuming.

The third phase in analysis is determining the level of specificity and generality
that i s to be used in reporting the data. FI
weighing the advantages of the specificity achieved in specific incidents against the
simplicity of a relatively smal/l number of h
state that an example of specificity vs. generality is either having a few general
behaviours or having many specific behaviours. Flanagan gives six specific suggestions
for selecting the level of generality: (a) the headings should indicate a clear-cut and
logical organization, (b) the titles should provide meaning in and of themselves without
the need for additional explanation, (c) the list of statements should be homogenous
(parallel in content and structure), (d) the headings should all be of the same general
magnitude or level of importance, (e) the headings are to be easily applied and useful, (f)
the list of headings should be comprehensive, covering all significant incidences. In using
this method of analysis, the researcher attempted to maintain as much specificity as
possible in the categories, while also emphasizing the general themes that were emerging.

These categories continued to change and be modified throughout the analysis stage, and
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throughout continued interaction with colleagues, supervisors and participants.
Furthermore these categories were formulated to represent the complex nature of parental
mental illness and Ulysses Agreements, from the perspectives of parents, professionals
and families.
Credibility and Trustworthiness

Numerous credibility and trustworthy checks were implemented to improve the
quality of the data analysis, based on Butterfield et al. (2005). The first trustworthy
check, independent extraction of incidents to determine agreeability with the primary
researcher (Butterfield et al.) was conducted with two researchers who were experts in
the critical incident technique. The first judge was Alanaise Goodwill, who completed a
ma s t tieesis‘ansl then a doctoral dissertation using the CIT method. The primary
researcher gave Alanaise 25% of the incidents, 110 in total (55 helping and 55 hindering)
and asked her to sort these randomly selected incidents into the already tentatively
formed categories. The judge was given the incidents on index cards, and a copy of the
categories. The percentage of agreement was 94%, as there were five incidents that the
judge placed in a different category from the researcher, and one incident was separated
into two. With these first five incidents, following the trustworthy check, the primary
researcher and the independent judge mutually concluded and agreed upon where these
incidents were newly placed. Furthermore, on further discussion mutual agreement was
achieved in the separation of the third incident into two, which were then placed in the
appropriate categories. According to Andersson and Nilsson (1964) a minimum of 75%

agreeability should be reached. Therefore, based on this trustworthy check with a
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professional researcher who was familiar with the CIT method, the formation of these
categories can be concluded to be reliable.

A second independent reliability check was completed with another expert in the
CIT method, Vic Gladish who completed his mast e r * sabout theecsllabsrative
practice, I ntegrated Case Mwlbaiggéehesamet fr om p a
steps as with the first independent judge, 90% agreement was achieved with 25% of the
incidents. Of the 55 helping incidents, there was disagreement about five, two of which
were mutually moved to a different category. For the 55 hindering incidents, there was
also disagreement about five, three which were mutually moved to a different category.

The second reliability check used in this study was member cross checking, which
Is the process of conducting a second interview with several participants after data
analysis, with the purpose of confirming whether ther e s e a rcatedoreation sf
incidences makes sense based on their subjective experience (Butterfield et al., 2005).
The researcher conducted second interviews (face-to-face and via telephone) with two
parents of the study. In addition, the researcher conducted member checking with two
professionals via email, checking transcripts, incidents and categories. In all cases, there
was total 100% agreement by these four participants in regards to the incidents that were
selected by the researcher, and the categories that were formed to represent these
incidents.

The third reliability check of exhaustiveness and redundancy was achieved, which
IS where no new categories immerge from the data, and saturation of incidents is achieved
(Butterfield et al., 2005). According to these authors, saturation is determined not by the

number of participants but rather by the number of incidents, which in this case was 452.
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To ensure exhaustiveness, the researcher withheld the last interview until after the
categories were tentatively formed based on the first ten interviews. Then the researcher
sorted the incidents from the last interview, and they all fit in the categories tentatively
formed, without any new categories or themes emerging. Thus, it can reasonably be
concluded that redundancy and exhaustiveness was achieved in the formation of
categories.

The fourth reliability check is expert agreeability with the categories that were
formed, based on two experts in the field of parental mental illness. This was achieved by
the researcher in having two professionals examine the categories and provide feedback.
First, the researcher used Dr. Rob Lees as an expert in parental mental illness. Dr. Lees
made some small revisions to the tentative categories (for example separating the themes
of parental mental illness and financial factors as hindering categories), then concluded
that they accurately and sufficiently covered the domain of parental mental illness.
Secondly the researcher used Dr. Nicole Chovil, an expert on parental mental illness and
member of the Provincial Working Group on Supporting Families with Parental Mental
IlIness. Dr. Chovil also provided feedback and suggestions for small modifications in the
categories (for example making the categories more brief and concise), however also
concluded that they accurately and sufficiently represented the field of parental mental
illness and Ulysses Agreements.

The fifth reliability, which is theoretical validity check (Butterfield et al., 2005) of
the categories and themes in light of existing literature in the field of collaborative
practice in supporting families with parental mental illness (i.e. do the categories make

sense in light of the existing literature) was also achieved by the above professionals, and
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by the primary researcher. These categories and themes in this study do make theoretical
sense compared to the relevant literature on parental mental illness and collaborative
practice.

The sixth and final reliability check in this study has to do with descriptive
validity, which refers to the checking of the accuracy of the recording and transcription
process by an independent researcher who is familiar with the CIT method (Butterfield et
al., 2005). This was achieved and assured by Dr. Rob Lees and Alanaise Goodwill, who

reviewed the transcriptions to assure accuracy.
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CHAPTER 4: RESULTS

Analysis of the interviews from the 11 participants that were recruited for this
study produced a total of 452 incidents. Five professionals, five parents, and one family
member were recruited. Of these incidents, 215 are helping, and 237 are hindering. These
incidents were organized into a total of 25 categories; 12 helping and 13 hindering. Both
helping and hindering categories were sub-divided into three main overarching
categories: (a) professional factors: actions and attitudes of professionals that were either
helping or hindering, (b) parent factors: actions or attitudes of parents that were either
helping or hindering, and (c) other factors: other factors that either helped or hindered the
process of developing Ulysses Agreements. Each category was given a name, or theme,
and will be discussed further in this chapter starting with helping categories then
hindering. Examples of incidences will be included for each of the categories. This
chapter will also include recommendations or suggestions for future Ulysses Agreements
that were shared by participants.

Categories that Describe what Helps the Process of Developing Ulysses Agreements with
Families where a Parent has a Mental Iliness.

The 12 categories in Table 2 were constructed as being helping for professionals,
parents and family members in the process of developing a Ulysses Agreement. These 12
categories are sub-divided into the three main categories, starting with actions and
attitudes of professionals, parents and other factors. Within these main categories, the 12
categories are discussed according to frequency of incidences, starting from categories

with the most incidences to the least. This order of presentation of the categories is for



organizational and practical reasons, and does not represent importance or value of the
actual categories.
Table 2

Table of Helping Incidents and Participant Frequencies and Rates

Incidents that Helped the Process of Incident Participant
Developing a Ulysses Agreement Frequency, Frequency,
Incident Rate Participant
Rate
1. Professionals who provided information & 30, 14% 8, 73%

moral support

2. Professionals who were personally invested & 19, 9% 8, 73%
motivated
3. Professionals who were accessible for contact & 17, 8% 6, 55%

clear about roles

4. Professionals who built and established rapport, 13, 6% 7, 64%
trust & safety

5. Parent and/or family members was empowered 31, 14% 10, 91%

6. Parents increased self-awareness of mental 13, 6% 8, 73%
illness

7. Parents increased sense of security 10, 5% 6, 55%

8. Parents who are motivated to care for 9, 4% 5, 45%

their children
9. Parents who have a general motivation 5, 2% 4, 36%

10. Strong support of non-professionals 28, 13% 7, 64%
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Table 2 (continued)

Incidents that Helped the Process of Incident Participant
Developing a Ulysses Agreement Frequency, Frequency,
Incident Rate Participant
Rate
11. A written & electronic document 23, 11% 5, 45%
12. Prevention & Advanced planning 19, 9% 8, 73%

Professional Factors: Actions and Attitudes of Professionals that Helped the Process of
Developing a Ulysses Agreement.
1. Professionals who provided information and moral support.

This was the largest helping category, consisting of 30 incidents, from 8
participants (four professionals, one family member and three parents). This category
describes incidents where the process of developing the Ulysses Agreement was directly
helped or facilitated for the parent, by a professional who directly provided helpful
information that the parent did not already know about, moral support and
encouragement to the parent, and any other services that the parent may have needed
during the process of developing the agreement, that the parent did not already have. This
category also includes incidents where a professional established rapport and trust with
the parent, by using self-disclosure, sharing of stories, and basically putting the parent
more at ease and more willing or able to develop the agreement.

Professionals provided examples of this category through actions of attitudes that
they themselves displayed that facilitated the development of the agreement, or that they

observed in other professionals, and the impact that it had on the parent or family
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me mber s . For exampl e, one professi on-al stat e
disclosure around his own experience of mental health and in his own family, and so he
expressed a lot of empathy and I think that the family connected onthat | eAwnothér . ”
professional described what they observed in other community professionals as being
helpful;
the social worker at the hospital, umm, we usually create really good relationships
with those kind of professionals, so | think that [this one professional] did a really
good job of, you know, being welcoming and sitting in on the meeting, and
answering questions and helping to facildi
it down. So she did a really good job.
Another professional described their experience of observing this positive sharing

of information from other professionals as:

It *“s very hel pful when community professi
heavy that comes in. They address the con
that does thisrolebut( i nt er vi ewee) wi | | come in and w
to that I "m going to come i Neaddad assess W

[professional] wants to come in and minimize any risks, build a plan and work on

any strengths, and developing a plan around your needs.

Other incidences that were shared by professionals demonstrated the importance
of the Ulysses Agreement being a neutral document, not being a program directed and
facilitated by the Ministry of Children and Family Development. Professionals who were

able to communicate this valuable and important information really helped to facilitate
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trust and rapport with parents and family members, helping the development of the
agreement. For example, one professional participant stated,
[This one professional] made it very clear when he met with the mom and in front
of me that he wasn®"t associated i n any wa
party, he was there for her health, and her plan, and | really appreciated that,
because she needed that for sure.
Similar to this kind of disclosure of helpful information by professionals, is also
the important of clarification of what the Ulysses Agreement actually is, and also what it
is not. For example, one professional stated about the professional who was developing
the agreement with a family, “And he made it
it"s not binding |l egally, andlizéseoinanf we go t O
way.” When professionals were able to provide this helpful, important information it
really helped to facilitate an environment of trust, rapport and increased motivation for
the parent and family members.
Parents described this category of incidents in similar ways as professionals; however it
is also clear that the impact of professionals disclosing helpful information, and using
self-disclosure had profound implications and impact on parents. One parent described
her experience of having a professional developing the agreement with her as,
Wel | , he wasn®"t threatening for one thing
had explained some things about himself, he had talked about himself a bit, and |
can“t remember what he stheastodyabouHvehytileai d ab ou
Ulysses Agreement was kind of brought upon her, basically it was because of her.

Yea, so that was cool, that story.
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Another parent described her experience of having a professional who provided
helpful information and support in her Ulysses Agreement as:
They had a positive input in it right, and they just told me it was about protecting
me and my son, and that it was about keeping the guards out, right. So it was
positive, it was a more relaxed way to go about things, a more modern way to go
about thi ngs, upWohintlee mental health iadustwarighs you
know for things to be a |ittle more relax
good, right.
Another parent described her experience of having the strong support of a professional in
her Ulysses Agreement:
Il t hi nk t hportantto ihave somebodyafrbnt nyental health that you see
regul arly, because someti mes you talk to
to your friends about. So if your friends are thinking that you are unwell, they
have the ability to call the mental health [professionall]and | et t hem know v
going on, and they could even talk with t
situation, because of the confidentiality thing. Like umm, my therapist she
woul dn*"t sadys “toohl dwemel tshhies and that” but
they“"re asking, and if she feels |like it®
say that like if umm, the fears of like my mental health going down or going bad
were valid, then she would let them know that these things are going to happen,
we"re going to go to her place, and we"re
Another parent described her experience of having professionals who were able to

provide helpful services to her throughout her Ulysses Agreement,
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| had this community agency involved and my MCFD worker, when we went into
how they could support there was a | ot of
that they could do for me. Like for instance with MCFD, if there was a time when
Il wasn®t otmeywouldypay fomtte cosha my medications if | needed
it.
For parents, having professionals in their agreement who came from a strength-
based approach, providing information and clarity around what the Ulysses Agreement is,
and what it is not, and also providing helpful services to parentst hat t hey didn"t a
know about, had a strong facilitating impact on the overall development of the
agreement.
The one family member in this study shared very similar experiences to the
parents who had professionals who played a positive, helping role in their agreement.
This family member described their experienc
information that [this professional] could share with me and the moral support that he
coul d | Ferihtt faimly member, who felt very alone and isolated in her the
agreement experienced a lot of encouragement and support from a professional helped
her. For example, this individual stated,
He was helpful in that he was the only person in this scenario who recognized or
validated my child protection concerns about [the child in this agreement], so he
was the only support and the only sort of rational mind that I felt that | was
dealing with at the time.
It is clear from these incidents that parents, family members and professionals

experienced the strong support and the helpful information that professionals were able to
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share and demonstrate throughout the Ulysses Agreement as tremendously helpful

factors.

2. A professionalvho was personally invested and motigato participatan the Ulysses
Agreement.

This category included 19 incidents in total, from 8 participants (three
professionals, four parents, and one family member). This category describes incidents
where the Ulysses Agreement was helped as a result of the parent or caregiver
experiencing having a professional who was personally invested and motivated to help
with the Ulysses Agreement. Professionals who were strength-based, and those who
advocated for parents when parents were unable to advocate for themselves. This
category is different from the previous category, which was more about professionals
providing helpful information and moral support, whereas in this category professionals
were experienced as being personally motivated, invested and supportive of the parent
and of the agreement.

Professionals described incidents in this category as behaviours or attitudes that
they observed in other professionals who were involved. For example, one professional
stated, “She [t herthooagh MGFD Who wlas vdry shppotiee, a wor k e
who was in complete support of this agreement, which | thought was, that was quite eye
0 p e n iAmother grofessional described their experience of working in a Ulysses
Agreement where there were multiple professionals who were invested and motivated to
work in the agreement.

This category also includes incidents where the importance of professionals being

strength-based, and working with the parent and family in the agreement from a strength-
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based approach. One professional described their experience of working with the family
from a strength-based approach as,

It took less time for me to work through that resistance with the client. So if

everyone is on the same page about being strength-based, needs assessment, as

opposed to me having to work through the

have, and work with that and get them on board with me, everyone is kind of

reinforcing that same plan and goal that its strength-based.

This professional also described the sense of other professionals making this
changeto beingstrength-b ased, “ 1 think that rather than ¢
making a switch, to being strength-based instead of being risk-based, strengthen needs
kinds of assessments as opposedtoriskas ses s ment s . ”

Parents also described incidents where professionals were personally motivated
and invested in the process of developing their Ulysses Agreement. One parent stated,
“My suppoht waskawegs®esme.” Anot hethat parent des
received from a professional as,

And my counsellor, she was the one counsellor that | saw for two years, she was

my main support as far as a counsellor, and she always came and saw me in the

hospital, she was the most, the person that | talked to the most about it. So she

was very open to talk to about it and stuff.

The parent"s experience of a professional
invested cannot be underestimated. Another p
manager was really gung-ho about it, right, like she was really interested, and that

h e | pA:ather’parent said,



65

But it was a huge struggl e. And i f | di dn
director and my therapist, like backing me up and helping me get it done, it would
have been way too much formetodoonmyown.lwoul dn“t have been ab
do it.
Another important component of this category is professionals who advocated for
parents, either in the Ulysses Agreement or within the system of care itself. In other
words, when parents were not able to get the services they needed, and otherwise would
not have gotten, professionals were able to advocate for the parent, and have more of an
i mpact on the system of <care. For exampl e on
in with me, right, so instead of me just being a client I had somebody else to come with
me and explain, it was more valid that way."’”
Another parent described the advocacy of her therapist as a major helping
incident:
My therapist at the time, and she totally agreed and she thought it was something
that I really needed as well [a professional who would be with the parent long-
term], not just as with the Ulysses Agreement, but because of the way my mental
illness is, | needed somebody who was going to be there. | needed somebody who
was going to come back after | have been doing well after a long period of time.
So she also acted as an advocate for me, to get a long-term case worker, and so |
finally got one.

This same parent went on to describe how helpful and important it was for her to have

professional advocates:



66

Because they [her therapist and the program director] could talk to people in
mental health to see if there is a way to make this happen, and why they thought |
needed to have it. Because somebody like a client going into mental health and
askingf or t hese things, |l i ke they"re going t
these services and theArd sbheoahsaegi " £amo
you going to the Ministry and telling them all thesething s, and t hey“re su|
to believe you, they have validation from other people, other professionals and
other people in your community, non-professionals, soi tl“isk e t here®*s a st
their approval. l't*s not just me saying a
The one family member in this study also shared their experiences of having
professionals who were personally motivated, invested and willing to advocate for them.
This individual stated, “ 1 watacpwardandciiey ng wi t h
were outstanding,t hey wer e so great, and they were so
Furthermore, this individual shared about her experience of another professional involved
in the agreement, “He was just really invest
intheUlyssessAgr eement and the process.”’
3. Professionals who were readily accessible for contact, and were clear about their
boundaries and professional roles in the agreement
This category contains 17 incidents from six participants (two professionals, three
parents and one family member). This category describes helpful incidents where
professionals were easily available for contact, traveled to meet the parent and family in

locations that were accessible to them, and professionals who were clear from the
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beginning of developing the agreement what their professional roles and responsibilities
could be.
Professionals shared incidents s u c[He] waassreally §ood at traveling and
bringing a | aptop and getting i nftedthatati on ri
“l really appreciated having a contact perso
director .’
Another professional who was involved in the development of an agreement with
a parent stated that she was very clear right from the beginningwhather agency s r ol e
and responsibilities could be:
Definitely | was very clear, like ,these
we are here, this is our role, this is what we can provide for you, and i t nbtgoing
to be taking care of your sonbecause we can®“t do that. So you
we can help to support you and connect you with whatever you need to connect
with*, but we wanted to be clear about ou
Another example of the importance of role clarification was shared by a
professional,“ t he program director was trying to fa
from the beginning that ,1 am facilitating t

to this individual It was going camy be hers
it Andther profession said,
So by identifying right up front and be v
so that when and if she was in a crisis, that she knew who to call for what. So if it
was ,1 need someone tedneddi® godothehmspiml, of my s oO

call thisperson and don®"t call this person.
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This same professional went on to highlight the importance of role clarification by
saying,

| think just helping people identity what supports they could provide for this

young woman, what their role would be, and be explicit about that. | think that is

really i mportant, |ike i f that didn"t hap

table where people say this is my role in your life and this is what | can do to

support you, I could see where there could be some confusion, where this person

has this list of names and numbers and then in a crisis may look to the wrong

person.

Parents described incidents where professionals were available for contact, easily
accessibleandfle x i bl e wi th | ocations as veiht i mport a
program director goes into your houhse accord
same participant stated,

The most helpful one was that the program director was there at any time, you

could call him at any time, and my support worker thought that was really cool

because she could call on him at any time too.

This one parent®"s experience was very positi
were easily accessible for her. She goes on to state.

[The] program director was just there to call upon at any time, for like everybody,

“what are we doing here?” he basically ex

there, and he was always there to help, if people had emails or whatever, he was

al ways there to help, even for different

cause when you"re pregnant that"s when al
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information about when you“re pregnant an

when you" r eurbody gogs back éonosmal. y

Anot her parent described this as being he

us, and a few times he came to my house. | remember when | was in the hospital, he

came to the meetings, and he came to the

For parents, experiencing professionals who were clear about their roles and
responsibilities was also important. One parent stated,
[The] program director was just really on top of it, walking us through it, which is

obviously his job, and then the last meetin g he sai d, ,this 1is

don“t need me for this anymore, you ¢cC

if you need me, call me, I will be there to facilitate for you and help you through
this*®, so he gave us that option.

The parent in this study also shared the same sense of importance in having a

professional who was accesoseiandhewgsvery|l | ust
available..He was just very professional
inthat he neededtore mai n as this neutral party.”

4. Professionals who actively and purposefully built and established rappest,and

safety with parents aror family members.

This category consists of 13 incidents from seven participants (four professionals,
two parents and one family member). These were incidents where professionals
purposefully developed trust and relationships with parents and family members, and
describe how this action was helpful in the overall development of the Ulysses

Agreement.

h ou

you

an &

t hi

and
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Professionals described these incidents as the important of developing
relationships of trust and rapport, as being essential to the foundation of starting the
process of a Ulysses Agreement. For example, one professional stated,

It helped that I had a relationship with the client, she was a client of mine already,

and | was working with her already..She tr

that had been developed and she was open to being honest about her issues.

Clearly, when professionals develop relationships with clients and a strong
relationship exists prior to developing a Ulysses Agreement, the parent and family
members will be far more invested and motivated in the process.

Another professional described a similar incident where trust and relationship was
a helping factor:

| know that the client felt comfortable with me, and would call afterwards just to

ask questions and stuff, and so it changed their perspective on Ministry

involvement. Yea, cause when I first went in to meet [the parent] and her friend at

the hospital there was apprehensions about who the Ministry is and then when we

built that rapport and had the opportunity to work through this with her she saw

that we were focusing on her strengths and wanting to build a plan around her —

so that broke down those walls and showed her that we truly just wanted to have

her be responsible for her | ife and care

involved i f we don“t need to be.

In one case, where there was a failure of a Ulysses Agreement with one parent,
the professional was able to intervene and arrange for the children to go to another safe

location, and the establishment of trust and rapport played a major part in it:
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| phoned up the grandparents anddsaid “co
they were willing, | had a relationship with the grandparents anyways, | was
phoning regularly to check in with them, so it was actually quite a natural thing.
They knew that if | phone them then it was serious, so yea, we basically placed,
the safety plan was that we would place the children with the grandparents while
we ran a few tests.
The importance of relationship and trust as it is established by professionals was
also reflected by a professional who observed this factor and its impact over time on a
parent,
With the program director involved and co
see it, but | read in the agreement that finally she [the parent] acknowledged that
she does get depressed and that she could describe what the depression would
look like, and the signs and symptoms.
Parents also experienced the importance of having a strong relationship with
professionals as being helping in the overall development of their agreement. One parent
said,
The program director brought normalcy, hewas n*t t hr eatening, yea.
light of it and fun, and it was never pressuring, and | was on bed-rest and he was
l i ke ,wow, you" r"ea eorclbeesnti nrges tanadn d tywdu “ |,
Anot her parent stated, “He jasst#ting sat t her e
down and was casual. He let the kids do what they wanted, and people asked him

guestions as they wanted.
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The family member in the study also remarked on the importance of relationship

and trust with a pr of es stoastablesh some rapdoetwifhpr of es s i

my uncle [the parent with mental illness] and a significant elementofmyu nc | e * s
condition is paranoia. So that"s a tricky
headway with that.”
Parent FactorsActions and Attitudesf Parents that Helped the Process of Developing
a Ulysses Agreement.
5. The parent and/or family membéet empowered.
This category is the largest category of incidents related to parent factors, and is
the second largest helping category in total. This category has 31 incidents from ten
participants (five professionals and five parents). This category describes incidents where
the Ulysses Agreement process was helped as a result of the parent feeling empowered,
feeling that they had a voice in their lives and the lives of their children or family. This
sense of empower ment resulted in a greater
where the parent felt strongly that this was their agreement, they were in charge and in
control and they were at the centre of everything that was going to happen either to
themselves or their children when and if they become unwell as a result of their mental
illness.
Empowerment as a helping factor was described by professionals in many different ways.
One professional stated about the parent in the Ulysses Agreement,
They“"re the ones creating the plan, so

to mom as well, to have the capacity to make the decisions for her children...l t “ s

pi

f
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not MCFD as an organization dictating what to do or taking the decisions out of
their hands.
Another important example of empowering the parent in the agreement is
demonstrated by thispr of esex pamail €ésce, “One of the posit
parent] got to choose the location. We asked him where she wanted to get together, and
she chose her house every time. ”
Other examples of the importance of empowering the parent to be at the centre of
the agreement, to have the ultimate voice in what happens and in what is going on for the
parent, were stated by this professional,
| think that it really focuses on parents, a parent driven plan, and their educating
us on what their well and unwell state 1is
take that away from them you lose so much of thati nf or mati on when you
empower them to help you understand they may not be as forthcoming, and |
know that in this situation, she took the reins and seemed to be empowered to
create the plan and which I think is interesting and good to see.
Another professional reflected on the importance of empowerment for the parent,
and how sometimes professionals neglect this important factor,
The empowering that it gives people to have control over their lives, there is so
much value in that, and again people take responsibility for their own wellbeing
and their lives. Because historically the system has taken that away from people,
so people recognizing that they can take charge in their lives and that they have a
say in how things go.soufohnattjustsheprocesyed, whet he

being involved in that.
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This same professional described how this was so powerfully impactful for the parent
that she worked with,
This Ulysses Agreement it gave her control for her life and it gave her an
opportunitytok i nd of have that control, and take
these issues, and I do struggle, and | am a single mom, but | can still be a good
parent and a good mom, but there are going to be some times when | will need
some hel p. "ideaShat cohtrolinat deieg takemaway from her, as |
suspect might have been in the past. I think it just helped her to feel good about
herself and to feel that she could still be a responsible parent in spite of having a
mental illness, and that was still a role that she could have a be good at. And |
think that"s really i mpoirttréalsydbqutpesdleen we t a
re-establishing their roles in life. Because often you lose all that. So | think that
having that ahbanl ibtey at or essapyo n“sYiebal el nto m. ”
Another professional reflected a similar experience of empowerment for the parent in this
Ulysses Agreement,
Well I know that the client felt really good about being able to make those choices
and decisions for herself, because she said so. Just giving her, her not knowing
that all of her wishes and authority in her family will be usurped if she
decompentates, just that she knows “1"m w

happen and umm, I think itbdothah sndod mpower i n

course disempowering when it didn®"t happe
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Parents also shared the importance of the Ulysses Agreement as a plan that
empowers them, and described what aspects of the plan that facilitated this sense of
ownership. One parent states,

That it gives the parents power over their own little nucleus, whether you have

five kids or one kid, or a husband, it gives you your own power over your

household, and you also have supports wherever they may be.

The freedom to have choices in who to include in the agreement was important, as
this same parent reflected,

So whoever you think is your best support

family, just friends, that"s great, all t

choice of where your children are going to be best.

This parent described the impact of bei ng
| felt proud | had put a Il ot of i1t together
Furthermore, in describing the experience of her being empowered through the
agreement, and the effect that this had on her extended family supports, this parent stated,

| think with her in particular she (t h e p samgneeted ts hear that no matter

what this was a family agreement, it was my agreement; | know that the program

director really had to kind of drill that in to her in particular, that nobody is going

to get involved, i1it"s between everyone he

| awyers involved or anydtorhesfirsgbeforel t s j ust a

anything else, unless someone else is in danger or something like that. So that

really puther( par e n tateae. mo m)
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Another parent described how the process of going through the Ulysses Agreement
enabled her to have more of a voice in other areas of her life, particularly in her
relationship with her therapist. This parent said,
In the beginning | had a counsellor at mental health, it was a short term case
wor ker, and when you“re in a sesusion with
all these questions and talk to you about certain issues. And I found out that, as
the client it is your right to use that time as you see fit. So I could ask her to do the

Ulysses Agreement with me, and umm, talk about that and get her involved her in

that way. But I di dn"t Kknow t hthete bef or e,
and “So | have thhsng¢l yasesi Agweemeénhave
off.
Anot her parent said, “Yea, it was empowering
forr your family and you know it"s in the best

described further how one of the professionals in the agreement encouraged and

facilitated a greater sense of empowerment for her in the meeting where the agreement

was being formed,
Just going through the different parts, sectionsoft he Ul ysses Agreement
now we need towritedown y o ur  m e hedpeofessiamal] shbcked me
wi tstthisisyourpoem, now | want you to read it"”,
wasl i ke “this i s to hkyowkwandyoutqreaditiodouh e was |
k i disffont of all these people. I am really outgoing anyways, but | was crying

and everything and | read it anyways.
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For parents and caregivers in the agreement, to feel empowered and at the centre
of the process is a major helping factor in the successful development of the agreement. If
the parent feels and believes that they own the agreement, that it is being done for their
best interest, that they have the ultimate choice of what they want to happen when they
become unwell, and of where their children will go, the agreement will be far more
successful than if these factors are not there.
6. Parensbown selfawareness of their mental illness and its signs and synsptom
This category consisted of 13 incidents from eight participants (three
professionals and five parents). This category describes helpful incidents where the
par ent " swaenessof tbesigngand symptoms of their mental illness, and their
willingness to be accountable to both professionals and non-professionals supports and
how these incidences aided the process of developing the Ulysses Agreement.
One professional described the parent with mental illness, that she worked with in
the Ulysses Agreement as,
She was very insightful, she knew that sh
was at risk of hurting herself, she might have been. And that might have been why
she decided, she recognized that she need
being at home with her child.
This professional continued to describe the insight that this parent had in the
meetings with other supports,
[1t] requires a lot of insight even to be able to identify and share with other
people, you know how are we goingtoknow when you aren®t doing

how are we going to step in, and how are you going to self-identify that you need
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help. And so trying to get to that point with her, which was part of the early kind
of discussions at the table, just her describing how she was feeling, her illness,
and what it looked like to other people. So, but I think that really helped her to
understand herself too. And I think helped her, and | would suggest is that that is
why she is doing really waedatymoreaandds doesn*"t
doing very successful. The sense of control and that I can deal with this, and be a
good mom.
Another professional commented on the process of identifying signs and
symptoms in the Ulysses Agreement, and how they saw this as being a helping factor for
the parent the agreement was developed around. This professional said,
Mom [the parent] was to describe when she got really depressed, the warning
signs, what happens prior to and what happens when she is, what friends and
support systems could do, to engage early on so they avoid a big crisis. It was
really a tool that you could implement. | appreciated when she described the
routine of her child in case she gets sick, her family and friends need to maintain
the routine of the child.
This same professional described her own experience, in her professional role, of
how i mportant it was to observe this parent
protection place, that®"s my angle, it was re
view, that they acknowledge their diagnosi s a
Parents had similar experiences of writing down and becoming aware of their

mental illness and its signs and symptoms. One parent said,
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There were warning signs that they put down in the Ulysses Agreement, so that
everybody"s aware of i1t, so that | coul d
because it helped me to realize what things look like before they got too bad. So |
was able to take control of it before it startedtoget | i ke t hat .. had t
accountable for my behaviour. And yea, it was sort of | knew that once this
agreement was done, people would be watching, and I had to be honest about how
| was instead of just floating it off, and isolating myself and pushing people away.
So it was |like ,1 see something going on,
yea that helped.

Another parent described their experience of recognizing and being accountable for the

signs and symptoms of their mental illness as,
In the long-term it was helpful by me feeling comfortable with sharing my
triggers and my, umm, you know, experiences when | relapse, because | wrote
them all out myself. I could really get into detail about them, because | had time
on my own to really put them down and umm, it made me more comfortable with
sharing them, “this is coming right from
this is the triggers and this is how hard it is to ask people for help. At least | had
something there that aydu tkndoew,he‘mayhbehsha
maybe we should call each other, and get the team together and intervene if they
have to.

Another parent also described her experience of becoming aware of her mental illness, its

signs and symptoms, and of the impact of her illness on her family, particularly her

children. She experienced this sense of awareness and recognition of her illness as
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overwhelming at first, but also overall as very helpful in the development of her
agreement. This parent said,

And the kids were huge in that, and I had to sit in my own stuff and listen to my

kids say “when mom is sick, she goes to s
there for us, she doesn®“t do | aundry, she
And I had tositthereandlist en t o my kids tell me t hat I
stuff. And | was | i ke, ““wo w, ahhh?”, and |
to wal k away and (sighing). And then ther
well, she is put together, she alwayshasac | ean house, this and th

what they see, and that is what they want to always see. So, there was that piece
of it ... It was difficult to hear, because
everybody got to put their piece of what it looked like when | was ill because for
everyone it | ooked different. It wasn®“t h
This same parent experienced this awareness and more open communication
about her illness as helping throughout the Ulysses Agreement process. For example,
“And the kids speak it to me now, ,mom what?"
go", right, so it"s helpful that we have tha
communi cati on t hat Thwparensaiditmat'asa redulaodteisofere f or e . ”
communication and discussion in her Ulysses Agreement that she became more aware of
it; “It is what it iIis, because when | am sic
up on it right away, but | know when | am go

7. Parentwho hada greater sense @motionalsecurity.
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This category contains ten incidents from six participants (two professionals and
four parents). This category includes incidents where the parent felt more at ease, more
secure and more empowered as a result of having an advanced plan in process, in the case
where they decompensate due to their mental illness, they knew and felt that they were
okay to do whatever they needed to do to take care of themselves, while knowing that
their family and children are safe, taken care of and somewhere predetermined. This
category also includes incidents where the Ulysses Agreement challenged social stigma
towards mental illness, causing others in the community, including professionals and
non-professionals, to begin to view mental illness in a different way.
One professional described their observat
okay being unwell, she felt that support and
Another professional described the process of de-stigmatization important and of
how the Ulysses Agreement can be a tool that facilitates this process for parents,
One of the strengths is starting to look at the whole area of mental illness in a new
way, and distinct from, you know how typical people are over here, mentally ill
people are over here, and other people are here. So instead of making all these
di visions, you know mentally il]/ peopl e h
in that period they®"re abl e t atthmake ratio
own lives, and so not compartmentalizing them. I think i t ‘stengtiaof Ulysses
Agreements, because | think it can help society and help people see things
differently around the area of mental illness.
One parent describes her experience of being okay with having to go to the

hospital when she was unwell, and how the Ulysses Agreement facilitated that for her,
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It helped me to do that by me knowing that he [her son] was safe, knowing that he
wasn®t going to get t ak ethosemvothingswere om me . \
just knowing that he was safe, with family, right, who | trusted and knowing that
there was no strangers involved. Who knows what strangers are going to say or
do, like who knows, nobody knows, So, that made a huge difference in me getting
wel | , Il 1 ke i f that wasn®"t there | woul d h
hospital.
This same parent went on to say,
It really made me trust that 1 f |1 did hayv
you that when | went into the hospital, | felt comfortable that he was at their [her
f ami | y " ad] felbsafamstrehjm there.

She went on to say,

it really enabled me to concentrate on my:
concentrate on myself, | was concentratingon him [herson]. Li ke | was sayi
got to get out of here, get on these meds

right, this time we really took the time to get the right meds, hopefully and umm,
just take our time to just not take the wrong meds anyways and get some follow
up and stuff. And just take care of mysel
very hard to just | ook at you and say “O.
really hard to do that.
Another parent described her experience of having this sense of security and trust

with being able to know where her children were going to be when she was unwell. She

said, “1 think the biggest thing is having t
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knowing what their kids are going to be taken care of and safe, and that they have this
agreement.” When describing what this

security, this parent emotionally said,

was | i

I can"t even describe what t hat meant t o

have that kind of security, it was amazin
best friend was going to take care of the
care of them without question and do whatever she needed to do for them, and

umm, It diadkbre® to worry. She always told me,
“wel | |l need to get back to the kids”, an
would say “take your time, you need to ge
gone, youneedtogetbe t t er " .

Another parent had a very similar experience, stating that the Ulysses Agreement,

Puts my mind at ease, so that if | ever do have to go into some kind of treatment

or whatever, it was a relief and it allowed me to go, rather than me stressing out

and not wanting to go in because | am wor

going to happen. So that was good.

8. The parent or family member who haersonal motivation of wanting to hedpd care
for their children.

This category consisted of nine incidents from five participants (one professional
and four parents). This category includes incidents where the parent as internally
motivated out of love, commitment and a desire to care for their children and to do what
needed to be done to care for their children.

The one incident that was shared by a professional in the sample was,
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She[ parent] was clo'"nmidcddiemg | v esrayti migng ,f or
him so muchhi mt [ saadl | abreukiow,tha shawasa t , | do
saying that she needs him in her life, and she wants to be a mom to him.
One of the parents reported that her son was the primary motivating factor for her.
She said, “My son was the motivating factor,
factor, even though I went through a bit of a depression, | pulled myself out of that, and
really wanted to get it [Ulysses Agreement ]
main thing is just to protect him [son], rig
her child and the strength of him as a motivating factor are further described in this
incident,
And | just want to be as strong as | can and have as many, like, tools under my
belt to help him [son] out, and to show him, and just to prove to him that | tried
really hard to keep it together and learn as much as | could for his sake. For his
future, right, really for his future. I just want it to be as stable as possible. So
having the agreement is part of that, it really is, because if he got whipped away
and went into foster care, | mean, even just for a couple of weeks, or whatever,
that*"s really disruptive. So |I don"t want
glad its there, right.
Another parent described a similar experience in wanting to complete the Ulysses
Agreement out of a motivation for her child,
Yea, it was my son, | wanted to make sure that everything was going to be in
place, | wanted to have like, if he needed to go somewhere | would know where

he was going, and | would have like a plan of how I want him to be taken care of.
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Another parent stated that her motivation for developing her Ulysses Agreement

was “because | couldn®*t | et that [ryer chil d
son.” Another parent said,
That s just wholl mam, vehgnstTmngelplyson &

always come first, they always have in my life, what they need, Iget. 1 t “ s pretty
simple for me, t hatfirstasd fovemoatin my lifea m, I “m a n
9. Parents who had a general internal motivation to coetgelthe Ulysses Agreement.
This final helping category in the parent factors section contains five incidents
from four participants (one professional and three parents). This category describes
incidents where the parent had a general sense and motivation of wanting to complete the
Ulysses Agreement document, and includes incidences where the parent had internal
resources that enabled them to complete the agreement, such as a connection with God
and spiritual faith.
For example the one professional incident that was included in this category was
simply, “she [the parent] waonfieencewasaf i dent wo
helping factor in this parent developing the agreement and acquiring the additional
resources that were needed for herself and her family.
A parent shared their personal sense of motivation and identity in developing the
agreement as,
It"s huge because I can say | have my Ulysses Agreement, but I can also say |
have my spiritual side, | “ allyICobldsays t i an r i g
that God put that together or whatever you want to call it, through [professionals]

or whatever, and because of that, with my faith it was huge.
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Anot her parent shared, “Personally | thin
thingsbefore t hey got too bad, I|i ke a | ot of peopl
able to do thatked.t” wonudtdhne'rt phaarveen tworre mar ked

Il know that in order for the Ulysses Agr e

has to be theonewhowant s it t o wor k, ot herwise it wc

certain people to be a part of it, | was the one who really had to push to get it

done.

Other Factors: Other factors that helped the processwttbping the Ulysses
Agreementincluding nonprofessional supports and thagistics of the documeiriself.
10. Strong support towards the parent aaregiver from nofprofessionals.

This category contains 28 incidents from seven participants (two professionals
and five parents). This category describes helpful incidents where the process of
developing the Ulysses Agreement was directly helped as a result of the parent
experiencing strong supports from either friends or family members, and where they
responded to this support with trust and a willingness to be accountable in their
agreement. These incidents also describe what it meant to participants to have these
strong non-professional supports, and how instrumental they were in the overall success
of the Ulysses Agreement.

Professionals shared incidents such as, “she [the parent|]
was supportive of her.” This same profession
children involved in the agreement, and how their support was helpful in overall

development of the Ulysses Agreement;
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| think that it was helpful to the client to hear how her kids perceived her unwell

state and she was surprised to hear about how much they were picking up on

when she was becoming unwell, and then empowering the kids to take steps and
then they would feel more a part of the plan.

Another professional recalled the parent that they worked with who initially had
few non-professional supports, and then over time she was able to bring a friend into the
agreement,

She did identify a friend who eventually came to the table, who she had met who

lived as a neighbour and who had a young child and they had gotten to know each

other, spent time together. And that seemed like a really good alternative, that she

had this friend who was willing to take her son. So that was good. And she did

actually end up bringing this person to the table.

One of the parents also recalled the importance of having close friends in her
Ulysses Agreement, and the security that this provided for her. She said,

So then my other friend got everything together, she was organizing it all, like

how was | doing, she was really good at g

to get her house in order” and stuff, she

on who also just watched and everything, so everything just came together really

well. So it was really cool. It was, yea, and then basically we had the plan, it just

all worked out.

This same parent also recalled how important it was for her to trust her friends, and to

have people who were going to take her children who were trustworthy,
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So trust is a huge thing, because peopl e

why when | saw the plan it was so cool, seeing that they break it down so well,

even to the point to what my kids like, and what he would want for a birthday

party, like, how do you want to work it. So trust was huge, and like | said.

When it came to the Ulysses Agreement actually having to be implemented in this
parent®s situat i oprofessibna supportgetworkveatamgor r ong non
factor,

It was huge, because | didn*"t have to pani

going to do, and basically my friends called everyone together and they were able

to watch my kids. It was just huge because | had talked to them all about the

Ulysses Agreement.

Another parent described how important it was for her to have the strong supports
of a close friend,

My best friendwashugei n t hat, making phone call s, !

Ulysses Agreement, we need everyone who is support for her and her kids, and

weneed everyone 0Yea shelwensovenagdrabeve whatshe .

needed to do.

This same parent described further what it meant to her personally to have a close
friend watching her kids when she became unwell,

Thatwas huge, it was a huge burden | ifted o

|l i ke that you already have guilt. You go

because you need to be in the hospital to get better for your kids so that you can

takecareofyour ki ds, but you stil!] have tremend:
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there and you can“t be the mother, and yo

|l ife, for their whole |ives, they“"ve neve
always the rock in the family, right. So it was a huge relief having my best friend
there, yea.
Another parent recalled how her sister-in-law was able to provide important
support for her when she became unwell, although their relationship was not strong at the
beginning, this parent came to a place of being able to trust her and include her in the
agreement. This parent said,
So it was just easing into it, right, and then with her (sister-in-law) standing up to
the plate and saying “this is owdmht you ha
the social worker, and she®"s going to tal
guite a bit more than I did. And I said,
least | know that she cares about kids.
This parent® s adwfindteemsel@s insimitaesituatigna r e nt s wh
needing support from non-professionals was,
Umm, it"s hard to trust, but give your sel
from dysfunction and stuff. And amazingly there is a lot of function in it right
(laughing), there really is and can be right, just give yourself the chance to trust
those around you, they love you, and they want to pull together for you.
11. A written and/or electronic documefmcludes aspects of the document that were

helpful, specifidetailsof the documenand that thedocument was changeable

electronically).
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This category contains 23 incidents from five participants (one professional and
four parents). This category includes incidents where the process of developing the
Ulysses Agreement was helped as a result of having a written or electronic document that
was tangible and adaptable to the needs and experiences of those involved. This category
also includes incidents where specific aspects of the document were helpful, for example
writing out the signs anilthessand defaits af thesneedsf t he p a
of children in the agreement.
The professional who shared incidents that went into this category to do with the
written document. For example,
Soinasenseitwas hel pful from the child*"s point
document, in my summary | did mention my efforts, to show that we tried
ABCDE, and one of the tools was a Ulysses Agreement. And | gave a little
explanation of what this tool was about and how I saw that it could have helped
the family.
This professional also shared how having a document was helpful for the parent
in this situation,

Having a document, an information that she could read, she could go back to, that

was helpful for me in particular , because someti mes she woul
didn*"t tell me that, we didn"t read that?’
“actually you signed that, and we dated t

her to deny because there was a lot of that going on as well.



91

One parent shared how it was very helpful for her to have the opportunity to write
down whatever she wanted to write down in the agreement, and how that flexibility of
having a written document was important. For example this parent said,
| also liked having the two personalities of my two boys all written down, even
stuff like if you were sick around birthday time, what does your kid like around
his birthday, would you like to have a party. What is your background, are you a
Christian, do you want your kids to go to church.
This parent shared about how having a documented plan in place was a sense of security
for her, “the factdong handt a¢ deasmenthatrieomnsi s
change.” Thi s s athisstrength of thenUlyssel Ageedment waththise
suggestion for any future parents developing these agreements,
Just say really write down what your kids like and dislike, and just know, you
know parents just want t kimledasoswhyweor t heir
have the UA, really, and that iit"s not, i
you say “oh, if |1 say that he | ikes this
know just know that this is something to help you and that its really good, and
that it*"s a good thing. So with that, put
and don®"t think “oh, | *"m putting too much
through this separation thing if you are sick, and like I said, most parents want to
do the minimal thing, and the more detail you have for your kids the better it is.
Furthermore this parent stated,
And unfortunately when you are sick you may not be making sense, but this thing

speaks for you and other people that have vested interest are on the paper, and of
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course you did it when you had a sound mi
have to worry, because iIit"s hard for judg
going to come and take your hkiydosu™ rweh esn cyko
right now, so a judge won“t be in the fayv
plan like the Ulysses Agreement. He * |h, soa.yk .“,O hol d on a sec
though the social services you want to call them your friends, but sometimes
t h e yot, soreetimes they can play crooked games and stuff.

This important element of the Ulysses Agreement was also echoed by another parent,
l't*s amazing what a piece of paper, a doc
worl d. Just , e s, sanehngthattiatynany geoplssatjina st paper
room over a couple of meetings and developed, and it just becomes part of your
world, and it changes your world. It becomes that important in my world, in my
best friend"s world, i dsmknbwdshawdsl daprg
if I go to the hospital, that®"s huge, the
around, they can wake up in the morning and go to school from her house, they
have the security. They what"s"goahb bo h
a piece of paper. l't*"s a huge part of my

Another parent shared how important it was for her to have had her wishes and desires

for how she wanted her child to be taken care of when she was ill, written in an actual

document, which in her experience gave her a greater sense of security and assured that

she knew what was going to be done with her child. For example,
In the beginning when | had my friend who was the person taking care of him, she

parented totally differentfrom how | di d, and she was al so
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different in religious ways, and | did not want her teaching my son about things
that | didn®"t think he should, | ike about
right, and our bedtime prayers were totally different, yea, and so that was put
down, yea. About his bedtime prayer, and what it was, and | bet ya it was
uncomfortable for her to say those things to him, but she did it anyways because it
was all in the agreement.
This sense of security in having this written document was further explained by this
parent as,
It was written down on the agreement, it was like they were obligated to talk to
me first, that way it kept the communication open, and they could get a better
sense by asking me and talking to me first instead of just being scared. They could
actually come and talk to me about it and they can even get a better sense of
what s going on. Because people know, rig
everything®"s fine”, |like people know.
12. Preventionand planning in advance, recognizing signs and sympeathsa focus of

minimising risk to children and the family.

This category consists of 19 incidents from eight participants (three professionals
and five parents). This category describes incidents which demonstrate the importance of
the Ulysses Agreement being an advanced plan, one that emphasizes prevention and
minimization of risks and harm both to parents and to their child and family. This
category includes incidents where there was a plan developed for the parent to avoid
having to go to the hospital when they became unwell and a plan that avoided removing

the children into a location that was undesirable for the parent.
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Professionals described incidents in this category as,
With the school, it gave the school an understanding of where the family was at, it
created a safety plan should the kids have issues at school, they were more aware
of what was going on, they knew the emergency contacts and placements if mom
was to go into hospital, they knew what was going to happen as well. More
informed about all of the needs that the family had.
Another professional described the importance of an advanced plan in this way,
The whole idea of the Ulysses Agreement was that we would be proactive in
anticipating the crisis and that we would have the solution on file basically. And
so part of it would be for the kids, and if they could be part of the Ulysses
Agreement they would know what exactly would happen if mom was to go into
the hospital, sotomi ni mi ze the trauma definitely.
underestimate the fact of the impact of mental health on families, and so for them
to know that there i s a plan in place,
that if there is a crisis that happens during the weekend or after hours, then that
plan would be on file and people would know exactly what to do. It would be of
huge benefit.
One parent described the importance for her of having an advanced plan in place
in this way,
Basically because now | had a plan, and that was what we wanted to do, to have a
plan, the UA because it has a plan and says certain things, and if I got sick and
everyone knows | am getting sick, now they feel more comfortable —oh now she

has a plan, and she knows what she is going to do if these people can be counted
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on-you can have as many peopl e as

plan in place, now the biggest th
This parent continued to explain that having a plan in place really helped to minimize the
stress put on her children. For example, she said,

So just what | really liked about UA is that it minimizes the stress of your

children, so even for the fact that if your children had to go and stay at your

friend"s house; the ideal iI's that
is that they know the kinds of things that they like.

The Ulysses Agreement as an advanced plan really helped to put others at ease,
including both professionals and non-professionals. One parent described this as having a
positiveef f e ct 0o n Yeahiteams realhy ®aoy] like everyone was on board once
they found out what we were doing. When it was explained to them, even at the school
level, they were willing to do anything to support the kids. Because it was explained to
them that | was sick, that | had bipolar, and that | had already explained all that stuff. So
everyone already knew, so everyone was on board.”

Another parent described her experience of her Ulysses Agreement, and how
important it was to have a plan in place that would minimize her own stress, particularly

the avoidance of a hospital, when she became unwell,

you wan

ng I s

wo ul

We | | I don®"t think that anybodwer knows me

assumptions would be appropriate; ask me questions directly as opposed to
assuming that she needs to be in
others, when I never am. So | think that the time when the mania begins and

people start to see it, sit down together then, long before it comes to the point

a

psych

t

j

d
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where | need to go to the hospital. Right in the beginning when the behaviour is
questionable, get a blood-test, make sure the appropriate amount of medication is
in me.

This same parent described her experience of having others develop an advanced plan

with her, which included discussion of her mental illness, in this way,

But I think the reason thattheyb r ought i t a lheseareitpethingga s t o s ay
that you have to be aware of in the eventifshegoes mani c¢c”, and they a
that | can be a danger to myself but | ne
the worst thing | “ve done was to drive a
are other things that | idlpputwmbieabadl “m mani c
position.

Another parent commented on how having an advanced plan can help to put other

professionals, particularly the Ministry of Children and Family Development at ease in

situations where the parent becomes unwell as a result of their mental illness. This parent

made this interesting comment,
|l think that it"s really important that t
lot of parents are afraid of them. But in this kind of format, umm, it puts them at
ease, so they become on your side, rather than what everyone expects that they
want to take away your kids, and umm, so by working with them you form a
relationship with them, so they know what
problem arises, there's going to be help foryou,t her e s going to be 1t

pl ace so that the child is not at risk an
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just have care situations all wor ked out,
going to happen.
Categories that Describe what Hindehe Process of Developing Ulysses Agreements
with Families where a Parent has a Mental lliness.
These 13 categories were constructed to represent incidents that were hindering
for professionals, parents and family members in their process of developing a Ulysses
Agreement (see Table 3). These 13 categories are sub-divided into the three main
categories, starting with actions and attitudes of professionals, parents and other factors.
Within these main categories, the 13 categories are discussed according to frequency of
incidences, starting from categories with the most incidences to the least. This order of
presentation of the categories is for organizational and practical reasons, and does not
represent importance or value of the actual categories.
Table 3

Table of Hindering Incidents and Participant Frequencies and Rates

Incidents that Hindered the Process of Incident Participant
Developing a Ulysses Agreement Frequency, Frequency,
Incident Rate Participant
Rate
1. Professionals who did not share information 33, 14% 9, 82%
2. Professionals who acted in harmful and 26, 11% 7, 64%

destructive ways

3. Professionals who lacked time & resources 17, 7% 5, 45%
4. Professionals who ignored & dismissed concerns 14, 6% 2, 18%
of parents
5. Parents® ment al i | B2nlé% s (i . &64%sy mpt oms)
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Table 3 (continued)

Incidents that Hindered the Process of Incident Participant

Developing a Ulysses Agreement Frequency, Frequency,
Incident Rate Participant

Rate

6. Parents who lacked trust and rapport 24, 10% 10, 91%

7. Parents who lacked non-professional supports 21, 9% 8, 73%

8. Parents who denied or lacked insight into mental 10, 4% 4, 36%

illness

9. Parents who experienced social stigma 9, 4% 3, 27T%

10. Parents who experienced financial stress 4, 2% 3, 27T%

11. Non-professional supports were unable or 23, 10% 9, 82%

unwilling to participate

12. Challenges with the written document 15, 6% 6, 55%
(i.e. logistics of agreement)

13. Non-professional supports also struggling with 9, 4% 7, 64%

mental health concerns

Professional Factors: Actions and Atiites of Professionals that Hinderdde Process
of Developing a Ulysses Agreement.
1. Professionals who did not share information avitere there was a breakdown in
communication.

This largest hindering category consisted of 33 incidents from nine participants
(five professionals, three parents and one family member). This category represents

incidents that describe a variety of situations and actions of professionals that hindered or



99

terminated the process of developing a Ulysses Agreement, incidents that include a lack
of sharing of information between professionals, a breakdown of communication,
discontinuity of services, as well as professionals who were unable to provide necessary
information to parents and families at times when they needed it, resulting in the
hindrance of the Ulysses Agreement being developed.

Professionals describe a variety of incidents where the above theme occurred. One
professional stated that some “community pro
information [crucial information about the family that the Ulysses Agreement was being
devel oped with] so that | coul d” cTRriag el amok eo
information sharing between professionals was further explained by this participant in
this incident, “And the kids, the oldest for
heavily, and umm, so | wasn" tandhadmp| et el y awa
mom“s support account abl eThismofessional furthéri ng a s af
described the breakdown in communication and the transferring of information between
professionals in this way,

This one community professional involved long-term, and maybe had more of a

relationship with the family as well, and

forthcoming because she wanted to make su
confidentiality on their part. And I think she was weary about what we might do

with all of the information if we had it all. So I think that just the community

professionals were being concerned about what power we hold.

Professionals who lacked information, lacked an understanding of mental illness,

or the Ulysses Agreement itselfwer e al so represented. One profe
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me to explain to mom [the parent] about a

and so I felt a |Iittle inadequate about i

of knowledge about particular relevant areas was demonstrated by another professional
who stated, “there was questions that
and p aFurteenriorg, .

The [family members of a parent who had a mental iliness] wanted to know the

financial compensation for if they committed to caring for the children, and [the

t he

ul

t n

[t

primary professional i n this agreement] w

so that delayed the decision on the part of the grandparents as to what their

commitment would be.

Another professional described the breakdown of communication and the lack of
information sharing in this way,

The [case manager of the Ulysses Agreement] was on vacation and there was

nothing in place to move from the case manager to the next person. Or to move

from the case manager to someone else on the list, to try to implement the

agreement. There were no mechani sms

wel | no one FKhmepw mbrowtpridf.edsi onal]
for someone to deal with this case load when the case manager was away, so it
was | i ke ,okay | *"m going away for
so there was nothing in place.

This same professional described how in this instance the Ulysses Agreement failed due

to the lack of information sharing and communication between professionals. This

professional explained that everything relied solely on this one professional as far as

t

, t

di
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he

dn*
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making sure that the Ulysses Agreement was implemented when and if the parent
decompensated mentally, and since this person was not available, the agreement failed.
This same professional gave some helpful suggestions as far as what might have changed
that overall result, or what could have improved this situation,
An integrated case management would have been a good idea, at the onset of the
Ulysses Agreement with everybody involved. So that everyone comes together
and understands what is happening, and so that everyone make a provision so that
in the event that one person is unavailable another person can step in, to make
sure that someone is there to manage this situation if itarises. Soh er e s t hi s
person and | “ve talked to her, and who ar
well | have a case manager at MCFD, a mental health therapist, and other
professionals, etc. How about we all sit down together and talk about it, and talk
about how it might be implemented in the event that it needed to be, and what
would she like to see happen.
Another parent shared her experience of struggling with trying to get
professionals to communicate together about her mental health concerns, and experienced
this lack of information sharing between professionals as a real hindrance in her
agreement. She stated,
And because in the professional world, they have that confidentiality thing, they
don*"t feel that they should share things
kind of counsellor, where they want you 't
to think that if you say somethingt h e n  gomgty cbntaet a worker at mental

health or somebody and cause trouble, because instead of people communicating
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|l i ke they“re supposed t o, I woulladd have to
do it myself].
Another parent described her experience of the lack of understanding or the lack

of common knowledge that professionals have about mental illness, and particularly the

Ulysses Agreement tool as it is available to help parents with mental illness. This parent

said,
The biggest thing is that Ulysses Agreementneedst o be out there, and
not, not enough people know about them. Because there is so many people who
are mentally ill, and they don®"t have pl a

their children, they end up in foster care, or whatever. So you talk to a SW

tomorrow, and they don*"t know what it is.
coming up to me and say “1 have no idea w
out there.

The family member in this study also experienced a lack of communication and a

lack of understanding or professionals as a major hindering factor. Incidents from this
participant included, *“soci“atlhewoprokleircse whaok idni
minutes to arrive [to arrest the parent who was mentally ill], to tell me that they had no

authority to do anything”, and-hésmtddizeczhad no me
him [the parent who was mentally ill], he wa
experienced the professional system as very closed and unable or unwilling to

communi cate with each other. This individual
one ministry would not interact with another

i nf ormati on i shisindividimlalsorshgred eheaperiende.of'witngssing
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their family member [the parent with mental illness] being released from the psychiatric

unit at the hospital, at a point that this individual felt was premature and wrong, further

sayi ng “ #fthenursesand thia gsyichiatrist [at the hospital] who worked with

him provided their view to the panel [the discharge panel of professionals at the

psychiatric unit in the hospital] and it was

2. Professionals who acted in ways that weaenhful and destructive.
This category consists of 26 incidents from seven participants (three

professionals, three parents and one family member). This category describes critical

incidents where the Ulysses Agreement was hindered as a result of specific behaviours or

actions that professionals made that were perceived or experienced as harmful,

destructive or otherwise impeding of the process. This category will include incidents

where professionals allowed too much time to pass between contact with parents and

family members, resulting in the Ulysses Agreement being hindered. In regards to what

constitutes harmful or destructive incidents, this is better defined as actions or statements

made by professionals that are false, destructive of relationships towards other

professionals and parents or family members and actions or statements that harm the

rapport and trust of relationships.
One professional described an incident as,
And community professionals what we"ve wo
you don"t get this right J[if the parent d
you wi || be at risk of | osing your Kkids"”,
getting it [the concept of the Ulysses Agreement] is understanding that that will

only inflame the situation.
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This same professional further described their experience as,
Even community professionals, they"I/I go
Mi ni stry soci al worker is here [the part.i
their part about what our role is, and maybe creates a little scepticism in the client
too. So I think that some of the professional s ar e guarded or uses
that comes in to talk to them [the family].
Professionals also experienced the prolonged length of time between contact that
some professionals had with parents and families as a hindering factor. For example one
professi cPatolf 4gthet epd,obl em was that the progr:
contact with the family. It would be perhaps 2-3 months in between contacts, so that was
part of the problem.” Also, in anoSoher pl ace
ti me went on and on..the time gaps in contact
too | ong.” Si mil ar engtlooftimbaeesiteationsrwiceied ences of t h
professionals forgot about aTfhesocialmwerkere nt s. One
forgot about it [meeting], shewasano-s how” and “the case manager,
designated case manager, and they were unavailable when this woman needed someone
to step in and i mplement the agreement.”
Another situation involving professionals who lacked awareness or knowledge of
the parent and family members was recalled by a parent,
Towards the end I was in the hospital one last time, and because my best friend
and I lived in different places, and it was hard for her to watch the kids, for her to
have them in her place, so they were really pushing us to move into together into

the same house. And | was on board with that, but she was not on board with that,
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so it was really, she felt very pressured
want to do. And | said, “Maybe it"s a goo
a house for awhile, but it was too expensive, it was crazy expensive. That whole

experience, | remember that meeting and there was like 10 people, and there was

way too much pr es swvhuoposk” oonmnthoe rmy ibte swa sf rliiekne
l'i ke “o.k., we need to |l eave”, she and |
we“re | i ke “this meeting is over, we can®
make this decision ourselves”

Ot her incidents where a parent®s trust was D
professional acted in a way that was harmful to the development of the Ulysses

Agreement were recalled by another parent. This participant r e p o rhéngentat hat “ T

health worker has called the police to try to get them to take care of it as well, which is

very frightening becaus eeveralpalioaridesdoithea cr i mi nal
hospital.” For this parent, they didn"t feel
and had repetitive situations where they felt that professionals were making decisions

about her and for her without her consent. Her experience throughout the development of

the Ulysses Agreement was one of feeling isolated, alone and not understood by

professionals. She recalled another incident of what happened when she became unwell,

l't*s just that | don upmyseraontoftheébtueahda ve s o meo
asking questions around my illness when h
point. You have to consthdrearentinsuthd s hard f o

state.
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One parent explained that too much time elapsed in the development of her
agreement and made the suggestion that,
3-6 months maybe, like get it done, do get it done within 3-6 months. But saying
that some people take a year, that"s Just
long. Well I know | do anyways, that for me was a weakness.
The same parent explained this further by saying,
The things that were able to come out of my own mind were good, although 1
woul dn®"t have minded of having it done a
time limit on it, like he said it could take a year, it could take a month, as we can
all see, I needed it done (laughing) because | was pretty, | was about the break
right (laughing).
The family member in this study shared similar incidents where professionals
broke trust or acted in ways that were harmful or dismissive, resulting in the hindrance of
the Ulysses Agreement. For example, *“ He [ me
uncle"s [parent with mental il l ness, paranoi

was very inaccurate, hook-line-and sinker, and he ran with it and he was just reckless and

ulti mately he didn"t devel op dnthisagr eement, s
individual *s experience this professional re
agreement ; “So he [ ment al heal th worker] was |

good that we could have accomplished. Because it suggested to my uncle that we
[family] were the enemy and that we couldn™t

ourconcer n s . 7 méra)statedhihes participant,
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The [mental health worker], who came in very late and what felt like a very
prolonged experience and excruciating experience with my uncle [the parent]
being in and out of psychiatric units and after havingaband oni ng hi s chi | d ...t
fellow was antagonistic towards myself [and other family member], who were
trying to facilitate some kind of safe situation [for this child].
3. Professionals who lacked time and resources.
This category contains 17 incidents from five participants (four professionals and
one parent). This category describes incidents where professionals experienced other
barriers in being able to participate in the process of developing the Ulysses Agreement.
Examples include professionals being too busy to participate, lacking the resources (time
and energy), professionals who were unclear or not certain about what their roles could
be in the agreement, and professionalshavings uch a | arge casel oad tha
spend adequate time with one family.
For professionals, time is always a factor. One participant explained her limited
ability to participant in this way, “I1 think
your desk, you just kind of want to do it, without takingup alotoftimeand space.” Thi
is a reality for many professionals because their participation in a Ulysses Agreement can
often be a voluntary or extra commitment on top of already busy work demands. This
same professional recalled an incident that occurred that hindered the development of this

agreement , it turned out that the ment al h e
woman [mother] was really attached to him, he retired that week just before we were
going to do this [ agr eegnemitllar” cAmmmeretrs pirr fte

woul d al ways be nice to have more time to bu
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Furthermore this same professional recalled her own busy schedule and her limitations
with time;

The Ulysses Agreement, because there issupportand we “r e bui |

parents are agreeing to this plan, and in this situation the kids were being looked

after, its lower priority on my case load as opposed to something where there are
young vulnerable kids. Yea, so just in how much time I could allot to this family
ends up not being a lot, personally on my caseload.

One professional recalled an incident where other community professionals had
unclear or confused perceptions of what this participants role was going to be in the
Ulysses Agreement,

Community professionals believing that because there is a Ministry social worker

involved, that we can solve lots of the issues, like financial need, and pull out

resources that just aren“t there.
there is a social worker, there will be a lot more resources available to the family,
and | think that what I know what works best with families is developing their
natural resources as opposed to trying to fill it with all of the community
professionals that will end up backing away after a couple of months anyways. So
educating people, educating community professionals on that piece, that the
natural supports and building those. School is such a strong support for families
because it is an everyday thing for kids.

This barrier of professionals being unclear about their roles in the agreement was also

shared by another professional. This individual stated,

di

ng

So

a

t
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And | felt, and sense that, definitely fr
be atthistable,b ut | * actly sure why @ what | can do, that sense of the
samethingl don“tgewamat pheone call on Saturday.

This same professional recalled having other professionals in this agreement who
had the same sense of apprehension and concern about their roles in the agreement, being
very hesitant to commit to any specific activity.
One of the parents also experienced professionals who lacked the time or the
ability to commit to her agreement. This individual said,
In order for me to have someone from mental health long-tee]mwh o “*s goi ng t o |
on my Ulysses Agreement, which I think is really a keen thing | needed someone
who was going to be long-term, not just someone who was going to be there for
12 visits.

This same parent went on to describe ho w , my psychiatrist woul
name down on the agreement,andsol di dn*"t have anybody el se wt
way . It was the confidentiality thing, yea,
parent, experiencing professionals who were unsure about their abilities to commit to her
agreement, who were unwilling due to time, confidentiality and a lack of resources, was a
barrier in her being able to develop her agreement.
4. Professionals who dismissed, ignored or invalidated theams and experiences of
parents or caregivers.

This category consists of 14 incidents from two participants (one parent and one

family member). This category describes critical incidents where the parent of family

member " s concer nseceswerenetllistenedytes butaathet weeex per i e
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ignored and di smissed. These actions by a pr
experiences, were harmful and hindering to the process of developing their agreement.

One parent®s exper i emeotwasgererallgd ®hapobitivgpi ng her
experience. This individual stated that fron
involved in the process of the actual agreen
feeling like she was on the outside oft h e a g r aitd tmeknhey;[profesBionals]
perceive it to be beneficial to discuss things amongst themselves, but unless they involve
me , I don®"t feel that the agreement works at
the lack of communication and lack of empowerment that she experienced in her
agreement, saying,

l *m thinking that there wasn®"t the commun

was depressed or manic, so when | "m manic

themselves, hébuée $Carsdtt Andstherédatisisnonder i ng
going to be.

I n this person"s experience the most hind
related to her mental illness and her sense of not being empowered or at the centre
throughout the experience was related to how she experienced herself as being handled
by professionals when she became unwell:

But then the following year | was having difficulties again and | was hospitalized

and came out and ended back up in another hospital and that psychiatrist decided

to make his mission to try to take away my license. All that happened was that |

parked my car three blocks away from the

nothing wrong with my driving, | have 40%9
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beendrivi ng f or ma difficultthengabecsuse thd UlySses Agreement
can backfire in a way; the very concept of trying to help people with this
agreement would be to protect them from going in the hospital if possible and if
not finding transitional processes. But what they [professionals], t hey f i gur e i
my best interest to put me into the hospital. But they put you on a great deal of
antepsychotics, and you become very psychot
t he drugs t ha &olthihkéhy UArweuld gvarkbetter i perbiaps.
they would check with me.
Having their concerns and experiences dismissed and feeling like they do not
have a say in what is happening was also an experience that this family member had. For
example, this individual stated,
I didn"t get how convi nc e[pofessionald of t he me
involved, not limited to the worker, for example the [hospital] panel who
discharged [this parent with mental illness] or who changed the status from
voluntary,1di dn*“t get how, l *"m just going to sp
incorrect politically, but he was nuts, just crazy and there was no getting away
from it, the look in his eyes, you could talk to him and see clearly him hearing
Vvoi ces. | d o n “say thak Iutoyou coblatell that these @veretother
conversation going on. He said that he was Howard Hughes, umm, he went on
about his Jewish heritage, and the basis of all of it was so crazy, and yet he was
believed and validated.
This same individual described her sense of frustration and disappointment with having

her concerns invalidated and dismissed by other professionals as well. For example,
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We | | Il couldn®“t convince anyone in child
another], where the incident occur r ed, |l couldn®t convin
phone call even to verify my claims that this child was in danger and that there
was history [of mental illness] here.
Parent Factors: Actions and Attitudes of parents that hindered the procdesduiping
a Ulysses Agreement.
5. Parens who experienced challenges to do with timeental illness
This category contains 32 critical incidents from seven participants (three
professionals, three parents and one family member). This category describes incidents
where the development of a Ulysses Agreement was hindered directly as a result of the
parent or caregiver"s mental illness, includ
become unwell, also including issues to do with taking medications for their illness. This
category also contains a smaller, subcategory which will be discussed further.
Professionals experienced barriers to do
the parent"™s struggles with t heiagreemedt.]l ness i n
For example one professional recalled an incident when the parent became unwell,
And so that part of it | didn"t feel very

she was in a very vulnerable place, she was in the hospital and not doing well, and

really just trying to cope. And | wasn-"t
were in the child*"s best interest as well
her social worker from the ministry, and
arrangement with the child.” And so at th

uncomfortable with it.
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Another professional described that when they were attempting to form the Ulysses

Agreement the parent was not welahtoild “she was
schizophrenia]”, which this professional exp
rapport and trust to develop the agreement. Another professional described her

experience of working with a parent who became unwell during and throughout the

process of the agreement; “And t heconcevdden she (g
about her well-being day by day, rather than focusing on a form to complete. So it was

di fficult to stay consistent and tanestay on
professional described how at times throughout the agreement, this parent “ Wuld just

disappear and go places, and so we could lose her for awhile, and then she would just

come back. And that madssaméparehiwbuldi cul t f or co
throughout the agreement decompensate due to her illness, again making consistency

difficult for professionals. This experience was recalled,

She would phone me throughout the Ulysses Agreementand say “that s it
done, take my babyymorle',m In‘oltl psairgenn ta nnyg daonc
|l don®"t want my child anymore”, then we w
everything. Anyways, of course we wouldn"

having a tough week, and that we would talk about it again next week. And when

she is feeling better we will review it and sure enough, within three days, she

would change her mind and she wanted her child back.

Parents also described incidents where their mental illness impeded the process of
developing their agreeme nt . For one parent, “part of my i

|l really didn®"t have anybody to put down on
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described the difficulties that she experienced in updating and forming the agreement due
to her mental illness,

The whole thing about the format about how to change and update your UA is

someti mes really tough for people with me
doing so well, if I have to fill out a form and take it into some place to get money,
| d o enhate the motivation to do that, you know. So to get this thing
changed and contact all these people, and
just like too overwhelming, sometimes.
Another parent described her experience of feeling overwhelmed, confused and uncertain
about the Ulysses Agreement at first due to her mental illness,
But when you“re really sick, and stuff y
not there, and | thought this SW and now income assistance is going to get
involved, and oh, |l can"t take care of my kids and
away and stuff. So that for me was probably the worst experience, was the first
initial thing, because | didn"t wunderstan
Another parent described her experiences and her frustration with having a mental illness,
and how this impeded her Ulysses Agreement. For this individual, it was a very real and
painful struggl e t o Wlaemlhegomentoremanid, dpparenlys s. She
| was more hyper,Idon“t really remember, the things wi
remember your behaviour.” This same parent d
illness made it very difficult to form an advanced plan forherandherc hi | 8 r gyn f 8

For example, she recalled,
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| mean, every spring, which is my favourite time of year, | have to wonder, when
| went to Italy a couple of years ago in the spring, | went through the whole year
with no mania or depression, efmowheni ng. So
it*"s going to happen, how often, i f at al
Her frustration and confusion about the illness and its impact on her Ulysses

Agreement was also captured in this incident,

And | get busy doing many things, but nothing is completed, very rarely. So the

mind just goes into its own world. I hate
Because | am a good person, but it doesn*®
kicks in we don"t know what | may do. And
shoul dna've sex with, that®“s just part of

you | ust ifgeopte have dikeasesawAIDS, and t hat s al ways
concern. At times when | *"m doing it | hav
lucky so far, touch wood.

The family member in this study also shar

mental illness impeded their ability to develop an agreement,

He was so psychologically |l oose that he <c
establishaconversati on, “t hese are our motives, and
what we are doing and you"ve known me all
gather children from other people”, and t
concrete and reliable for him. And then off on his own he would slip into this

black hole of paranoia and not be able to retain the information that had been

established to make him safe.
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This family member experienced a variety of
illness, struggling with the signs and symptoms of paranoid schizophrenia. This also
included the symptom of grandiosity, and how this parent presented them in ways that
were not true or accurate, and how again this made it very difficult to form a consistent
Ulysses Agreement.
6. Parents who lacked trust and rapport with others in their Ulysses Agreement.

This category consists of 24 incidents from ten participants (four professionals,
five parents and one family member). This category describes incidents where the
Ulysses Agreement was hindered or adversely affected as a result of a lack of trust and
rapport in the relationship between parents or caregivers and professionals. This also
includes where there was a lack of trust and rapport between parents or caregivers and
their extended family supports. The parent or caregiver felt unsafe or overwhelmed. This
also includes incidents where trust was broken between participants on the Ulysses
Agreement.

Professionals described how there was apprehension and a lack of trust from
parents and family members towards professionals at the beginning of a Ulysses
Agreement. One professional recalled that “the fan
director was i nJverswaepdrticulanly apptehensign towade s s . ”
MCEFD professionals, as parents and family members were concerned that the presence of
these professionals may be a threat to their own security and of the security of their
children. Resentment and apprehension about MCFD involvement was a common
incident in this category. One professional described an incident where this was

noticeable,
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They [family members] resented MCFD involvement in the first place, so they
felt that we had dictated the fact that a Ulysses Agreement be on file in case mom
decompensated again. So i t necessarihy‘a tesentment of a Ulysses
Agreement, but just the fact that we had suggested and referred, that we were
involved. That was probably problematic because we had a long history with this
family, and t hey h a dfetypkans Hadbekn tiged te ke t
put into place previously, and th

through with and the children had ended up being removed.

experi e

ey hadn*®

Professionals also experienced incidences where parents or caregivers had a lack of trust

in their non-professional supports. For example, one professional described an incident of

the parent she worked with,

| think partly the relationship between mom and her own mother. Her own mother
is quite the matriarchal personality and I think ever since she was young she was

quite controlling. And my client now felt that she was a grownup and that she felt

that she could make the decisions for herself, and she felt that her mother

shouldn*"t be making the deciasli ons.

So t

reluctance on the part of the parent"™s

decisions about her children, if she decompensated.

Another professional described their experience of how a parent had a lack of trust

towards non-professional supports. Thispr of essi onal st ated

it was fear, she was afraid, she said that over the years she learned to trust people, and

then they turned on her, and so she

professional statedth at t he parent had an “acri moni

about

woul d

ous

h

P

t

r

e

a

a
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which resulted in an unstable support networ
leaving her kids with.
Another professional described how the lack of relationship and the lack of
rapport or trust was a hindering factor with the parent she worked with. She explained
that because there was no relationship, this
This professional said,
She didn"t trust me, apabithertitejudgeaSeke al so par
could talk to her social worker about her Ulysses Agreement, she really wanted to
have one and was very enthusiastic about
but when she came, she wasjustthetwgpafi ng t o op
us. For me | could have done it, but for
talking about my wishes and my fears. | really noticed a huge difference, and |
can attribute some of it to the lack of trust.
Parents had very similar and powerful examples of how trust was not established
or how trust was broken in their relationships with professionals and non-professionals.
One parent shared how her trust was broken by a close friend, and what the outcome of
this incident had on their relationship and her Ulysses Agreement:
| had a boyfriend in my life, and she [friend] thought it was a really unhealthy
thing, and she had gone through some bad relationships, so because of that she
thought | wasn®"t stabl eetimwithathel , and she ¢
professionals, and it was a big ordeal because she wanted me to break up with my
boyfriend and I didn*"t want to. And that

about how people on your Ulysses Agreement can call meetings with
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professionals when they might have some kind of ulterior motives, right, because
she was dead set on getting me to break u
the |l ength that she went to, aymdre,t hen | d
and | took her off my agreement.
For this parent, the result throughout the agreement was that she felt unsafe and unsure
about including more non-professional supports because of this incident where she
strongly felt that her trust and relationship with this friend was broken. As a result, most
of her supports were professionals, and she remained apprehensive about including
family and friends.
Another parent shared her experience of having people in her agreement who she
didn*"t trust,
So I think there is a benefit to the Ulysses Agreement but | think you have to
seriously consider who in the agreement, because I think it was unwise for me to
have my ex-husband there — I think you need to have people in the agreement that
are less, have less baggage.

Another parent shared about how important trust was for them in their agreement,

Trust i s huge because iIit"s your kids, rig
say "t andtken | haththe'illegal siege come in, and my son was gone. And
| knew basically that she was thinking it was long-term,and lwas| i ke “no | wan

my kids back.”
For the family member in this agreement, trust was also a major factor that was a
hi ndrance for her in the development of the

one of a lack of trust towards the parent with mental illness,
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That was pretty traumatic because my [the parent with mental illness] is a big
man, and he kept coming to my door and, really being on edge waiting about the
next time he was going to be at my door, and living with the realization that I had
stolen his s o n . he feafthat he might try to steal my daughter, just because
there"s some, he has a retaliatory natur e
probably 6 or 7 at the time, oplayd she prob
outside alone but sometimes she was out there with my son or with my cousin and
|l didn*t feel free to allow that anymore.
7. Parents who lacked negprofessional supports and who felt isolated in their Ulysses
Agreement.
This category consists of 21 critical incidents from eight participants (three
professionals, four parents and one family member). This category describes incidents
where the parent or caregiver felt alone and isolated in the agreement, and had a complete
lack of non-professional supports in the agreement. This category does not include
incidents where the supports were available but not willing or unable to participate, but
rather incidents where there was just a complete lack of non-professional supports.
Professionals described similar incidents in that the parent had no family or
friends in the area, for example the family was out of the province. In many cases,
parents isolated themselves from family and friends, which could have been for a number
of reasons. One professional re ¢ a | $hee[ghrent] Isolated herself, and she and him
[abusive partner] were exclusive despite being separate, they had an exclusive

relationship and he couldn®"t be part of the



121

Another professional recalled the incredible challenge it was for parents to build non-

professional supports when they feel isolated and alone. This professional stated,

A lot of people, they are somewhat isolated, and so how do they start to build

those support systems. That in and-of-itself can be r eal

l'y hard,

an

have them, then where do you start buildingthem.1 t *s so over whel mi ng.

for her there might have been

t hat

there didn"t real |y andyhatshkwouklcklookth er e

This same professional recalled that with this parent, there was nobody else in her

Ulysses Agreement other than professionals, and how this was an incredible hindrance to

the development of the agreement. This was hindering because,

Without her having a support system, that what happens on a Friday night or

Saturday, and she feels that she is in crisis and maybe needs to go to the hospital,

seek some medical hel p, she ca

n"“t

my concern was that there needed to be people, natural supports, family, friends,

people that were going to be accessible to her in the after hours, if she needed

someone quickly that there was someone there.

Parents also experienced a lack of non-professional supports as a hindering factor

in their agreements. One parent commented that she now had to update her agreement

because her friend is no longer to care for her children in case she becomes unwell, and

this is difficult because she has a lack of trustworthy family supports for her kids to go to.

Anot her parent remarked that “nob

|l had nobody tell me , maybe you s

ody
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that.” Anot her p difficalhittwas foehen o mdkesa don-praofessional w
support network in her agreement;
| kind of needed, | was so used to having people hold my hand through things,
being very institutionalized, | was in and out of the hospital all the time before 1
had my son. It was hard for me to stand on my own, and get some kind of
document in place [by myself].
8. Parents who denied or lacked insight into their mental illness, including its signs and
symptoms.
This category consists of ten incidents from four participants (two professionals,
one parent and one family member). This category describes incidents where the
agreement was hindered as a result of the parent denying the symptoms of their mental
illness, and includes where the parent lacked insight into their illness to the degree where
they were not being honest or forthcoming in the agreement and with their supports.
One professional described an incident where she was not confident that the
parent had been honest in the supports that she had put down in her agreement,
Il wasn®"t entirely ygtalkedabout whatthe agrderaett s he had
really with the people that she had designated as to take her child. They were
relat i ves and s o hdveykudalkddto X snkY " a g dle&sr | “ v e
talked to themandtheys ai d yup, no problem they*"Il Il ta
This professional s apprehension about th
she had included in the agreement led her to follow up with the supports, and to ensure
that these supports fully understood the agreement and what was going to be asked of

them. Another professional stated that the parent she worked with,
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Denied most of her mental illness, she denied having been diagnosed, she denied
depression, so there were times when she was saying“l “ m al |l fine, and t
reason | "m seeing a psychiatrist is becau
and the Ministryi s maki ng me see a psychliatrist?”.
don"t have a ment aytchiatrist td pfeaseshs systeh. "onl y have
This same parent also denied the impact her illness had on her child, in the

Ulysses Agreement document. For example,
And some of t hwhengoureos dgets realty sad or madt, @hat
works well to soot heOhteénaverfet anadashéhe woul d
put that in the document. And we knew for a fact that he had just started
kindergarten and he had been kicked out on a regular basis, he was completely
not. He had a T.A. attached to him already, we had documented that he had bursts
of anger that were really out of control, and her reality on the document was really
, he does nAntso liererealityrsma oufs was so different.

One of the parents in this study also admitted how at times she would not always

be forthcomingabout her 11 Il ness and its symptoms. Thi
and he says ,yea, you"re manic" and | say ,n
because it"s very scary.” The family member

where the parent of the agreement was dishonest towards his family and professional
supports.
9. Parents who experienced social stigma towards their mental illness from professionals

and nonprofessionals.



124

This category consists of nine incidents from three participants (one professional
and two parents). This category describes incidents where the parent experience explicit
or implicit stigma towards their illness from either professionals or non-professionals,
resulting in a sense of shame, embarrassment and isolation on the part of the parent. The
professional described the parent®s experien
illness in her family, and how this was a barrier for this parent. This professional recalled,

Mom [the parent] was resistant to opening up to healthier family members out of

not wanting those family member to know what was truly going on in her life. So

| think that that piece, if | was going to work more with her, 1 would work on

breaking down that wall, because | think that when you are unhealthy you want to

present well to healthy family members who you perceive to be healthy and not

realizing how much help they could offer you. | believe that her brother was an

RCMP officer, so judgment, getting the perception of what was going on, and her

thought that there would be blame placed on her for where she was at and the

struggles that she was having. So | think that wanting to contain it but not

realizing how support could be there possibly if she opened it up.
This professional experienceds oci al stigma from this parent”® :
real barrier, and one that prevented and made it difficult for this parent to establish more
strong non-professional supports in her agreement.

Another parent experienced social stigma towards mental illness from a key
professional who was involved in her agreement. This parent recalled this incident,

My support worker hadn“t dealt with anybo

wasapani cky, t hat sohgroadtrypigoayloagtrh, dustglrs,d wn
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say that because that was actually why | was being treated the way | was, because

she had never dealt with it before; she had dealt with people who were crack

addicts and stuff, but never with someone with a mental illness, and she was new,

she was new, | kept hearing that. Yea, because she had never dealt with someone

who had ment al i Il ness, andoevanvyoyeujuet
just going to do harm to your children, w
trying to do better. Yea, lots of stigma especially from her, you know, it was like,

“oh you have no supports we l | | have | ot
have my team of supports. Because of my age | know sometimes more than my
support workers know, yea.
Another parent had a similar experience of perceived social stigma towards her
from professionals and non-professionals. This parent explained that her experience was,
“Yea, I felt |ike | was being judgwed, yea. E
everything that | hadFudhermaee, thisipaoem described t he past
her experiences,

Sometimes it feels like bureaucracyc o mi ng down on me. Wel | it

because you are talking about things of a personal nature, and it feels invasive,

because you don"t necessarily want to tal
those manic phases, but at the same ti me
to Il ook for. I't*"s a double edged sword.

For parents and caregivers, including extended supports, social stigma towards

mental illness is a very real and pervasive barrier and is often a hindering factor that
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prevents or discourages parents from seeking additional support from professionals and
non-professionals.
10. Parents who expezinced financial stressorsicluding stigma or shame about
poverty
This small category consists of four incidents from three participants (two
professionals and one family member). One professional described an incident where the
parent experience financial poverty and the stigma about this barrier in this way,
The stress, you know lack of money, other stressors of life, relationships, she
really wanted to be in a relationship with a boyfriend. | wonder if those other
concerns in her life made it difficult to manage the stress of what was happening
to her and her son. So I think it was harder for her to really hear what was being

said sometimes or cope with what was happening, because it was so much to

handle, and I think in many ways she was veryalone.She often sai d “ my s
visiting for the weekend, and | don"t hayv
even the foster mom offered to bring food, I think she had pride, | don*“t know,
she woubdtéeank” Mou, | don"t washe to owe ¢

would not take the support from anyone, the financial support from the Ministry
or even the cooking from the foster mom. The foster mom was working with the
mom, was really supportive and great in many ways, and found ways to support

her.

Another professional shared a similar experience of how the caregivers in one Ulysses
Agreement had the additionals t r ess o f f i rma[caregivasiweeoncer ns, “ 1

definitely not in a position where they have the extra dollars to financially provide for
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thesechild r e n . So that was a barrier.” Another <ca
shareda si mi | ar b ardgngleself-e mpd oyeel was enA” as wel |
important to recognize and be aware of potential additional barriers that parents and

caregivers face as they attempt to care for their children, and manage their mental illness.

The stress of finances and to stigma around not having very much money is very real

challenges that parents and caregivers face.

OtherFactors: Other factors that hinered the process of deloping the Ulysses

Agreement

11. Nonprofessional supportwere unable or unwilling to participate in the Ulysses

Agreement.

This category consists of 23 incidents from nine participants (four professionals,
four parents and one family member). This category describes hindering incidents where
the parent or caregiver had barriers in their non-professionals supports. Friends and
family members were too busy, not interested or otherwise unavailable to participate in
the Ulysses Agreement. This category is distinguished by incidents where the parent did
have non-professional supports available, however, they experienced these barriers in
regards to the involvement that they could have. In some cases the Ulysses Agreement
was hindered and in other cases it was ended, where this incident played a major part on
this outcome.

For example one professional stated that,

| said that the next step would be to contact them [non-professional supports] and

have a conversation with them and | asked her if she wanted to contact them. At

first she said yes, and nothing happened, and we waited about a month, and she
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wouldn®"t, so finally I said “well your so
forever so I f you don"tndogit hlbhgespelpdat
had a choice. She didn"t call, so | start
either they didn“t return my calls or the
One said she was definitely willing to help but she was moving out of the
province. So | came back to the table with mom and said, what do we do now,
we " r e st uecikt,h ebre ctahuesye aren*t willing to co
moving away, or what are we going to do because they need to take some
responsibilityaswel | . So we couldn®"t go any further
“whatever, take me to court, | *"m done."”
This same parent, according to this professional felt that it was a burden to bother her
friends with her agreement.
Other professionals also described situations where the parent was not being
supported by family and friends. One professional stated that the family was just too
busy, had their own things to do and worry a
part in the agreement. This professional said,
They [family]f el t t hat they couldn®t commit to o
somebody might have gone away; you know somebody was living abroad for 3
months of the year, the family was breaking down, there was a problem with the
marriage, sowhat wasn“t quite stable, but in a mo

they were really not wanting to put down on paper a concrete plan.
Another professional described how her client had a parent who was there,

however was unable to participate. This professional said,
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She [mother of parent] did actually state, that she may not be, it would just
depend. ,1"m not necessarily going to be
what the circumstances are. So | can understand her [parent] uncertainty and that
thh s wasn“t just a mom that she leould phon
mom would drop everything.
Another professional stated a similar barrier to the development of a Ulysses
Agreement , wh@&imay bétvween themotheavath memtal illness and her
mot her”, and this strenuous relationship cre
and her family supports.
For some family members, being busy and unsure about the process of the
Ulysses Agreement, and unsure about the value in having an advance plan in writing was
an incident. One professional recalled,
Some of the family members felt that its 0.k., because there are another 4 family
me mbers who can step in if | can*t. | f yo
you know, grandmadown t he road can“t do it, and t he
whereas when there are mul tMaght e opti ons t
someone else can do it”. So there was almn
again could have been a positive, but in this particular agreement it as probably
detrimental to it. And then you have all the dynamics between all the family
members, right, as well, some of the f ami
other as well. Then there are problems.
One parent described her experience of struggling with including family

members, and how at times being a part of the agreement was too overwhelming for
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famil y me mber s . T hyimemwheawaseanrying thesburddn, of everything,
and she was totally overwhelmed by itall, anditcame t o t he poi nt wher e |
want to involve her i n anytAnatherpgarettradcaause it w
similar experience of being nervous and unsure about involving her family members,
It had been a long time since | had hadarelapseo f any ki nd, and | ju
think their [family] support would be that strong, that was what | was nervous
about, Il just didn*"t think they would be
life of his own, and I never really got along with his wife, right, so | was nervous
about that, and she works not for the Ministry but she does child, or teenager
intervention and stuff like this. So I was nervous about this, and with my mom,
she does never really notices when things are bad, so that was what | found was
hi ndering, was only having those two supp
would step up to the plate.
For parents with mental illness, struggling to include close family members and
friends was a common hindrance to the development of their agreement. For many
parents, either real or perceived busyness of non-professionals supports, parents feeling
as though professionalsar e bot hering their family, that t
to participate. One parent commented that in her experience she thought,
It would be more beneficial to have frieni
always a personal level of involvement. If its friends, they have nothing to gain or
lose by assisting in the process. So I think it was unwise to have my ex husband

there.
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For the family member in the study, they had similar incidents where their family
members and non-professional supports were too busy, or there were already existing
problems in relationships that hindered their involvement in the agreement.

12. Challenges that parents, family members and professionals hadlating and
forming the actuaUlysses Agreement document

This category consists of 15 incidents from six participants (two professionals and
four parents). This category describes incidents where the Ulysses Agreement was
hindered as a result of challenges with updating the actual written agreement (includes
electronically), as well as challenges with arranging meetings, finding a suitable location,
basically the logistics of developing a Ulysses Agreement.

One professional commented that updating the Ulysses Agreement was a
challenge for the parent they worked with, particularly because the responsibility to
update the agreement lies with the parent. This professional commented on these
challenges for the parent by saying,

The Ulysses Agreement is only as good as it is current. | know that its meant to be

a living document but it has to, it does have to be that, and if you have an

agreement then its constant, you have to pay attention to it, and change it, you

can®"t just park iwtondnt Ibeawvd fietct i owteher wi se

For this professional who observed the challenges for this parent in updating their
Ulysses Agreement, the outcome of these challenges are described in this incident,

That one incident where she did have to go into the hospital and things fell apart, |

think it became really clear for me that as soon as she had that falling out with this

friend, she needed to be thinking about and putting into place, and communicating
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with people that this was the case. Becau
effective. And | see that as being a challenge because i t abost paying constant
attention to it. Because even as your children get older their needs may change as
well. Constantly revising and revisiting it, and communicating about it.

For parents to take ownership of the agreement, to take responsibility to update it

continually, can be a real challenge. These challenges with updating the document were

also strongly reiterated by parents. One parent stated,
Umm, one thing that was a problem, | thin
an organic document it changes all the ti
non professional people who come in and out of your life, not so much with the
professionals, but non professionals for
take care of my child. Because | ended up breaking up with my boyfriend, the

person who first was going to be taking care of my son, we had a falling out, so |

had to change it, and it went to my boyfr
|l had to change it again. And | haven®t t
big changes.

She also stated that it was a constant challenge for her to update her agreement, including
having to get professionals and non-professionals all together to sign the agreement. She
said,
You have to type the things all out again, and get everyone to come and change it
and sign it. Lotig dfo pecep lme edam'gt, makd t "

document because their signature i1isn“t on
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Getting the actual document signed by all participants in the agreement was a
challenge that other parents experienced as well. For example, another parent stated that,
Wel |l actwually, I still don®"t have it sign
think the biggest thing with getting it signed, getting those parties together so that
they can set up dates and just stick with the dates, and that falls on yourself.
Another parent explained how she felt overwhelmed with the Ulysses Agreement
document, particularly the sense of responsibility and pressure that she felt in having to
complete it herself. For this individual, initially being told by professionals in her
agreement that this was her document, and that she needed to complete it herself, was a
challenged and hindrance, particularly at the beginning. For t hi s pditlent , it w
bit overwhelming at first, because | am not verygoodonth e comput er and st uf f
pressured to complete the agreement alone, and not having other supports to help her
with this, this,parent®"s experience was
| was on the computer just, and | felt a little overwhelmed because it just felt like
a big chore to me. And sometimes when you are feeling a bit depressed or
whatever, if anything makes you feel over
absolutely you®"re just not going to do it
was told type it up myself. So yea I did feel that it was a little bit of a hindering
factor, that it put me off a bit.
13. Non-professional supportwho also strugglesvith mental healtltoncerns
This category consisted of nine incidents from seven participants (three
professionals, three parents and one family member). This category describes critical

incidents where the process of developing the Ulysses Agreement was hindered as a
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result of the parents" non-professional supports, who were often the primary caregiver of
t he p aldemfdar when they become unwell as a result of their illness, also
struggling with mental health concerns or problems with substance abuse. This resulted
in an unstable or unsafe support network for the children of the parent with mental
illness.
Professionals observed this hindering theme in a number of ways with the parents
they worked with. One professional said, * We
support also had mental health diagnosis and was dealing with her own stress, but was
alsotrying t o support these ki dsAnothérprofessiommlo m was i n
explained that the supports that this parent had included in her agreement were not stable
and were struggling with a variety of issues. This professionaldescri bed t he parent " ¢
net wo r khesapports that 3he chose, | contacted most of them on the phone, and |
was obligated to do a check on this system, and most of them were female friends who
had quite a lot of involvement with the Ministry and were not necessarily the safest
people for a child to be ar dhisprafessiomlr t o be he
continued to describe this parent®s soci al N
And because | think her friends were themselves struggling with a lot of personal
issues, | doubted that they would really be in a position to assist her like she really
needed to be assisted. So I didn"t trust,
because of her not so healthy surroundings. People who had alcoholics, or mental
health issues, trauma in their past, poverty was one of the factors, you know, if
mom has a break down who can take this child and feed the child for a few days,

even that was a challenge was to find the funds or even a safe shelter for the child.
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For another professional, the parent* s pr i mary support was an ¢
for safety reasonswas not abl e to be a caregiver of thi
her becoming unwell. This professional described this parent as being very emotionally
connected and attached to this partner, and that they had been together for many years,
although the relationship was not healthy or strong, this individual was exclusive of all
other relationships save with this one partner. Thus, the result was a very unstable and
unsafe support network, one in which this parent could not confidently send their children
to if she became unwell as a result of her mental illness.

One parent also described her experience of having a support network who
suffered from mental illness. For this parent in particular, her mother who was one of the
primary caregivers in her agreement, suffered from depression. This parent described her
situation in this say,

With my mom, it was hard for her to see when | am not well, because she goes

through depression herself. A | ot of the time she doesn-”t

depression, but she is. So she always sa y swell the world is depressing anyways,

sohowwouldlbe abl e to see yaemytrhigrhg ,i nweldu”i f |
showered for a week and not getting out of bedands t uf f . And i t"*"s hard
see it, whatever the reasons.

For this parent, due to her mother also struggling with depression, it was a
challenge to have her mother included in the agreement as a safe place for her child to go
to.

Anot her imayswport dlsshadpnental illness concerns. This parent

said,
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Because she [best friend] was having a hard time too, because she has mental
health problems to o . 't was k bkwhatenflsupposedtogo, | i ke *
now” Il i ke she"secmott havegmwekilds, yea, you
For this parent, a feeling of helplessness or confusion about who to turn to next in
her agreement in the case of her becoming unwell, when her primary support person also
was unwell, was a very real challenge and hindrance to her agreement.
Two parents in this agreement also described incidents where their children
suffered from mental health concerns, and described how this was a barrier and hindrance
to their Ulysses Agreementwi tnehipsaroewnt isstsautee
depressed someti mes, and he says he®"s going
with too. He says if he"s not rich by 30 he-*
challenge to see and observe her children struggling with similar mental health concerns,
for this individual it served as a deterrent to including her son or extended family
members in her agreement, and also contributed to a lot of shame and guilt in the effects

that it had on her family and son. For another parent, her adolescent daughter struggled

with mental health concerns, at one point whilethispar ent was hoakpdi t al i zed
away from my [primary caregiver®s in the agr
the streets. Shecametoame et i ng and hadn®"t showered in th

t hat was Al dolthe family member irf this study, having a support
network that struggled with mental health concerns, hindered the development of the
Ulysses Agreementtheywerei nvol ved in. This family member

when the whole crisis erupted my aunt who might have been a support, [there] was a
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breakdown in our relationship because she was, she has her own challenges. Some
unchecked anxiety.”
Recommendations
Recommendations for Parents and Family Membféi@n the interviews with
professionals, parents and a family member, there were many suggestions and
recommendations that were offered for parents or family members involved in
developing future Ulysses Agreements. One professional had this piece of advice to offer
parents and family members,
[To] foster and further explore extended family because | think that the barriers
with so many clients with mental illness, whether it be their own perspective of
what other people perceive them as, or maybe i t réalsbut trying to dig deeper for
healthy supports that could be part of the plan. In this issue too, because her best
friend has mental illness, they naturally gravitate towards each other because they
understand each other. But then there was difficulty because her support was also
struggling with stress during part of her need when she was low, her friend was
dealing with it as well. So then there we
willing to discuss this with. So maybe exploring with the client is that a true
barrier or just a perceived barrier.
The importance of parents in seeking additional non-professional supports,
particularly from family and friends, cannot be overstated. Another professional had a
similar piece of advice for parents, as well as for professionals involved in developing the

agreement,
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There has to be enough people involved, and those natural supports are critical —

helping people really identify those natural supports —and iftheyd on*t have t hel

how are they going to build them, because

work, because professionals are limited by their role and their time they are

available.

One parent also shared her advice for other parents who are in situations where
t hey ar e | a Gdtsuppogd, havewsypgord Suppasrt;is huge for your kids, and
for yourself. Unfortunately, you have to fight for your support. * For t hi s parent,
push herself to obtain the services and connections that were going to help herself and her
family was a major factor in the successful development of her agreement. For another
parent, similar advice was offered, in regards to seeking non-professional supports and
even at times making oneself vulnerable to familyandf r i ends. Thi s parent*® s

Umm, it*"s hard to trust, but give your sel

from dysfunction and stuff. And amazingly there is a lot of function in it right

(laughing), there really is and can be right, you just have to give yourself the

chance to trust those around you, they love you, and they want to pull together for

you.

Anot her parent shared si mi Doar" ta dovei caef rfaoird
put your pastor down, | remember [professional] sayingd on“t put too many pe
but put enough you feel comfortable and that you feel supported. ” For t hi s parent
involving as many good, positive supports that she had was instrumental in the successful

development of her agreement.
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Another parent had this piece of advice to offer parents with mental illness who
are developing al Utlhismske st Waytanetcehalesomenodyd' | | 'y i m
from mental health that you see regularly, because sometimes you talk to them about
thingsthatyouwould n “t tal k to. YoBorfthesdsndboudual,
professional and taking advantage of the services and support that a therapist could
provide her, was important in her experience.
Recommendations for Professiondlkere were many different suggestions for
future professionals involved in developing Ulysses Agreements with parents and
families. One professional described the role of future professionals, and the importance
of engagement of family members and other non-professionalss uppor t s, “Just ge:
people on board and getting the system down
be more systematic so that everyone knows wh
One parent had this strong and pertinent suggestion for professionals who are
involved in providing services to parents with mental illness,
Get involved, if you [professionals] know that you have a mentally ill client, even
if they are doing well, make connections for them, or give them phone numbers,
or getinvolved yourself. Like it s a resource that needs
This parent®"s suggestion is really one of
advocating for parents and families, in their abilities to receive services and information.
For many parents who were interviewed for this study, a common and important theme
that emerged, as was discussed earlier in the helping categories, was their experience of
having professionals who were personally invested, motivated and committed to

providing support and services to these families The pr of essi onal s who *“w
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mile” with their clients made a tremendous d
of developing Ulysses Agreements.

Further advice for professionals involves the importance of involving the parent
with mental illness, with a strength-based, empowerment focused mentality, where the
parent feels “at the centre” of the agreemen
w a sAll | can say is involve the patient [parent] more. ”

Additional advice for professionals, particularly those involved in the formation
of the document, was to be time-limited. Parents and professionals gave strong
suggestions and recommendations towards the importance of creating the document in a
timely manner. Forexa mp | e, one pr onightsuggesbatimellimis t at ed,
maybe haveachat wi t h t he omybetwe cangét DUA wahm the nexa3y
or 6 npuoealistibtemeframe. ” Thi s same advice was echoec
who stated thatherad vi ce f or professional$ wouank tsbe to

rather than leaving the process open-ended.
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CHAPTER 5: DISCUSSION

This study was an exploration of factors that help and hinder the development of
the Ulysses Agreement program in the Fraser Region of British Columbia from the
perspectives of five parents, five professionals and one family member. Participants were
asked to describe specific helping and hindering incidences from their experiences in
developing a Ulysses Agreement. Interviews were transcribed verbatim, and then were
analyzed for critical incidents. From these 11 interviews, a total of 452 incidents were
extracted from the transcripts. These 452 incidents were then categorized into common
themes, 12 helping categories and 13 hindering categories. In total there were 215
helping incidents and 237 hindering incidents.

The purpose of this chapter is to further discuss the findings of these critical
incidents and the categories that were formed, including the implications and relevance of
these categories or themes in relation to pre-existing literature on parental mental illness
and collaborative practice. Thus, this chapter contains a summary of the results of this
study, discussing the helping and hindering categories and their implications for the
Ulysses Agreement program. Also these categories are discussed in regards to their
relevance and relation to already existing literature, and then their implications for future
professionals and non-professionals who develop Ulysses Agreement in supporting
families with parental mental illness. Also, the limitations of this study, including its
design and the limit of generalizability are described. This chapter ends with suggestions
for future research on parental mental illness and collaborative practice, including
suggestions for future research involving Ulysses Agreements.

Summary of Results
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What helps theal/elopment of Ulysses Agreemeihtds study explored what has
helped the process of developing Ulysses Agreements from the unique perspectives of
parents, professionals and one family member. A total of 215 helping incidents were
extracted from the 11 interviews. The critical helping incidences could be categorized
into three main themes; professional factors, parent factors and other factors. It is clear
from the participants® interviews that the r
attitudes, and their general involvement, plays a major part in the successful development
of an agreement. For example, professionals who provided helpful, necessary
information, including self-disclosure to parents and family members really helped to
facilitate trust, rapport and safety within the Ulysses Agreement. This action by
professionals is important in supporting families where a parent has a mental illness
(Alakus, Conwell, Gilbert, Buist & Castle, 2007). Professionals who are readily
accessible for contact, information and moral support, including having the support of
professionals such as school teachers, was helpful in this study and as identified in the
literature (Reupert & Maybery, 2007a). Further examples from this study where actions
and attitudes of professionals was helping include, having professionals go to the parent
or families®™ home tementdcenumenicating toparerds, fdthiligss ses Agr
and even other professionals that they are available and accessible when the need arises.

The implications of these findings for future professionals involved in Ulysses
Agreements is clearly the importance of being invested and engaged with the parent and
family, seeking to establish rapport and a relationship that brings normalcy and comfort.
This is so important, given the literature on mental illness which emphasizes the social

stigma often experienced by individuals who suffer from mental illness (e.g., Hinshaw
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2005; Maybery, Oyserman, Bybee & MacFarlane, 2002; Reupert & Maybery, 2007Db).
Professionals need to be extra vigilant and mindful in creating safety, comfort, trust and
rapport with parents and their families. In other words, prior to creating a Ulysses
document, prior to even convening meetings with the family and multiple professionals,
key professionals involved in the agreement should be actively and purposefully building
rapport and securing engagement with the parent and family members. Otherwise, as one
parent described her experience of developing her Ulysses Agreement when this was not

takingl pmmatckei,nKi ng that there wasn"t the com

whether | was depressedormani ¢, so when | *"m manic umm, t he
themselves, but | "m sitting here scared. And
tobe” So for professionals, invol vhesedgndt he par e

preventive approach and mentality that seeks the empowerment of the parent, is a key to
the successful development of a Ulysses Agreement.

For parents to feel that they owned the agreement and that they had the power and
authority to determine a plan for themselves and for their children when they become
unwell, was essential for the participants in this study. As one professional described her
observation of the parent she woMidted with, w
happens to her kids when she gets sick, they always go into care, and this was an
opportunity for her to take some control over that and | think that she was really pleased.”
This theme of empowerment, as discussed previously, is paramount in the successful
development of a Ulysses Agreement. This strength of the Ulysses Agreement program is
also similar to other forms of collaborative practices that are used in British Columbia,

for example the wraparound program (Cailleaux & Dechief, 2006), family group
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conferencing (Pennel, 2004) and integrated case management (Hubberstey, 2001). For
parents with mental illness, who face struggles they face associated with social stigma
(Hinshaw, 2005) and isolation (Reupert & Maybery, 2007a), including the reality that
many have previous experiences of being hospitalized and institutionalized, engaging in a
collaborative exercise like a Ulysses Agreement can be challenging. As one parent said,
“1 was so used to having people hold my hand through things, being very
institutionalized, | was in and out of the hospital all the time before | had myson. » Wi t h
this sense of empowerment and putting the parent at the centre of the agreement, comes
the importance of enabling the parent to choose where they want their child to go when
they become unwell. There is a great deal of support in the literature on parental mental
illness that emphasizes the importance of motivation for their children by these parents
(e.g. Mowbray et al., 1995; Reupert & Maybery, 2007b; VanDeMark et al., 2005). For
these parents, their children are their primary motivating factor for completing the
Ulysses Agreement. As o ne p aMgsontwasshe naotivaetidg,factdr, obviously
my son was my motivating factor. "n At h er p #My ladsare mg veoilddright, “
and to have that kind of security, itwas a mazi ng, | di"dmB'Yt have to
empowering parents to have choice and freedom in their decisions about where their
children will go when they become unwell, and who will care for their children, also
creating a detailed written plan in a document that everyone else in the agreement is
obligated to follow, is an incredible strength of a Ulysses Agreement. For parents, having
a strong motivation for caring for and providing safety for their children, was a major

helping factor for the participants interviewed in this study.
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For parents in this study, and the professionals working with them, the existence
of strong social supports, particularly from non-professionals was a major helping factor

in the overall successful development of Ulysses Agreements. In some cases, where the

parent didn®t ha vamily mdmkers, bavimgevengne slosep p o r t

supportive friend was enough to be a significant factor in aiding the agreement. This
importance of involving family supports and friends is further demonstrated and
supported in the literature on parental mental illness and collaborative practice (e.g.
Focht-Birkerts & Beardslee 2000; Miller & Darlington, 2002). In fact, several
participants commented that their Ulysses Agreement would not have worked without
these non-professional supports. Furthermore, in the cases where the Ulysses Agreement
was not successful implemented, it was largely contributed to a lack of supports involved
in the agreement. As was evident in the testimonies shared by participants, having close
non-professionals supports not only often provided a secure and safe location for the
children to go, but also these supports were able to recognize, confront and keep
accountable the parent with mental illness particularly in regards to the signs and
symptoms of their mental illness. In other words, these supports provided the necessary
services and interventions that professionals simply are unable to provide. For some
parents, trust towards family members and friends was a major factor that either hindered
or helped the process of developing their agreement. For parents who were able to reach
out to these supports and who communicated their need for friends and family, their
Ulysses Agreement was strengthened. This was also the case for parents who became

aware of their mental illness and who sought accountability for the symptoms of their

of
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illness, although in many cases was a tremendous challenge for parents, but essential to
the development of their agreement.

Another important helpful theme, which is unique to this study and nature of
Ulysses Agreements, is the importance of having a written, non-legal document. The
Ulysses Agreementout | i nes al | the different component
mental illness, the members in their support network, and their plan or wishes for how
their children would be cared for, and by whom. For many participants, having this
written document not only gave them a greater sense of security knowing where their
children will be if they ever become unwell due to their illness, but also put other
professionals more at ease, opened up communication between the parent, family
members and professionals. In some cases, having a written document decreased real or
perceived social stigma towards the parent with mental illness from family members and
professionals. The written document enabled and empowered the parent and family
because it was their agreement. Furthermore it was helpful to form a plan in advance, to
be strength-based and preventive, and to assure the safety and security of their family and
themselves. The importance of these factors has also been identified as essential
components of helpful services to parents with mental illness (e.g. Beardslee et al., 2007;
Reupert & Maybery, 2007b). These strengths of the Ulysses Agreement should not be
overlooked, and are unique components that most other collaborative practices do not
include.

What hinders the development of Ulysses Agreemirissstudy also explored
what has hindered the process of developing Ulysses Agreements from the unique

perspectives of these parents, professionals and one family member. The results of this
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study demonstrated that critical hindering incidences could be categorized into three main
themes; professional factors, parent factors and other factors. A total of 237 hindering
incidents were found in the 11 interviews. Although there was much that helped and
facilitated the development of Ulysses Agreement for participants, there was also a wide
variety of incidents that hindered this process.

In regards to professional factors that played a negative role in the development of
Ulysses Agreements, the largest category of incidents was where professionals lacked in
their abilities of functions in sharing information amongst themselves, where there was a
clear breakdown of communication, and a discontinuity of services. This category of
hindering incidents is not unique to Ulysses Agreements, and has also been identified by
other research on collaborative practice supporting families with parental mental illness
(e.g. Darlington et al., 2005b). Communication between professionals can be a difficulty
and challenge; however it is essential for the successful development of Ulysses
Agreements.

Similar to the breakdown of communication, were actions and behaviours of
professionals that were harmful or otherwise impeding of the agreement process. Actions
such as breaking confidentiality and breaking the agreement that was developed by the
parent are considered harmful. Forexample,as i n one participant®s ex
professionals contacting her son and involving him when she had specifically asked this
nottooccur.I n anot her s experience, a professional
opposed to following the protocol as it was agreed upon in the document, essentially
resulting in the parent being taken to the hospital, and the trust and rapport being broken

between the parent and professionals. Another example of an action by professionals that
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was harmful included prolonged time, particularly where professionals seemingly
“forgot” about the parent and family, where
communication. Some parents and professionals described that months would pass
between contact from some key professionals, resulting in the discontinuity of services
and of the agreement. Similar to these types of incidents, were cases where professionals
forgot about meetings and appointments, showed up late or disorganized, and in some
cases sharing false or misleading information both with parents/family members and also
other professionals. Inonep a r t i ®@xpepienae,  Professional who believed the
“l'ies” that were being propagated by the par
illness.
These types on incidences are very similar, and were often related to specific
experiences where parents or family members experienced professionals who were
dismissive of their concerns, feelings and wishes in the Ulysses Agreement. This includes
experiences where parents or familyme mber s f el t t hat professiona
in the process, had ulterior motives, or were simply not interested in hearing what they
had to say. For some participants, this experience was a tremendously harmful and
hindering factor in the development of their agreement. As one participant described, her
experience was“ t r a u fMitese types’of.incidences are clearly undesirable and
unnecessary in the mental health field from professionals. At the same time, professionals
are fallible human beings who do make mistakes, forget appointments, and occasionally
say things that are not helpful or considerate. Nonetheless, when considering the process
of developing Ulysses Agreements, professionals involved need to be vigilant and careful

in how they act and present themselves, often with parents and family members who have
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had profoundly negative experiences with the mental health system and professionals in
general.
In discussing parent factors that participants experienced as hindering during their
process of developing Ulysses Agreements, a number of different themes emerged. The
most common parent factor was hindering inci
including challenges with the symptoms of the illness and challenges with medications.
Mental illness as a hindering factor in the treatment and support of parents with mental
iliness has been a thoroughly discussed and researched topic (e.g. Darlington et al.,
2005a; Kahng et al., 2008; Mowbray et al., 2002). These researches have demonstrated
that symptoms and challenges as a result of mental illness often impede services and
progress with parents. In many cases, the more severe the mental illness and the more
severe the signs and symptoms, the more difficult it is for professionals to establish
rapport, trust and safety, thus engaging the parent in treatment and support. Furthermore,
the more severe the signs and symptoms of mental illness, the more difficult it is to
remain consistent and to maintain a continuity of services towards the individual and
their family.
Mental illness is also such an unpredictable and uncontrollable illness. As one
parent said,
But they say it"s because it"s so difficu
guite possibly trecmasell dooritt r Wepdlt Il y Ke oe
| *m manic fewzzyt hsydogsurd&. san"t s a
This same individual went on to describe her painful experience of suffering from

bi pol ar dhat this ikdhess, a racs ghsotltelgdisgusting. Because | am a
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good person, but it doesn®"t really matter be
whatlmaydo” Thi s i ndividual s experience, similar
demonstrates the incredibly difficult and challenging nature of mental illness, and how

often the parent seems to be at the ongoing mercy of its unpredictable nature. For other

parents, they forgot to take their medications as a result of their illness.

In addition to challenges as a result of their mental illness, the process of
developing a Ulysses Agreement was often hindered by the p a r edenial; oslack of
insight, into their illness and the affects of the signs and symptoms on themselves and
others. This included incidents where the parent was dishonest towards professionals,
family and even themselves about these concerns. Dishonesty and the lack of insight
towards their illness, has been a hindering factor discussed in previous literature as well
(e.g. Maybery & Reupert, 2006; Stallard et al., 2004).

The implications of this theme are numerous, and of incredible importance for
individuals involved in developing Ulysses Agreements. Awareness, insight and
accountability for parents, including family members is essential. Awareness and
sensitivity of professionals involved, and educating parents with mental illness, including
their support networks about the signs and symptoms of mental illness is crucial. In
conducting this research, the primary researcher has come to some level of understanding
of the pervasive and unpredictable nature of mental illness. Furthermore in most if not all
cases, parents do the best that they can with what they have. For many parents, even
those who suffer from extreme mental illness, as was evident in some of the participants
in this study, they do genuinely care for and love their children and family, and in most

cases struggle to do their best. For many parents, as stated by some in this study, there is
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an incredible sense of guilt and shame, increased stigma, as a result of their limited
capabilities in assuming the role of parent for their children. For professionals, the
message is clearly to attempt to understand and empathize at a basic level the world in
which these parents live and the incredible struggle that they face as a result of their
illness. Again, the importance of empowerment, parent-centered, and strength-based
interventions cannot be overstated.

Other hindering incidences to the development of Ulysses Agreements included
experiences where parents or family members experienced a lack of trust and rapport
towards professionals and or family members. For parents, feeling that they were
psychologically unsafe, feeling that their children are unsafe, especially as in some cases,
where the parent was fearful in having an MCFD social worker involved. This lack of
trust and rapport that parents or family members experienced or perceived is an ongoing
hindering factor in collaborative practice with families where a parent has a mental
illness (Darlington et al., 2005b). Similar to this experience of the lack of trust and
rapport was the hindering factor of social stigma from family members and professionals.
Social stigma has been discussed in the literature as an ongoing challenge that
individuals, particularly parents with mental iliness, experience (Hinshaw, 2005). As one
parent in this study described,

She [professional] had never dealt with someone who had mental illness, and

everyone just t-choamkasnd hywdu"yroas “jries tc ogpoi ng

chil dren, uehiathail $n"iftanything you“"re t

stigma especially from her.

r
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This issue of social stigma is a challenge for parents and family members, as
already stated. The Ulysses Agreement attempts to counter some of this social stigma, in
many cases encouraging more open communication between parents, family members
and professionals. The implications of social stigma towards mental illness, as
experienced by parents, is that future individuals (both professionals and non-
professionals) need to continue to bring normalcy, stability and education to families and
society in general. In other words, it is important to view parents, regardless of a
diagnosis of mental illness, as possessing the same potential to be competent and capable
in their roles of caring for their children as parents without mental illness.

Another parent-centered type of hindering incident was around the experience of
a lack of non-professional supports in the agreement. For many parents in this study, and
others as identified by the literature (Reupert & Maybery, 2007b), parents with mental
iliness often feel isolated and unsupported by family members and friends, often due to
the issue of stigma, as previously discussed. In this study, some parents shared their
experiences of having no non-professional supports in their area; how in some cases, all
their family lived in another area of the country, and they often faced extreme difficulties
in forming lasting relationships with friends and community. For many professionals, it
was an incredible challenge to encourage and facilitate the establishment of strong non-
professional supports for parents who felt isolated and alone.

For other parents, there was the experience of having non-professional supports
thatwer eo “btucsy” or “not interested” in participy
supports from people who were not professionals. Challenges with the family system,

engaging the system in providing collaborative care for parents, has also been discussed



153

in the literature (Maybery et al., 2005). There is acrimony between members in the
family, making the collaborative strengthening of the family system very challenging. As
in one individual s experience in this study
and her own mother, who was her only non-professional support in the area, thereby
resulting in a total lack of additional supports in the agreement. As in many cases, there
exists a strong need for further healing and restoration in relationships between family
members in order for this support network to exist. It was strongly emphasized by some
professionals, however, that without this strong support network of family or friends, the
Ulysses Agreement program simply would not, and could not work.
Similar to this theme of challenges with non-professional supports, was also the
exi stence of a category of incidents where t
with mental illness. As i n one parent"s experience, when
a result of her own mental health concerns, this parent had nowhere else to place her
children if she also decompensated. In other cases, the support network was primarily
made up of individuals who struggled with mental health concerns, addictions concerns,
and/or relationship problems. As a result, the process of developing the Ulysses
Agreement was greatly hindered.
I n addition to these themes of <challenges
are challenges that parents, family members and professionals experienced in regards to
the logistics of developing the Ulysses Agreement. This category of incidents is largely
parallel to the helping category whereby the process of developing the Ulysses
Agreement was aided as a result of having a written document. In some cases, however,

participants experienced challenges in getting all the people in the agreement together for
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meetings, agreeing on a location, and having members signing the actual written
document. In regards to this hindering category, one parent shared this helpful advice for
future individuals developing Ulysses Agreements,

You know how you have profiles on computers, if you could have a format like

that so that you could log in and change it so that everyone in your Ulysses

Agreement had access to your profile it would be a lot easier | think. Lots of

people would keep it more updated. But, yea, you could have a website that

people could log into their agreement and access their files, yea.

Convening parents, family members and professionals will undoubtedly always
be a challenge when forming a Ulysses Agreement. However, given the advances in
technology, perhaps innovative ways of sharing information and convening meetings
could be established in this process.

Limitations

There are several limitations of this study. Since this study is exploratory and
based upon a constructivist paradigm which states that the reality of helping and
hindering factors in the development of Ulysses Agreements depends upon the socially
constructed reality of each participant, the findings will be limited in their transferability
to families or situations other than those where a parent has a mental illness. For
example, implementing Ulysses Agreements in a family where a parent is struggling with
severe substance abuse, may involve different variables than this study.

This study relied on voluntary participation, particularly from parents, and
therefore there may be some bias in regards to the parents who chose to participate in the

study. As stated in the demographics section of the description of participants, four
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parents had been diagnosed with bipolar disorder (including one who was also diagnosed
with obsessive compulsive disorder), and one parent diagnosed with major depressive
disorder. There is a clear limitation in regards to representation of mental illness in this
study. It would have been valuable, and perhaps more representative to have included
parents who were also diagnosed with psychosis or other mental illnesses not represented
in this study. Also in regards to participants, this study consisted of only female
participants. This study does not represent fathers who have mental illness, but rather the
experiences of mothers. Similarly this study does not represent male professionals
involved in developing Ulysses Agreements.

Another potential limitation of this study is the limited availability and prevalence
of Ulysses contracts that have been developed within B.C. Although the researcher
recruited participants from multiple Ulysses Agreements, from multiple locations in the
Fraser Valley (i.e. Chilliwack, Mission, Maple Ridge, Langley, Abbotsford), the Ulysses
Agreement program has only been used within the past four years. As the program
continues to be used, and as more agreements are developed with a greater variety of
parents and families, additional research would be warranted. This additional research
would be helpful as Ulysses Agreements are used more broadly and as more
professionals become familiar with it. Although some changes to Ulysses Agreement
may result from further research as they become more widespread, this does not negate
that this study does provide a comprehensive examination of the Ulysses Agreement

program as it has been used so far within the Fraser region of British Columbia.

Another | imitation of this study was

developing Ulysses Agreements. Although this study attempted to gain the unique

t

he
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subjective experiences of parents, professionals and family members, it is still lacking
information from a stakeholder in the Ulysses Agreement process, children of parents
with mental illness. Gaining the perspectives of children of parents with mental illness
experiences in developing Ulysses Agreements would potentially add a unique
perspective. A potential theme that may emerge from including children in research may
be issues of stability or permanency of placement, for example knowing in advance
where they will go if their parent becomes unwell.
Suggestions for Future Research

Following up from discussion on the limitations of this study, it would be feasible
that additional research on the Ulysses Agreement program would be warranted and
necessary as more of the agreements are developed, and with more diverse populations of
parents with mental illness. Furthermore, additional research on the experiences of
children of parents with mental illness, both younger aged children and older children,
exploring their experiences of developing a Ulysses Agreement with their parent and
family, particularly what helped or hindered this experience for them.

Furthermore it would be advisable to do
in developing this program, including a more diverse representation of mental illness, for
example schizophrenia. Also, to include research on the experiences of fathers who
struggle with mental illness, and who participate in the development of Ulysses
Agreements, would be beneficial as this is a population that is often not included in the
literature.

Implicationsfor Counselling Psychology
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This study on Ulysses Agreements has an important implication and relevance to
the field of counselling psychology. According to the Canadian Psychological
Association a recent definition of counselling psychology in Canada is the use of

Psychological principles to enhance and promote the positive growth, well-being,

and mental health of individuals, families, groups, and the broader community.

Counselling psychologists bring a collaborative, developmental, multicultural,

and wellness perspective to their research and practice...counselling

psychologists view individuals as agents of their own change and regard an
individual's pre-existing strengths and resourcefulness and the therapeutic

relationship as central mechanisms of change (Beatch et al., 2009).

This definition of counselling psychology fits with the description of the strengths
and unique qualities of the Ulysses Agreement program. In other words, Ulysses
Agreeme nt s e nd e av o u rfunctioaing liramia btrengtipbesed pefspective,
building on their already existing capacities. Ulysses Agreements, similar to the field of
counselling psychology, endeavours to empower the individual, assuming that they are
the expert in matters that pertain to their own well-being and the health. Furthermore,
Ulysses Agreements like counselling psychology endeavours to build community and
relationships, recognizing that health and well-being cannot occur in isolation and
without the support of non-professional community members. In other words, Ulysses
Agreements emulate the philosophy of counselling psychology in Canada which seeks to

minimize the gaps between professionals and consumers, reinforcing the notion that

holistic healthinvolv es mul t i pl e &wspects of peopl e

Conclwsion

S
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This study was a critical incident study of what helps and hinders the
development of Ulysses Agreement with families where a parent has a mental illness.
The sample consisted of 11 adult participants, five professionals, five parents and one
family member. The researcher interviewed these participants, and then transcribed the
interviews, selecting critical incidents from the transcripts that either helped or hindered
the process of developing a Ulysses Agreement for these participants. From these 452
incidents, 12 helping and 13 hindering categories were formed to represent these factors.
These categories were divided into three main themes; professional factors, parent factors
and other factors.

The results of this study demonstrated that the following themes were important
in the development of Ulysses Agreements. In regards to professional factors; (a)
professionals who provided important information, moral support and services that the
parent or family needed, (b) where the parent had a professional who was personally
invested and motivated in the agreement and in the overall care of the parent or family,
(c) where professionals were readily accessible for contact and were clear about their
roles and professional boundaries, and (d) where a professional was intentional in
building trust and rapport between themselves and the parent or family.

It was evident from this study that for many participants, very similar hindering
themes emerged in regards to professional factors. For example, (a) lack of information
sharing between professionals and a breakdown in communication, (b) destructive or
harmful actions of professionals, (c) limited resources and time for professionals, and (d)
where the parent®"s concernsdaadby f eel

professionals.

ngs

wer



159

These professional factors are clearly important in the successful development of
Ulysses Agreements in supporting families where a parent has a mental illness.
Professionals who are clear about their roles and who genuinely care about the family and
each individual member clearly creates an atmosphere of trust, openness and willingness
to be held accountable to each other
professionals have a lot of power when it comes to the services, the length of time that
these services are offered, and the connections that are able to be established for parents
and family members. Professionals who see their role largely as advocates for these
families and parents, and use this role in a way that further facilitates the development of
this parent®"s Ulysses Agreement, 1is

In regards to helping parent factors towards the successful development of
Ulysses Agreements, the following categories emerged; (a) where the parent felt strongly
that they were empowered and “at the
an increase in self-awareness of their mental illness and its signs and symptoms and were
willing to be accountable for these, (c) the parent having a greater sense of security,
comfort and “being okay”™ with being
themselves, resulting in a decrease

wanting to care for their children, as a facilitating factor in the development of their

i n rega

mportan

centre”

unwel | i

of SOoCi a

Ulysses Agreement,and (&)t he parent s general sense of mo:
resources, including religious faith as a helping factor in their agreement.

Similarly, when it came to hindering factors, the following major themes emerged
in regards to parent factors; (a) chall enges

including challenges with symptoms and medications and other stressors such as limited
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finances, (b) a lack of trust and rapport that the parent felt or experienced, (c) a lack of
non-professional supports where the parent felt isolated and alone, (d) a lack of insight
the parent had into their mental illness, and (e) the existence of social stigma towards
mental illness that the parent experienced in their agreement.

It is clear from this cluster of categories, that a number of parent factors play a
major role in the successful development of a Ulysses Agreement. Essentially, parents
need to be motivated to develop the agreement; they need to see personal and intrinsic
value in the process, for example the notion of developing a plan to protect their children.
Parents need to have a certain level of self-awareness in regards to their mental illness,
and need to be willing to be held accountable to their extended supports, both
professionals and non-professionals, in most cases. The Ulysses Agreement is clearly a
parent-driven, parent-centred plan that needs to have the parent in a place where they are
invested and personally able, mentally, emotionally and physically, to follow through in
the development of the plan.

Other helping incidents were categorized into the following themes; (a) having
strong non-professional supports, (b) having a written document that is flexible and
adaptable, and (c) aspects of the agreement that were preventive and advanced planning,
particularly when it came to the care of children and the avoidance of hospitalizations.

When it comes to the corresponding hindering incidents, the following themes
emerged; (a) non-professional supports were too disengaged and unable or unwilling to
participate, (b) challenges that participants had in updating the forming the actual Ulysses
Agreementdocument,and( ¢ ) and t h-gofegsianal supparts atso stnugghing

with mental health concerns.
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It is clear from this cluster of other factors in their relation to the successful
development of Ulysses Agreements that a number of important factors exist. Particularly
the importance of non-professional supports for parents with mental illness, regardless of
its severity, cannot be overstated. It is essential for parents to have family and friends in
their lives as supports, and particularly in the Ulysses Agreement. Furthermore, for some
parents and family members the Ulysses Agreement document can be seen as a very
daunting and overwhelming task, particularly if they feel they are alone in this process. It
is important to be mindful of this challenge with forming the document, particularly for
professionals and other supports in being able to help the parent and ensure that they
aren*“t feeling overwhel med with the process.

This study contributes helpful and important empirical evidence and information
in regards to what helps and hinders the development of Ulysses Agreements from a
variety of important perspectives and experiences; professionals, parents and family. In
no way is this an exhaustive study of the Ulysses Agreement program, nor of the
experiences of all parents who suffer from mental illness. However, it does offer some
helpful guidelines and common themes from these unique perspectives that should help
to guide future implementations of the Ulysses Agreement program in supporting these
parents and families. As previously stated, this research study is not intended to
thoroughly cover this fascinating and broad area of parental mental illness and
collaborative practice; however, it has provided some basis for what are important factors
and considerations that should, based on this empirical evidence, be taken into

consideration when developing a Ulysses Agreement. Likewise, this study can serve as a
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basis for factors that should be avoided, and where the utmost care and consideration
should be taken to avoid the aforementioned hindering situations or factors.
Recommendations for Retice
This section includes recommendations for the implementation and application of
Ulysses Agreements in supporting families where a parent has a mental illness, based on
this study. These recommendations will be synthesized forms of the 25 categories already
discussed. These recommendations for professionals include:
1. To strive to increase communication between agencies
2. To be clear to parents, family members and other professionals the limits of their
roles and responsibilities at the onset of the Ulysses Agreement
3. To be personally invested and motivated to participate in the Ulysses Agreement
4. To actively and intentionally establish trust, rapport and safety (i.e. therapeutic
alliance) with parents and family members
5. To take the feelings and experiences of parents and family members seriously,
seeking to provide ongoing validation and empathy
6. To emphasize that Ulysses Agreements are based on the unique strengths of the
family
7. To emphasize the importance of empowerment of the parent in the agreement;
that this is their document and their plan
8. To emphasize that other professionals and non-professionals are there to support
the parent in the construction and utilization of this plan
9. To emphasize that the Ulysses Agreement is about the minimization of risks and

harm to the parent, their children, and the family
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10. To emphasize the need for non-professional supports in the Ulysses Agreement,
and if this does not exist, to work diligently at building these supports around the
parent

11. To establish policy and Best Practice Guidelines for the implementation of

Ulysses Agreements in supporting families where a parent has a mental illness
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Appendix A
Re:  Ulysses Agreement Program Evaluation Research Study
Dear

My name is Dr. Rob Lees. | am a registered psychologist with the Ministry of
Children and Family Development. | obtained your contact information from the MCFD
registry of individuals who have participated in Ulysses Agreements within the Fraser
Region of British Columbia. I understand that you have participated in or are currently
participating in a Ulysses Agreement. As a helping agency that is interested in evaluating
and improving our programs, we would like to hear about your perceptions of this
program.

The purpose of this letter is to tell you about a research study that is being conducted
by Neil Mercer, a graduate student at Trinity Western University. This research study
will serve a number of purposes: (a) to provide parents and professionals the opportunity
to share their perspectives and experiences of Ulysses Agreements, (b) to provide Neil
with the data required to complete his maste
(c) to inform our agency about your perspectives of this program, and (d) to improve
future development of these types of agreements.

In order to protect your privacy, | am contacting you by mail to see if you might be
willing to participate in this research. Taking part will involve two stages: (a) a telephone
screening interview, lasting 10-20 minutes, to confirm you are eligible; (b) if you are
chosen to take part, it wil involve an in-person audiotaped interview with Neil, lasting
about 1 to 2 hours. Interviews will focus on what has helped or hindered in the
development of the Ulysses Agreement you were involved in. People who take part in the
innperson interview wil/| receive a $15 Tim Hor

All information that is collected will be secured in a password-protected computer
and locked file cabinet. No identifying information will be published. Participation is
completely voluntary and, even after people agree to take part, they may withdraw or end
the interview at any time without penalty.

Please consider being involved in this valuable and informative research study. I will
call you by telephone within the next two weeks to answer any questions you might have.
If you choose to participate, | will pass your contact information along to Neil, who will
telephone you. Or, if you already know you are interested in taking part, you may contact
Neil via email, neil.mercer@mytwu.ca with your contact information.

Yours truly,

Dr. Rob Lees, R. Psych. Ministry of Children and Family Development Psychologist


mailto:neil.mercer@mytwu.ca
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Appendix B
Phone Contact Scripts

Initial contact phone script by Dr. Lees will be as follows:

Hello, may | please speak to (name of participante). This is Dr. Rob Lees.
| am a registered psychologist with the Ministry of Children and Family
Development. | sent you a letter dated regarding a research study on "What

helps and hinders the development of Ulysses Agreements with families with a
parents has a mental illness". The letter was an invitation to consider being part of the
study, because as I noted in the letter, I understand that you have participated in a
Ulysses Agreement. Did you receive this letter? Are you interested in participating in
this study? Is this a convenient time for you? At this point, do you have any questions
about this study, or anything that I have said so far? | would like to remind you also
that you are free to decline participation in this study, and that if you do, there will be
no effect to any services that you are currently receiving or that you may receive in
the future. Participation in this study is entirely voluntary, and you are free to
withdraw at any time. Initially I would like to ask you, where are you currently
residing or living? (If the parent states that they are living indepently, at home and not
in a hospital, then Dr. Lees will proceed with the following script. If the parent is
hospitalized, Dr. Lees will tell them that due to their current situation and given the
severity of their mental health symptoms, we will be unable to continue with their
participation in this study).

Do you have any questions about anything I have metioned so far, including the
details of this study? Would you be willing to participate? (If no, Dr. Lees will thank
them for their time and their consideration, and respectfully end the phone
conversation).

If so, I will pass your contact information, your name and phone number, along to
Neil Mercer, the primary researcher, who will contact you to fill out the demoraphic
questionnaire and to set up an interview time.

Thank you very much for your time and your consideration in participating in this
study.

Goodbye.

Phone script for contact by Neil to potential participants, which will include the
demographic/screening questionnaire.

Hello may | please speak to (name of participant), my name is Neil Mercer. |
am calling you in regards to the study "What helps and hinders the development of
Ulysses Agreements”, which you were contacted about earlier by Dr. Rob Lees. | was
given your contact information by Dr. Lees, with whom you consented to participate
in this study. This phone interview will take about 10-20 minutes. Is this a convenient
time for you? If not, when would be convenient? | want to thank you for your
willingness to participate, and I look forward to our interview together.
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I would like to remind you that you are free to withdraw from this study at any time,
without any obligation to myself or any other service provider. You will be offered a
15% gift certificate for Tim Hortons at the beginning of the interview. All information
you provide will be kept confidential and no identifying information will be shared.
Do you have any questions about anything I've said so far, including myself, the
study, what you will be asked to do, etc?

O.k., can we move onto the demographic/screening questionnaire? (Fill out
demographic questionnaire over the phone). These questions are to see if you are
eligible to participate in this study.

Thank you for providing this information. My supervisor and | will determine
whether you are eligible to participate in this study. I will call you back, either way,
within the next week. If you are eligible, we will set up a time for when you and | can
meet for our interview, which will last from between 1-2 hours. We can do this
interview at a location that is most suitable to you, it can either be in your home,
providing that there is a relatively quiet room that we can sit without distraction, or
we can meet at a local MCFD office, depending on your location. Also, another
option could be that we could meet at a local library, where | can book a private,
secure room where we can conduct the interview. Do you have any preference from
these options?

Thanks again for participating today, you will hear back from me, by phone, within
the next 5 days.

Bye for now.
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Appendix C
Participant Screening Questionnaire

AWhat helps and hinders the devel opment of
where a parent has a ment al 11 ne:

Principal Researche: Neil Mercer, M.A. student in Counselling Psychology, Trinity
Western University

Faculty Advisor: Dr. Rob Lees, R. Psych., Graduate Department of Counselling
Psychology, Trinity Western University.

The primary researcher, Neil Mercer, will use this screening questionnaire during initial
phone contact with people who are interested in taking part in the study, to determine
whether they are eligible to participate

Neil will introduce himself over the phone to participants, ask if this is a suitable time to

conduct the 10-20 phone questionnaire. Neil will introduce the participants again to the

purpose of this study, which is to gain input from both professionals and parents towards

what *s hel ped and bfiUlydegAgreetents. Heewillthenv e | o p me n't
proceed to ask them about the following areas.

1) Gender (check one): Male , Female
2) Age:
3) Level of Education (check one):
a. Not Completed High School
b. Completed High School
c. Some College/University
d. Completed Undergraduate Studies
e. Completed Graduate Studies
4) What is your professional role (for professionals)?
5) How long have you been in this professional role?
6) When did you start your involvement in a Ulysses Agreement?
7) How many dependently aged children (under 19) do you have (parents)
(check one)?
a. 1

oo
AW

e. Other

8) Where is your place of residence (parents) (check one)?
a. On own (independently)
b. Family of Origin (with biological parents)
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c. Family of Procreation (with spouse)
d. Residential Care
e. Other

Neil will use the following script at the conclusion of the screening interview.
Thankyou. At this point wét will happen is that we will review the information that you
provided to determine whether you are eligible to take part. Either way, we will give you

a call back within a week to let you know.

If you are included in our study, when would be the bewdi/ days to meet for an
interview?

What is the best way to contact yaat this number or another number?
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Appendix D
What helps and hinders the development of Ulysses Agreements

Principal Researcher:Neil Mercer, M.A. student in Counselling Psychology, Trinity
Western University

Faculty Advisor: Dr. Rob Lees, R. Psych., Graduate Department of Counselling
Psychology, Trinity Western University.

Contact Information:
If you have any questions about the research procedures, you may contact Neil Mercerby
email at neil.mercer@mytwu.ca or by phone; 778-549-5872.

Dr. Rob Lees can be reached at, Robert.lees@gov.bc.ca or 604-649-6758.

If you have any questions about ethical issues involved in this project, you may contact
Sue Funlat the TWU Office of Research at sue.funk@twu.ca or 604-513-2142.

Dear Participants,

Thank you for your interest in this study. You will be asked to take part in one
interview with the principal researcher, lasting one to two hours. Interviews will involve
open-ended questions concerning your perceptions of helping and hindering factors in
regards to your involvement with developing Ulysses Agreements. Once you have
articulated a helping or hindering incident, you will be asked to describe this incident in
as full detail as possible. The interviews will be audio-recorded and analyzed for themes
according to the general purpose of the study.

The principal researcher will be interviewing both parents and professionals
involved in multiple Ulysses Agreements. Therefore there is a possibility that other
members involved in your particular Ulysses Agreement may participate in this study.
The researcher will not communicate any information you provide to other participants.
All information that you provide in this interview will be held confidential and will not
be shared with any other participants of this study.

There is potential that you may feel uncomfortable in discussing what you have
experienced in developing Ulysses Agreements. At any point during the interview, you
may take a break. If any of the questions make you feel uncomfortable, you are free to
not answer. If at any time you would like to discontinue to interview, you are free to do
so. If the interview brings up emotional or difficult subjects, following the interview you
will be encouraged to contact counselling services available through your extended health
plan, or provided with assistance to connect you with alternative professional supports.

Your participation in this study will help provide empirical evidence for what
helps and hinders the development of Ulysses Agreements with families where a parent
has a mental illness. Your input may help to inform other professional service providers
who serve families where a parent has a mental illness. Also, findings from this study


mailto:neil.mercer@mytwu.ca
mailto:Robert.lees@gov.bc.ca
mailto:jose.domene@twu.ca

177

wi | | be report ed thesis, Meh will bdvbearlableairrtie $rinitpa st er * s
Western University |ibrary. I n addition to p
be disseminated within academic journals and professional conferences. Your opinions

and perspectives are valuable and greatly appreciated.

Your participation in this study is entirely voluntary and, even after you begin,
you may withdraw from the interview at any time without penalty. If you choose to
withdraw from the interview and do not wish to have information from your interview
included in the study, the audio recording and demographic information will be
destroyed. To compensate you for the time that you spend during the interviews, a $15
gift certificate for Tim Hor t theirtesviewvi | | be gi
This gift certificate will be given regardless of how long you participate in the interview.
Your decision to participate in this study or not, and the information you provide will not
influence or affect your employment, presently or in the future.

Any information that is obtained in connection with this study and that can be
identified with you will remain confidential and will be disclosed only with your
permission or as required by law. Specifically, we will store all information and
recordings in locked filing cabinets and password protected computer hard-drives; only
the investigators will have access to the information. Transcripts (with names and other
identifying information removed), and coded data will also be securely stored for
potential future analysis. All data, including transcripts and demographic information will
be erased or shredded five years after the completion of this study.

Your signature below indicates that you have received a copy of this consent form
for your own records, and that you consent to participate in this study and that your
responses may be put in anonymous form and kept for further use after the completion of
this study.

Signature Date

Name (please print)
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Appendix E
What helps and hinders the development of Ulysses Agreements

Principal Researcher:Neil Mercer, M.A. student in Counselling Psychology, Trinity
Western University

Faculty Advisor: Dr. Rob Lees, R. Psych., Graduate Department of Counselling
Psychology, Trinity Western University.

Contact Information:
If you have any questions about the research procedures, you may contact Neil Mercerby
email at neil.mercer@mytwu.ca or by phone; 778-549-5872.

Dr. Rob Lees can be reached at, Robert.lees@gov.bc.ca or 604-649-6758.

If you have any questions about ethical issues involved in this project, you may contact
Sue Funlat the TWU Office of Research at sue.funk@twu.ca or 604-513-2142.

Dear Participants,

Thank you for your interest in this study. You will be asked to take part in one
interview with the principal researcher, lasting one to two hours. Interviews will involve
open-ended questions concerning your perceptions of helping and hindering factors in
regards to your involvement with developing Ulysses Agreements. Once you have
articulated a helping or hindering incident, you will be asked to describe this incident in
as full detail as possible. The interviews will be audio-recorded and analyzed for themes
according to the general purpose of the study.

The principal researcher will be interviewing both parents and professionals
involved in multiple Ulysses Agreements. Therefore there is a possibility that other
members involved in your particular Ulysses Agreement may participate in this study.
The researcher will not communicate any information you provide to other participants.
All information that you provide in this interview will be held confidential and will not
be shared with any other participants of this study.

There is potential that you may feel uncomfortable in discussing what you have
experienced in developing Ulysses Agreements. At any point during the interview, you
will may take a break. If any of the questions make you feel uncomfortable, you are free
to not answer. If at any time you would like to discontinue to interview, you are free to do
so. If the interview brings up emotional or difficult subjects, following the interview you
will be encouraged to contact your family doctor or your adult mental health worker. If
you have access to neither of these supports, you will be given access to a Child and
Youth Mental Health psychologist, free of charge, who will provide immediate and short-
term interventions, as well as to help connect you with a either of the aforementioned
professional supports.
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Your participation in this study will help provide scientific evidence for what
helps and hinders the development of Ulysses Agreements with families where a parent
has a mental illness. Your input may help to inform professional service providers who
serve families where a parent has a mental illness. Also, findings from this study will be
reported in Neil Mercer®"s master®s thesis, w
University library. In additiontopubl i cati on as a master“s thesis
disseminated within academic journals and professional conferences. Your opinions and
perspectives are valuable and greatly appreciated.

Your participation in this study is entirely voluntary and, even after you begin,
you may withdraw from the interview at any time without penalty. If you choose to
withdraw from the interview and do not wish to have information from your interview
included in the study, the audio recording and demographic information will be
destroyed. To compensate you for the time that you spend during the interviews, a $15
gift certificate for Tim Horton"s will be gi
This gift certificate will be given regardless of how long you participate in the interview.
Your decision to participate in this study or not, and the information you provide will not
influence or affect your ability to access services, at any time, presently or in the future.

Any information that is obtained in connection with this study and that can be
identified with you will remain confidential and will be disclosed only with your
permission or as required by law. Specifically, we will store all information and
recordings in locked filing cabinets and password protected computer hard-drives; only
the investigators will have access to the information. Transcripts (with names and other
identifying information removed), and coded data will also be securely stored for
potential future analysis. All data, including transcripts and demographic information will
be erased or shredded five years after the completion of this study.

Your signatures below indicates that you have received a copy of this consent
form for your own records, and that you consent to participate in this study and that your
responses may be put in anonymous form and kept for further use after the completion of
this study.

Signature Date

Name (please print)
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Appendix F
Interview Protocol

Introduction to study:

1) Consent- Initially I will explain to participants that I need to obtain informed
consent from them prior to stegetting the
started with the interview (name of participant), | would like to go
over informed consent.” | wil/l give the
aloud, and they can follow along. Involved in the explanation of informed
consent are the following topics/issues.

2) General aim/purpose ofstudy “ We woul d | i ke to find ol
practical ways to collaboratively support families with parental mental illness;
specifically how to better develo

3) Explanation of participant sdection:“ Par t i ci pants | ik
experienced the development of Ulysses agreements from the beginning of
their development, will be most abl e

4) Potential risks of participating: “ Dur i n g tesviewthefetsther t h [
potential that you may feel uncomfortable or overwhelmed. If at any point,
you feel that you need to take a break from the interview, you are free to do
so. Also, you are free to end the interview at any point if you feel unable to
cont i nue or i f you feel uncomfortable.

5) Access to professional supports for parents “ Af t er the intervie
it is necessary because of something raised in the interview, you will be
encouraged by the researcher to contact any already existing professional
supports that you may have. This would include your family doctor or adult
mental health worker. If you have neither of these, the researcher will connect
you with a Child and Youth Mental Health psychologist, free of charge, who
will provide immediate, short term intervention. They will also encourage
your connection with other professional

6) Benefits of study:* We expect that the incidences t
interview, as well as incidences reported by other participants, will add to the
knowledge base of what helps and hinders the development of Ulysses
Agreements and may help to inform the provision of services by professionals
in supporting families with parental me

7) Voluntary participation: “ Your par tstudgiseptielyi on i n t his
voluntary. As already mentioned, you are free to withdraw from the interview
at any time without penalty.”

8) Confidentiality and anonymity: “ Al |l i denti fying infor ma
in this interview will be kept confidential. This also means that the researcher
will not share anything identifying from this interview with other participants.

All information from this study will be stored securely, and will be erased or
shredded five years after the study is

Semi-structured interview questions:
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1) Initial open-ended question* Pl ease t el | me your gener a
devel oping your Ulysses Agreement . ” (Af
initial story of their Ulysses Agreement, the researcher will check-in with
them regarding their level of emotional distress).

2) Follow-up questions:

a. “Please think of a time during the i
agreement, in which you felt the process was helped or hindered by a
specific event, situatwheoyufistr behavi o

learned about Ulysses Agreements)

bh. “ Pl ease describe a part ul ar
hel ped or hindered in t
instance, when you were meeting with others about it).
c. “Hows wtahi s incident hel pful or
d “What | ed up to this incident

i nci de

e
he devel opmen

unhel |
(ant ec

e. “What were the surrounding circumst a

situation?”

f. “ What was over al | out come

of t hi

t he
g “What did this percdarealtl ynean to you
h his

“How did thi

(Prior to proceeding to the termination of the interview, the researcher will ask
were either rEIEfU_I or not helpful in the development of your Ulysses Agreement?
If the participant is emotionally or psychologically distress, the researcher will
respond appropriately, either with a break from the interview, or with crisis
management skills.)

Closing questions:

1) Suggestions for future Ulysses Agreements: Based on your
experience as either a parent with a mental illness, or a professional involved
in providing support to these families, what would be your recommendation to
future parents and professionals involved in the development of Ulysses
agreements?”

Debriefing:

At the end of the interview the principal investigator will review the interview
process with the participant. The researcher will summarize what the participant has
discussed during the interview. The participant will be given the opportunity to ask
questions or make any further comments. Also, the researcher will remind parents to
connect with their already existing professional supports, if they feel this is necessary.

The principal investigator will use the following debriefing script.

"We have been engaging in sestructured, open interviews in order to explore
your perceptions and experiences of participating in the development of Ulysses
Agreements. The purpose of these intervievsstwafold; to provide information for a

specific incident make

, how are you feeling after shar

persot
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thesis project that will soon be defended and published, and to provide an opportunity for
you to discuss your experiences of Ulysses Agreements with the purpose of improving
professional services to families wherparent has a mental illness. The results of this
study will inform future implementations of Ulysses Agreements. The researcher also
hopes to publish the results of this study in a scholarly journal so that the information

you provide will help to fill ayap in the understanding of researchers and clinicians
regarding what helps and hinders in the development of Ulysses Agreements with
families where a parent has a mental illness. That information may then be made
available to other helping agencies toprave their services. At this point, do you have

any further questions about this study in general, this interview, or anything else?

If, following this interview, you feel emotionally upset by something raised in the
interview, you are encouraged to ¢act either your family doctor or your adult mental
health worker. If you have access to neither of these supports, and if you wish, you will be
given prompt access to a Child and Youth Mental Health psychologist who will provide
immediate, short term imeentions with you. He will also provide you with rapid access
to other professional supports, either a family doctor or an adult mental health worker.
At this point, do you feel that you would like to connect with either your family doctor,
adult mental kalth worker, or a psychologist who can connect you to these supports?
Are there any further questions or concerns that you may have before we end this
interview?

Thank you so much for your contributions to this study."



