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Abstract

Millions of people worldwide are affected by mental health difficulties and in the vast
majority of cases it is a family affair. Severe mental illness can change families’ lives
significantly, particularly in the case of Borderline Personality Disorder (BPD). Family
Connections (FC) was developed by Fruzzetti and Hoffman (2002) and is a manualised group
intervention, tailored specifically for families of persons with BPD. The current study aimed
to qualitatively explore the subjective experiences of individuals who partook in FC. Twelve
participants from FC groups conducted in Ireland, the United States and New Zealand were
interviewed. Data were analysed using Interpretative Phenomenological Analysis (IPA).
Analysis yielded four superordinate themes, each of which subsumed two subordinate
themes. Findings reveal that FC participation provided family members’ with a sense of
safety and support. It enabled them to acquire an in-depth understanding of their relative’s
reality and their own roles within that reality. Participation gradually facilitated a self-focus,
through which change became possible. Most participants described widespread changes and
were engaging in their lives in a different way. This study constitutes an important first step
in understanding the perceived impact of FC participation. It provides useful information for
the future provision of family services, particularly FC. Findings indicate FC is highly
beneficial for families of those experiencing BPD, and it is possible the programme may also
be useful for families with loved ones experiencing other mental or physical health
difficulties. This study lends support for further implementation of the FC programme at a

local and international level.
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Chapter One

Overview of Present Study

This research was undertaken with the aim of exploring the experience of
participation in Family Connections (FC; Fruzzetti & Hoffman, 2002), a psychoeducation
intervention for families of individuals with symptomology or a diagnosis of Borderline
Personality Disorder (BPD). It was whilst working as an Assistant Psychologist with an adult
mental health team in Cork that I first developed my interest in BPD. At the time | was
involved in assisting with a newly established treatment programme in the service entitled
‘The Endeavour Project’. This project is a Dialectical Behaviour Therapy (DBT) intervention
programme for individuals experiencing BPD. It was during the early stages of ‘The
Endeavour Project’ that the immense need for support and information for the family
members of these individuals with BPD became apparent. A very thorough search by the
psychologists | worked with led us to the FC programme. | was extremely fortunate to get the
opportunity to train as a FC facilitator with Prof. Alan Fruzzetti and Dr. Perry Hoffman in
New York and to be involved in delivering and evaluating the first FC groups in Ireland. My
passion, enthusiasm and curiosity for the areas of BPD, DBT, FC and family programmes

have increased steadily since then.

The emphasis in this research is placed on participants’ subjective experience of the
FC programme. The study objectives are to develop a greater understanding of the experience
of participating in FC and the subsequent impact it has on participants and their lives.
Attaining such information will assist with future programme development, clinical practice
and service development. There is a paucity of published literature on FC with the existing

research exclusively utilising a quantitative approach. Subsequently, this current study aims



to contribute to the FC evidence base while also addressing the gap with regards to
experiential research exploring participation in the FC programme. This was accomplished by
using an Interpretative Phenomenological Analysis (IPA; Smith, Flowers & Larkin, 2009).
This qualitative approach is exploratory and inductive in nature and emphasises the specific
and unique experience of the individuals involved. An overview of the literature review,

methodology, results and discussion chapters will now follow.

Thesis Overview

Chapter two.

This chapter reviews the literature relating to the prevalence, classification and
treatment of BPD. The impact of mental illness on families is detailed, paying particular
attention to families of individuals with BPD symptomology. The various approaches to
family-centred interventions are outlined. Interventions developed specifically for families of
those with BPD are described, with a specific focus on the FC programme. The existing
evidence relating to the efficacy and effectiveness of FC is discussed. The gap in previous
research is highlighted and the rationale for the current study is outlined. The chapter

concludes with the aims of the study and the research question to be explored.

Chapter three.

This chapter describes the methodology utilised in this study. The chapter outlines the
rationale for choosing qualitative methods to answer the research questions and discusses the
technique of IPA (Smith et al., 2009) which was employed during data analysis. The

recruitment process and procedures are detailed, and information pertaining to the participant



sample is presented. Relevant ethical issues are considered. Data analysis is then described in

detail as well as the steps taken to ensure the reliability and validity of the research.

Chapter four.

This chapter contains the results of the IPA analysis. The findings consist of
superordinate and encapsulated subordinate themes. These themes are introduced briefly and
visually represented in a model before being presented and illustrated using extracts from

participants’ accounts.

Chapter five.

This chapter provides a discussion on the main findings of the IPA analysis and
interprets these findings in terms of previous research and existing relevant theories.
Methodological issues including strengths and limitations of the study are outlined. The
chapter also details the implications of the findings for service development and clinical

practice. Finally, areas for future research are discussed.



Chapter Two

Literature Review

Chapter Introduction

This chapter presents a broad literature review initially detailing mental illness and its
significant impact on families with a gradual narrowing of focus towards Family Connections
(FC), a programme designed for people who have a relationship with someone who has

Borderline Personality Disorder (BPD).

Literature relating to the prevalence, symptoms and treatment of BPD is presented.
The role of family members in caring for loved ones who are mentally ill is explored. Various
approaches to family-centred interventions are outlined. Family interventions specifically
developed for families of those with BPD are detailed, with specific focus on the FC
programme. Owing to the fact that FC is in its infancy, there is limited quantitative evidence
regarding its efficacy. This evidence is presented in this chapter. The lack of qualitative
research investigating the subjective experiences of individuals who partake in FC, highlights

the significance and originality of this study. Finally, the aims of the study are presented.

Mental llIiness

Millions of people worldwide are affected by mental health issues every year. Recent
U.S. prevalence rates from the mental health findings in the 2013 National Survey on Drug
Use and Health (NSDUH; Substance Abuse and Mental Health Services Administration;
SAMHSA, 2014) estimated that 43.8 million adults experienced a mental, behavioural or

emotional disorder that met the Diagnostic and Statistical Manual of Mental Disorders, 4™



Edition (DSM-IV) criteria in that year. That would equate to 18.5% of the U.S. adult

population. According to the same report there was an estimated 10 million American adults
with a serious mental, behavioural or emotional illness that interfered with or limited one or
more major life activities. This corresponds to 4.2% of the U.S. adult population (SAMHSA,

2014).

In Ireland, the lack of a national morbidity survey means that little information is
available on the specific prevalence of mental illness among the population. However, the
Mental Health Commission (MHC; 2005) reported that 25% of the population can expect to
be affected by a mental health problem at some time in their lives. According to the latest
census figures from 2011, 96,004 people or 2.1% of the population reported experiencing an
emotional or psychological condition, (Central Statistics Office; CSO, 2012). It is possible
that these census figures are an underestimation of the percentage of Irish people
experiencing mental ill health for a number of reasons including: the lack of specificity
regarding mental health difficulties in the census, potential compliance issues with census

completion, and individuals’ desire for discretion in relation to their mental health.

Predisposing factors or determinants of mental illness include not only individual
attributes but also social, cultural, economic, political and environmental factors (World
Health Organization; WHO, 2013). In their Mental Health Action Plan 2013 — 2020, the
WHO (2013) specify that certain individuals or vulnerable groups in society may be at higher
risk of experiencing mental health problems. These include individuals living in poverty,
people with chronic health conditions, infants and children exposed to maltreatment and
neglect, adolescents exposed to substance use, minority groups, older people, those
experiencing discrimination, members of the lesbian, gay, bisexual or transgender
community, and people exposed to conflict, natural disasters or other humanitarian

emergencies.



Engel (1980) developed a biopsychosocial model for conceptualising mental illness
from a systemic perspective. This model has been widely adopted and is based upon the
assumption of multiple simultaneous causes of mental illness, which are supported by clinical
and research evidence (Kinderman, 2005). According to Engle (1980) the biopsychosocial
model links mental disorder to biological (e.g. genetic vulnerabilities, prenatal and perinatal
complications, or biochemical abnormalities), psychological (e.g. low intelligence, significant
interpersonal experiences such as insecure attachment relationship with parents, sexual abuse
or bullying) and societal factors (e.g. poverty, deprivation and unemployment). More recent
research by Kinderman (2005) posits that the biopsychosocial model fails to address issues
pertaining to the nature of the interrelationships between these contributing elements or
factors. Kinderman’s (2005) psychological model of mental disorder instead proposes that it
is the conjoint impact of the interacting biological, psychological and social factors on
mediating psychological processes that leads to mental illness. It is only through the
disruption of psychological processes that any predisposing factors, whether biological,
circumstantial, or social, come to be expressed and experienced as a mental disorder

(Kinderman, 2005).

Data from the U.S. Adverse Childhood Experiences study (ACE), which is the largest
investigation ever conducted to assess associations between childhood maltreatment and later
life health and wellbeing, have demonstrated that specific risk factors in early childhood,
youth and adolescence are notably powerful predictors of poor adult mental health outcomes
(Chapman et al., 2004; Dube et al., 2001; Dube et al., 2003; Dube et al., 2006; Felitti et al.,
1998). These aforementioned ACE studies indicate that adverse childhood experiences
significantly increase the risk of depression, alcohol and drug problems, and suicide attempts

in later life. These studies have also revealed positive correlations between level of risk factor



exposure during childhood and adult mental illness, which serves to demonstrate the

cumulative effect of these adverse early life experiences.

Mental illness is increasingly being viewed through a developmental lens and there is
mounting evidence that early intervention during childhood and adolescence may possibly
prevent mental ill-health during later life (Furber et al., 2015). A variety of protective or
moderating factors within the biological, psychological and social domains have been
identified (Carr, 2011; Rapp, 1998) and will be briefly outlined. Within the biological domain
these include a familial history of good physical and mental health with little or no genetic
vulnerability to psychological difficulties. Within the psychological domain a number of
traits and attributes are considered positive factors. These include psychological mindedness,
adaptive and functional coping style, easy temperament, average or above-average
intelligence, an internal locus of control, secure attachment style, mature defence
mechanisms, high levels of self-esteem, and strong self-efficacy beliefs. Within the social
domain protective factors include positive exposures to familial and social systems, the
quality and availability of health and social services, and positive cultural experiences. The
intergenerational nature of mental illness, whereby adults become parents and their mental
iliness creates negative family-based exposures for the next generation, is widely recognised
and the concept of supporting young people and families to create a healthy adult population

is central to mental illness prevention (Furber et al., 2015).

A family affair.

Mental illness in families is a shared concern, very often a journey of suffering and
hardship for all involved. Recent figures published by Carers Trust (Worthington, Rooney &

Hannan, 2013) reveal that 1.5 million people care for a relative or loved one with mental ill-



health in the UK. Again, there is a dearth of such specific research in an Irish context but the
2011 census indicates that a total of 187,112 people or 4.1% of the population identified
themselves as informal carers, in other words they were providing unpaid assistance to others
(CSO, 2012). However, it is important to note that the census does not differentiate between
providing care for those who have a disability or are physically ill and those who experience
mental illness. Nevertheless, it can be assumed that a proportion of these carers will be
providing assistance for loved ones with mental ill-health. Collectively, the mental illness
prevalence figures and these carer statistics suggest that a substantial number of families

across countries comprise a hidden workforce as they care for mentally ill family members.

Borderline Personality Disorder (BPD)
Prevalence of BPD.

Borderline Personality Disorder (BPD) is the most prevalent and pervasive
Personality Disorder, is most researched and has the most substantial recorded use of
psychosocial services (Bender et al., 2001; Bender et al., 2006; Trull, Stepp & Durrett, 2003).
BPD is a complex and serious disorder characterised by extensive patterns of instability in
affect, interpersonal relationships, and self-image, and marked impulsivity across various
contexts (American Psychiatric Association; APA, 2013). BPD is the term/label most
commonly used, particularly in the U.S., to describe a set of symptoms that are also known as
Emotionally Unstable Personality Disorder according to the International Statistical
Classification of Disease and Related Health Problems, 10" Revision (ICD-10; WHO, 2015).
As BPD is the label currently used in the U.S. and because the majority of relevant research
discussed herein was conducted in the U.S., the term BPD will be used to describe this

specific symptom set throughout this research.



BPD affects approximately 14 million adults or 5.9% of the general U.S. population
(National Education Alliance for Borderline Personality Disorder; NEABPD, 2015). The
NEABPD also estimate that 20% of inpatients in psychiatric hospitals and 10% of those in
outpatient mental health treatment meet the criteria for BPD (2015). According to the Irish
policy document ‘A Vision for Change’ (Department of Health and Children; DoHC, 2006),
between 11-20% of those attending outpatient mental health services present with a co-
morbid diagnosis of BPD. The prevalence of BPD may decrease in older age groups (APA,

2013).

A gender-related difference exists in terms of diagnosis, with approximately 75% of
people diagnosed being female (APA, 2013). Such a pronounced gender differential has led
to much speculation and inquiry. These differences in prevalence rates may reflect true group
differences or may be the result of biased sampling or biased diagnostic criteria (Sharp et al.,
2014; Skodol & Bender, 2003). Sansone and Sansone (2011) argue that prevalence studies
are typically conducted in mental health/psychiatric service settings which may not be
indicative of the true gender distribution of BPD. Research suggests that males with BPD
symptoms are more likely to have treatment for substance abuse, receive a diagnosis of
antisocial personality disorder, and possibly find themselves in the criminal justice system;
whereas females are likely to have accessed pharmacotherapy and psychology services and
therefore are more likely to be over-represented in the mental health services (Fruzzetti &
Hoffman, 2002; Sansone & Sansone, 2011; Skodal & Bender, 2003). Sharp and colleagues
(2014) posit that gender bias in BPD diagnostic criteria may contribute to the gender
differences. For example, criteria may assume automatically that stereotypical female
characteristics, such as emotionality, are pathological. Therefore, it is imperative that
clinicians exercise caution when diagnosing BPD and researchers when interpreting the

gender differential in prevalence.



Symptoms of BPD.

Linehan (1993) conceptualises the disorder in terms of five areas of dysregulation.
Firstly, emotional dysregulation, is the core difficulty. It can encompass high emotional
responses and affective lability. Difficulties with depression, anxiety, rage, irritability, and
anger are common. Secondly, individuals with BPD often experience behavioural
dysregulation. This is the most visible type of dysregulation, and its management often
requires significant input from emergency services. It may involve extremely impulsive, self-
harming and suicidal behaviour. Attempts to injure, mutilate or end one’s life are typical in
this population. Thirdly, interpersonal dysregulation is often experienced and manifested
through chaotic and intense relationships. Relationships are marked with deep fears of
abandonment meaning such individuals may engage in intense, frenzied efforts to prevent
relationship break-downs. Fourthly, self dysregulation is also common. This may entail
identity disturbance, a very unstable sense of self and a debilitating sense of emptiness.
Fifthly, individuals with BPD can experience cognitive dysregulation. This includes brief,
nonpsychotic forms of thought dysregulation. Stressful situations can cause de-
personalisation, dissociative responses, paranoid ideation and generally disrupted cognitive

processes, which usually subside once the precipitating stressors have abated.

As detailed in the Diagnostic and Statistical Manual of Mental Disorders, Fifth
Edition (DSM-5, APA, 2013), a diagnosis of BPD is made when individuals satisfy five or
more of nine diagnostic criteria. Hoffman, Buteau, Hooley, Fruzzetti and Bruce (2003) posit
that seven of these nine criteria directly affect relationships; namely fear of abandonment,
intense mood shifts, impulsivity, anger problems, recurrent suicidal or parasuicidal
behaviour, affective instability and identity disturbance. The remaining two possible
symptoms which are chronic feelings of emptiness and stress-related paranoia or dissociation,

can affect family members indirectly (Hoffman et al., 2003). Given the extent and

10



interpersonal nature of the aforementioned characteristics, the extremities of this presentation
and the associated distress, BPD can have an enormous impact on relationships and therefore
can be catastrophic for families (Blum, Pfohl, St. John, Monahan & Black, 2002; Hoffman,

Fruzzetti & Buteau, 2007; Fruzzetti, Santisteban & Hoffman, 2007).

Diagnosing BPD.

The essential features of BPD are a pervasive pattern of instability of interpersonal
relationships, self-image, and affects, and marked impulsivity that begins by early adulthood
and is present across a variety of contexts (APA, 2013). As previously described, the DSM-5
uses a polythetic format for diagnosing BPD, whereby an individual must satisfy five or more
of nine diagnostic criteria (APA, 2013). While this polythetic format is consistent with
clinical reality, it results in substantial heterogeneity among persons diagnosed with BPD
(Skodol et al., 2002). The fact that any two persons with a diagnosis of BPD may only share
one of the nine diagnostic criteria means there are two hundred and fifty-six different
combinations of criteria for possible diagnosis, which subsequently has important

implications for clinical practice and research (Trull, Distel & Carpenter, 2011).

There are a number of differential diagnoses outlined in the DSM-5 which ought to be
considered when assessing for BPD (APA, 2013). BPD-type symptomology must be
distinguished from symptoms of other disorders and difficulties, including depressive and
bipolar disorders, other personality disorders, substance use disorders, identity problems, and
personality change due to another medical condition. Diagnosis is further complicated by the
fact that BPD rarely stands alone. Persons with BPD commonly present with co-occurring
disorders such as depressive and bipolar disorders, substance use disorders, eating disorders,

posttraumatic stress disorder, attention deficit/hyperactivity disorder and other personality

11



disorders (APA, 2013). BPD-specific problems are difficult to treat and even more
complicated in tandem with co-occurring disorders (Fruzzetti & Hoffman, 2002). Treating a
co-morbid condition in persons with a diagnosis of BPD requires careful consideration, as
advised in the guidelines established by NICE (2009) for the management of co-morbidities
associated with BPD. Research suggests that personality disorders have a negative effect on

the treatment outcomes of other co-morbid disorders (Skodol et al., 2002).

Evidence based treatment for BPD.

BPD has been described as a public mental health problem due to its high prevalence,
disproportionately high treatment utilisation rate, and unresponsiveness to traditional types of
therapy (Panos, Jackson, Hasan & Panos, 2013). BPD, more so than other personality
disorders, presents many challenges to clinicians, including diagnostic predicaments, choices
regarding the most appropriate treatment plans and complications during treatment (Trull,
Stepp & Durrett, 2003). Linehan (1993, p.3) notes that individuals with BPD symptomology
“are difficult to treat successfully”. As a result, mental health professionals reported feeling
overwhelmed, inadequate and frustrated when treating individuals with BPD (Linehan, 1993;

Trull, Stepp & Durrett, 2003).

More recently, a number of treatments for BPD have been supported in the research.
As cited in Weinberg, Ronningstam, Goldblatt, Schechter and Maltsberger (2011) these
include Dialectical Behaviour Therapy (DBT; Linehan, 1993), Mentalisation Based Therapy
(Bateman & Fonagy, 2004), Transference-focused Psychotherapy (Clarkin, Yeomans &
Kernberg, 2006) and Systems Training for Emotional Predictability and Problem Solving
(STEPPS; Blum, Bartels, St. John & Pfohl, 2002). Schema-focused therapy (Young, 1994)

has also been empirically supported (Bamelis, Evers, Spinhoven & Arntz, 2014; Gieson-Bloo

12



et al., 2006). The APA treatment guidelines recommend psychotherapy as the core treatment
for BPD, with pharmacotherapy as an adjunctive component of treatment targeting symptoms
during acute periods (Oldham, 2005). Similarly, the British Psychological Society advocates
psychological therapy in the first instance due to the limited evidence for pharmacological
based treatments (Leichsenring, Leibing, Kruse, New & Leweke, 2011). Although the APA
guidelines state that several psychotherapeutic approaches have been shown to be effective
with BPD, Oldham (2005) specified that a number of randomised controlled trials (RCTs) on
DBT had revealed convincing data on its efficacy. Zanarini (2009) asserted there was no
definite evidence that one specific type of psychotherapy was superior to another. In the
absence of an RCT comparing each of the aforementioned therapies with each other it is
difficult to reach a definite conclusion. However, more recently Carmel, Fruzzetti and Rose
(2014) state DBT is the most studied, the most widely disseminated, and therefore the most

dominant evidence based treatment for BPD across the U.S. as well as internationally.

DBT, developed by Dr. Marsha Linehan (1993), is a comprehensive behavioural
treatment for complex, difficult-to-treat mental disorders such as BPD (Dimeff & Linehan,
2001). Of the various documented therapies for BPD, DBT has the most supporting studies
with ten RCTs and numerous uncontrolled trials (Carmel Fruzzetti & Rose, 2014; Carmel,
Rose & Fruzzetti, 2014; Fruzzetti, Gunderson & Hoffman, 2014). A recent meta-analysis and
systematic review on the efficacy of DBT (Panos et al., 2013) found that it is effective in
reducing self-destructive behaviour and improving client compliance but was unable to
deduce its efficacy in teaching the required behavioural skills to make long-term
improvements in quality of life. There were a number of limitations to the meta-analysis,
such as the inclusion of a small number of studies and therefore further RCTs with larger

samples are required to substantiate these tentative findings.
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In spite of the limitations in the existing literature, DBT has been recommended for
treating BPD by professional bodies. The National Institute for Health and Care Excellence
(NICE; 2009) published guidelines for working with clients with BPD in which they
recommend the use of a comprehensive DBT intervention particularly for women presenting
with BPD and recurrent self-harm. ‘A Vision for Change’ (DoHC, 2006), an Irish policy
document, recommends that each catchment area (300,000 in population) in the Health
Service Executive (HSE) should develop an agreed policy on the management of service
users with BPD and should establish a dedicated DBT team. The National DBT Project in
Ireland (HSE, 2015) was established in 2013 in order to orchestrate the systematic roll out of
DBT and allied intervention programmes across the country in line with the

recommendations made in ‘A Vision for Change’ (DoHC, 2006).

Families and Mental Iliness/BPD

The deinstitutionalisation of psychiatric care since the 1960s has resulted in stricter
inpatient admission policies and shorter hospital stays (Ivarsson, Sidenvall & Carlsson,
2004). While this movement toward community care was positive in many ways, its cost may
be a higher level of responsibility and burden for relatives and families (Lefley, 1989;
Loukissa, 1995; Reinhard, Gubman, Horwitz & Minsky, 1994). It was estimated that family
members provide as much as two thirds of the supportive care given to persons with severe
and persistent mental health difficulties (Dorfman, 1991). Regardless of the diagnosis,

families are often key players in supporting their mentally ill relatives.

According to Fruzzetti et al. (2014) the harsh economic times in recent years have
seen deterioration in outpatient services and consequently the burden on families has been

intensified. Viewed as essential resources, family members may find themselves assuming
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numerous roles such as caregiver, nurse, advocate, mentor, and guardian for their relatives
(Hoffman & Fruzzetti, 2007). In acquiring these roles, often by default and without
psychological knowledge or training, family members face many challenges. These include
managing dysregulated behaviours such as intense anger outbursts, self-injury or suicide
attempts, and chaotic situations and crises (Hoffman et al., 2005). Frequently, in such
circumstances, family members are too overwhelmed and lack knowledge and skills to

effectively manage such roles, roles assumed not always by choice (Hoffman et al., 2007).

There is a transactional influence between families and persons with mental illness
(Fruzzetti & Iverson, 2006; Fruzzetti, Shenk & Hoffman, 2005). Serious or severe mental ill
health can change families’ lives and relationships significantly and similarly families
reciprocally influence the management of mental illness as they live alongside it on a daily
basis (Marshall, Bell & Moules, 2010). It has been suggested that living with mental iliness
has many consequences for family members. These include objective and subjective burden
(Reinhard et al., 1994; Rose, Mallinson & Gerson, 2006; Winefield & Harvey, 1993);
stigmatisation (Karnieli-Miller et al., 2013; Lefley, 1989; Muhlbauer, 2002); a sense of loss
and grief (Milliken & Northcott, 2003; Richardson, Cobham, McDermott & Murray, 2013;
Rose, Mallinson & Walton-Moss, 2002); lowered well-being and immune functioning
(Gallagher & Mechanic, 1996; Martire et al., 2009); social isolation and altered relationships
with friends and relatives, including marital disharmony, due to the excessive demands of

care giving (Lefley, 1989; Loukissa, 1995).

Hoffman et al. (2007) posit that such consequences are particularly pertinent in the
case of personality disorders. They reason that this is largely because of the interpersonal
dysregulation and enduring nature of such disorders. Persons with BPD typically present with
complex, intense and longstanding difficulties. Consequently, these problems can be very

stressful for family members, resulting in their being overwhelmed and prone to emotional
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dysregulation in response to their relative’s behaviour (Hoffman & Fruzzetti, 2007). Family
members of individuals with BPD report experiencing chronic stress, physical exhaustion and
health problems, trauma, burden, powerlessness, emotional and psychological strain,
symptoms of depression and anxiety, marital damage, and feelings of being misunderstood
and unsupported (Bailey & Grenyer, 2013, 2014; Ekdahl, Idvall, Samuelsson & Perseius,

2011; Giffin, 2008; Goodman et al., 2010).

This familial care giving role is a demanding social duty that brings with it the
potential for creating an at-risk population among aging parents, siblings, young children, and
other relatives. The mental health of these individuals may be adversely affected by living
with the stresses associated with having a mentally ill loved one (Lefley, 1989). In fact
Scheirs and Bok (2007) found that caregivers/relatives of individuals with BPD experienced
higher levels of psychological distress compared with the general population. A review of
existing literature revealed research examining the impact on parents when their son/daughter
has a diagnosis of BPD or on children when their mother is experiencing BPD. Other familial
relationships appear less researched, for example spousal relationships where one partner has
a diagnosis of BPD or the impact on children with their father is experiencing BPD. It is
hypothesised that the impact of the unwell individual’s presentation will vary depending on

their role in the family.

Given the aforementioned trend towards higher rates of BPD diagnosis amongst
females (APA, 2013), the impact on children when their mother/main caregiver has a
diagnosis of BPD seems particularly relevant. There exists only a few studies examining this
relationship as most family and genetic studies pertaining to BPD are limited to the family of
origin rather than focusing on the offspring of those with BPD (Macfie, 2009; Wendland et
al., 2014). It seems that the psychological tasks of parenting, which involve consistent and

empathic care, the formation of secure attachment relationships, physical proximity, tolerance
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of dependency, and de-prioritisation of own needs, are particularly challenging for adults
experiencing BPD symptomology (Chlebowski, 2013; Stepp, Whalen, Pilkonis, Hipwell &
Levine, 2012; Wendland et al., 2014). Children of mothers with BPD are considered at high
risk of developing poor psychosocial outcomes and there is strong evidence for the
intergenerational transmission of BPD (Stepp et al., 2012; White, Gunderson, Zanarini &
Hudson, 2003). Specifically targeted intervention during pregnancy, infancy and early
childhood years is necessary for mothers with a diagnosis of BPD in a bid to improve long-

term outcomes for their offspring (Chlebowski, 2013; Wendland et al., 2014).

Historically, the theory that parental behaviour was the main contributor to mental
illness pervaded (Linehan, 1993). This theory has since been dispelled. It is now viewed from
a transactional or biopsychosocial perspective (Fruzzetti et al., 2005; Leichsenring et al.,
2011) and has shifted more towards the notion that families can equally have a positive
influence and a significant impact on their relative’s recovery (Fruzzetti et al., 2014). It has
also been acknowledged that the role of family care givers can be quite complex as it often
involves support and assistance on a number of levels (for example, concrete assistance and

emotional/psychological support; McFarlane, Dixon, Lukens & Lucksted, 2003).

Numerous other complex psychiatric disorders, for example schizophrenia and bipolar
disorder, have been well invested in and consequently have long-existing services to support
family member and patient wellbeing but up to relatively recently the families of BPD
patients have been neglected (Hoffman et al., 2005). Research has shown that family
programmes for relatives of persons with disorders other than BPD have had a significant
impact on wellbeing and have taken a valued role in treatment settings (Dixon, McFarlane et
al., 2001; Lucksted et al., 2013). The important work of care giving family members and the
need for family assistance is highlighted in ‘A Vision for Change’ (DoHC, 2006).

Recommendations made in the document include recognition of the crucial role of family

17



care in mental health service provision and families’ needs for practical support, appropriate

information and education (DoHC, 2006).

Summary. Mental illness is a shared family experience but with the various family
members suffering separately (Marshall et al., 2010). Regardless of the diagnosis, families
play key roles in supporting their unwell relatives, roles that may affect a range of their life
domains such as work, leisure, health and relationships (Jewell, Downing & McFarlane
2009). A diagnosis of BPD reveals a complex, confusing and challenging journey not only
for patients and clinicians but also for family members. Family members/carers of those with
BPD experience elevated levels of burden and stress, grief, impaired empowerment and
mental health difficulties (Bailey & Grenyer, 2013; Giffin, 2008). These family members

comprise an at-risk population in and of themselves and they require appropriate intervention.

Family Programmes

The constant challenges facing family members of those who are experiencing mental
illness are of such enormity that they often deplete the family members’ capacity to cope
effectively, in turn compromising their wellbeing and life quality (Hoffman & Fruzzetti,
2007). Thus, the importance of developing, researching and disseminating suitable and
accessible programmes to help family members reduce their levels of distress and burden,
while simultaneously increasing their knowledge, effectiveness and levels of support makes

logical sense.

The first family programmes were developed and implemented in the 1970’s for
relatives of individuals with schizophrenia and such treatment has gained prominence over

the past forty five years (Hoffman, Fruzzetti & Swenson, 1999; McFarlane et al., 2003). With
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the increase in popularity of such programmes, a range of diagnosis-specific treatments have
been developed. These include interventions for family members of persons with bipolar
disorder, major depressive disorder, obsessive-compulsive disorder and anorexia nervosa
(Dixon, McFarlane et al, 2001). These family-focused therapeutic interventions reflect a more
integrative approach that recognises not only the individual psychological illness as relevant
but equally important, the context in which the disorder exists (Hoffman et al., 1999). Such
interventions serve as a means of helping unwell individuals, benefiting family members and
improving their coping abilities, and generally contribute to the understanding and

improvement of family systems (Pickett-Schenk et al., 2006).

There are many family interventions that are appropriate when a family member has a
serious psychological disorder. Of particular interest are the manualised approaches, which
typically utilise a structured standardised curriculum, and may be easily and efficiently
disseminated (Dixon et al., 2011; Hoffman & Fruzzetti, 2007). Previously, it seemed that
family programmes were distinctly categorised into family psychoeducation and family

education (Hoffman & Fruzzetti, 2007).

Family psychoeducation.

The treatment mode for families of people with mental illness that historically has
received the most recognition and has been most researched is family psychoeducation
(Hoffman & Fruzzetti, 2007). Family psychoeducation is an evidence based practice that was
originally developed to guide the provision of educational and support services to families of
individuals with schizophrenia (Dixon, Stewart et al., 2001). Multiple family group
psychoeducation has proved to be an effective component of family psychoeducation in

reducing relapses and rehospitalisation for individuals with schizophrenia (Jewell et al.,
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2009). Family psychoeducation can be provided by various health professionals as an
appendage to the patient’s treatment. Psychoeducational interventions are grounded in the
psychosocial construct of expressed emotion (Dixon, McFarlane et al., 2001). The treatment
combines the centrepiece of education with therapeutic objectives, offering informational
material about the particular mental illness accompanied by therapeutic strategies to enhance
the family’s communication and coping skills (Solomon, 1996). Such psychoeducational
programmes normally place priority on patient outcomes with the main goal of reducing rates
of relapse, although it is assumed that family understanding and wellbeing are crucial in

achieving these positive outcomes (McFarlane et al., 2003).

A review of forty three experimental studies found that psychoeducation interventions
led to decreases in burden and increases in functioning, and improved coping strategies and
mental health among family members of individuals who were mentally ill (Song, Biegel &
Milligan, 1997). Similarly, McFarlane et al. (2003) reviewed the family psychoeducation
research and found that more than thirty RCTs reported improvements in client relapse rates
and family wellbeing among participants. Unfortunately, the implementation of family
psychoeducation in routine practice has been met with many barriers at patient, family
member, clinician and mental health authority levels, reflecting attitudinal, knowledge-based,
practical and systemic obstacles to implementation (Dixon, McFarlane et al., 2001).
Consequently, family psychoeducation is very much underutilised in clinical practice (Jewell

et al., 2009).

Family education.

In a bid to address the concerns of family members regarding the lack of programme

dissemination and a lack of focus on family members’ coping and wellbeing , a community-
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based variation of family psychoeducation entitled family education was developed (Hoffman
& Fruzzetti, 2007). Family education shares many of the same goals and strategies as family
psychoeducation, such as providing education and support. However, there are also
significant differences between the two types of intervention. Family education tends to be
delivered by trained volunteer family members in a non-clinical setting; it is offered
independent of patients’ treatment; and is usually shorter in duration than family
psychoeducation programmes (Pickett-Schenk et al., 2006). This type of intervention is
underpinned by theories of stress, coping, and adaptation, with the quality of life of the
family members being the primary concern and any enhanced patient outcomes being viewed
as secondary gains (Dixon, Stewart et al., 2001). Family education programmes which are
delivered by trained volunteer family members are seen as a renewable resource and are
therefore less susceptible to some of the aforementioned barriers to dissemination of family

psychoeducation programmes (Lucksted et al., 2013).

Social learning and support theories suggest that interactions with group leaders and
classmates who are in similar situations and who share similar experiences enhance family
education programme participants’ wellbeing and improves their capabilities with regard to
effective coping and management of their loved ones illness-related symptoms (Solomon,
2004). Data on family education programmes have shown positive and encouraging family
member outcomes (Hoffman et al., 2005; Pickett-Schenk, Cook & Laris, 2000; Pickett-

Schenk et al., 2006; Dixon, Stewart et al., 2001).

Psychoeducation.

However, more recently it appears the term psychoeducation has become an umbrella

term for all forms of family programmes with a focus on education regarding a particular
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disorder; the role of family members in relation to relapse, maintenance and recovery; as well
as individual and family skills aimed at improving effectiveness and wellbeing (Fruzzetti et

al., 2014).

Psychoeducation is a firmly established practice for the treatment of many
psychological disorders at the familial level (Hoffman & Fruzzetti, 2007). According to
Fruzzetti et al. (2014) numerous RCTs have shown that psychoeducation programmes, of
various forms, are economically effective and help significantly reduce relapse, improve
outcomes and course of illness, and enhance family functioning and relationships. Overall,
psychoeducation can be quite varied but it may include 1) client and/or family education; 2)
coping skills for the individual and/or family; 3) training in problem-solving techniques; and
4) the provision of support to the patient and/or family members (Fruzzetti et al., 2014).
Some programmes may be designed for patients, others for family members and some for a
combination of both. In some cases, the psychoeducation is delivered by trained mental
health professionals while in other instances it is peer led by trained recovered clients or

family members.

The diversity found between psychoeducational programmes can cause some
confusion and opens up the possibility of difficulties in ensuring objective and
comprehensive evaluation (Fruzzetti et al., 2014). Nonetheless, data on family programmes
have shown positive and encouraging family member outcomes (Hoffman et al., 2005;
Pickett-Schenk et al., 2000; 2006; Dixon, McFarlane et al., 2001) and since the 1990s there
has been a substantial increase in the number and popularity of such programmes (Pickett-

Schenk et al., 2006).
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Benefits of family programmes.

An examination of existing literature indicates a number of possible participant
outcomes following completion of psychoeducational interventions. The Family-to-Family
Program (FFP) is a highly valued family education programme for families of persons with
various diagnoses (Dixon, Stewart et al., 2001). It was developed by Burland in the early
1990s and is sponsored by the National Alliance on Mental Iliness (NAMI) in the United
States. It is described by Lucksted et al. (2013) as the most widely available programme
designed to meet family member needs, hence the extent of available research on the
programme. Lucksted and colleagues (2013) found that the FFP created lasting shifts in
participants’ responses to their situation and it enhanced their capacity for future coping.
Dixon, Stewart et al. (2001) found in their evaluation of the programme that participants
reported feeling significantly empowered at a familial, community and service system level.
Results also indicated that participants experienced reduced displeasure and worry about their

relative with mental ill-health.

Research findings have suggested that family members who misunderstand relatives’
behaviours and consequently attribute psychiatric symptoms to negative aspects of
personality, are more likely to experience increased distress and express greater criticism of
their ill relatives (as cited in Pickett-Schenk et al., 2006). Therefore, interventions that
provide accurate information and education on specific mental illnesses and symptom
presentation, may serve to lessen family distress and improve interactions. Indeed in a meta-
analysis conducted by Cuijpers (1999) it was found that family interventions had
considerable positive effects on participants’ levels of burden and psychological distress; the
relationship between the family member and their unwell relative; and family functioning.
Following a study on a multiple family group intervention for schizophrenia, Jewell et al.

(2009) concluded that when families are given appropriate information to aid their
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understanding of their loved one’s illness, as well as guidelines for dealing with symptoms,

they are more likely to be able to preserve their relationship and help in the recovery process.

Whatever the approach, be it family psychoeducation, family education or
psychoeducation, the impact of the peer support gained through the group intervention cannot
be underestimated. It is human nature for people to intuitively seek the support and wisdom
of others who are experiencing similar situations to their own, regardless of the event or
problem (Fruzzetti et al., 2014). Social learning theory (Bandura, 1971) suggests that
interactions with peers who are in similar situations will facilitate learning and acquisition of
new patterns of behaviour. In turn, this mutual support will enhance family members’

wellbeing and their ability to cope (Solomon, 2004).

Interestingly, family-centred psychoeducation interventions may also have positive
effects for practitioners. McFarlane et al. (2003) posit that most clinicians who utilise such an
approach report enhanced professional satisfaction, gratification and enjoyment in their work.
Gratitude and appreciation from families and clients was also noted, which can be rare in

working with severe and complex mental health difficulties.

Summary. Psychoeducation, in its varying forms, for relatives of individuals with
complex mental health difficulties has become a well-established, evidence based practice
(Hoffman et al., 1999; Jewell et al., 2009; McFarlane et al., 2003). Research data on family
programmes has shown many positive outcomes including reduced levels of burden and
psychological distress (Cuijpers, 1999) and enhanced capacity for future coping (Levy-Frank,
Hasson-Ohayon, Kravetz & Roe, 2012; Lucksted et al., 2013). Such promising findings

encourage the continued utilisation of family-centred psychoeducation interventions.
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Family Programmes for Relatives of Persons with BPD

As previously discussed, it is quite common for persons with BPD to have co-
occurring disorders such as depressive and bipolar disorders, substance use disorders, eating
disorders, and other personality disorders (APA, 2013). Although these co-morbid disorders
are addressed in traditional family psychoeducation programmes, the overall essence of the
difficulties experienced by those diagnosed with BPD and the subsequent problems that their
families encounter are beyond the scope of such programmes (Hoffman & Fruzzetti, 2007).
The development of family programmes in the area of BPD is heavily informed by the
research on expressed emotion. Ordinarily, expressed emotion and negative outcomes
including relapse amongst patients with mental illnesses are highly correlated (Hooley &
Hoffman, 1999). Contrary to this, when working with BPD patients it appeared the more
emotionally involved family members were, the better the patients” outcomes over a one-year
course of the illness (Hooley & Hoffman, 1999). This finding further supports the rationale
for family involvement in psychoeducational programmes as a treatment component for BPD.
In response to these particular needs, clinicians who work closely with BPD and families of
those with BPD have developed specifically focused family intervention programmes.
Fruzzetti et al. (2014) report that psychoeducation programmes for BPD are the most

extensively developed in comparison to the various other personality disorders.

There are four manualised family psychoeducation programmes for BPD described in
the literature. The first is Gunderson’s Multi-family Groups (1997). Gunderson and his
associates in McLean hospital, Massachusetts, have been providing family groups for the past
two decades (Fruzzetti et al., 2014). This programme is an adaptation and extension of the
work of McFarlane et al. (1996) on schizophrenia family psychoeducational approaches for

BPD families (Gunderson, Berkowitz & Ruiz-Sancho, 1997).
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The second type of programme involves family psychoeducation and skills training
groups based on Linehan’s (1993) core DBT skills. Interventions adopting this approach
include a focus on attaining balance between acceptance and change, and skills training, as
well as the standard education piece (Fruzzetti et al., 2014). One such programme entitled
Dialectical Behaviour Therapy — Family Skills Training (DBT-FST) was designed by
Hoffman and colleagues and it includes both the individual with BPD and their family
members (Hoffman & Fruzzetti, 2007; Hoffman, Fruzzetti & Swenson, 1999). The
programme was developed to provide accurate information about the disorder and to
encourage the development of self and relationship skills in a bid to mutually enhance

familial relationships (Fruzzetti et al., 2014).

The third approach is Blum and colleagues’ Systems Training for Emotional
Predictability and Problem Solving (STEPPS; Blum et al., 2002). STEPPS is a twenty week
group treatment programme for individuals experiencing BPD, their family members, and
health care professionals. It is a systems-based approach which focuses on psychoeducation,
emotion management skills training and behaviour management skills training (Blum et al.,

2008).

The fourth documented and researched programme is comprised of a family education
group for parents, partners and significant others who have a loved one with BPD. This
programme entitled Family Connections was developed by Fruzzetti and Hoffman (2002) and
was designed to provide all four functions of psychoeducation: education and knowledge,

coping and family skills, social support, and problem solving (Hoffman et al., 2005; 2007).

In relation to the above manualised psychoeducation programmes for family members
of individuals with BPD, a comprehensive literature search revealed only one study

examining participants’ subjective experiences. The study by Ekdahl, Idvall and Perseius
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(2014) employed a mixed method design to investigate family members’ experience of the
DBT-FST programme. While the quantitative analysis revealed that DBT-FST is beneficial in
terms of reducing anxiety and depressive symptoms for those with elevated levels prior to
participation, the qualitative results provided more in-depth information on the actual

experience of programme participation.

Content analysis on data collected through free text questionnaires and group
interviews was organised according to four question areas and ten categories of importance
were identified. The first question area pertained to life before DBT-FST and the categories
identified were; ‘living with stress, anxiety and struggle for help’ and ‘support from the
professionals — lame but well-meant’. The second question area looked at the experience of
DBT-FST and five categories were found; ‘sitting in the same boat — connection and
recognition’, ‘one step ahead at last’, ‘confidence in the role as parents’, ‘motivational for the
children to stay in treatment’, and ‘a light in the dark and hope for the future’. The third
question area enquired about effects of DBT-FST and only one category was identified;
‘learning useful strategies for everyday life’. The fourth question area explored improvement
ideas for DBT-FST and found two categories; ‘too much to do, too little time’ and ‘wish for

prolonged support’.

Overall, these results indicate that life before DBT-FST was extremely challenging
and there was a lack of sufficient support. Programme participation offered family members
the opportunity to meet others in similar situations, gave them necessary knowledge for
parenting a child with BPD and also hope for the future. Family members completed the
programme having gained strategies they could use in their daily lives with their unwell loved
one. There are a number of notable limitations in this study including; participants were all
parents of young adolescents, interviews were conducted in groups which may have impacted

on participants’ freedom of expression and results were structured by predefined question
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areas. Nonetheless, this novel study provides useful information on family members’

experience of a BPD focused psychoeducation programme.

Interestingly, despite encouraging pilot data, widespread circulation of these types of
programmes had been quite limited (Hoffman & Fruzzetti, 2007) but more recently it appears

that this is changing.

Family Connections

In an attempt to overcome the slow dissemination of family psychoeducation
programmes for BPD Prof. Alan Fruzzetti and Dr. Perry Hoffman developed Family
Connections (FC; Hoffman & Fruzzetti, 2007). According to recent correspondence with the
programme developers, FC has been disseminated on an international level. It is now running
in sixteen countries including Ireland, the UK, Italy, Germany, Sweden, the U.S., Australia
and New Zealand (Fruzzetti, January 23, 2014, personal communication). FC is administered
and co-ordinated by the NEABPD, a non-profit organisation whose work seeks to improve
the lives of people with BPD and their loved ones (Hoffman et al., 2005). Bearing in mind the
aforementioned research regarding expressed emotion (Hooley & Hoffman, 1999), high
levels of co-morbidity (APA, 2013; Hoffman & Fruzzetti, 2007) and the transactional
interplay (Fruzzetti, Shenk & Hoffman, 2005; Leichsenring et al., 2011), FC was designed
with the fundamental missions being to support family members in their efforts to be more
effective in emotional involvement with their loved one; to increase their own well-being and
quality of life; and also to have a salutary effect on their relative with BPD (Hoffman et al.,

2007).
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Theoretical background.

FC was theoretically derived from two well-known models (Hoffman et al., 2007).
The first is the stress coping and adaptation model by Lazarus and Folkman (1984) which
focuses on the individuals’ strengths, resources and adaptive capacities. When faced with
major events and challenges, functioning is disrupted. However, through the use of cognitive
and behavioural strategies efforts to manage and tolerate stressful situations can be successful
(Provencher, Fournier, Perreault & Vezina, 2000). Taken in the context of mental illness, the
ill relative’s symptomatology can act as a stressor or trigger which requires family members
to utilise their personal resources and coping skills to adapt to and master living with the

atypical life events and burdens that surround mental illness (Hoffman et al., 2007).

The second model which heavily influenced FC is Linehan’s DBT (1993). As
outlined earlier, this form of behavioural therapy has gained widespread popularity as a
treatment for individuals with BPD. Its efficacy in helping those with the disorder and related
problems has been shown through numerous research studies, including RCTs (Carmel, Rose
& Fruzzetti, 2014; Feigenbaum, 2007; Linehan, 1993; Linehan et al., 1999; Verheul et al.,
2003). FC makes use of some of the standard individual DBT skills as well as implementing
skills specifically developed for family members which are based on the dialectic of
acceptance and change, and promote a healthy balance between their needs and the needs of

their ill relative (Fruzzetti, Santiseban & Hoffman, 2007).

Family Connections structure.

Hoffman, Fruzzetti and colleagues (Hoffman et al, 2007; Hoffman et al., 2005;

Hoffman & Fruzzetti, 2007) describe the format and structure of FC. It is a synthesis of
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several different treatment modalities including family psychoeducation and family
education. FC is structurally modelled after the Family-to-Family Program (FFP) which is a
community based family education programme sponsored by NAMI in the United States. FC
is a twelve week manualised, education, skills training and support programme. The
developers stipulate that it is offered free of charge. Health services in the U.S. typically
come at a high financial expense meaning that the wealthier individuals in society can more
readily access necessary treatment, while those who are less well off struggle to afford
essential intervention. The FC ethos endeavours to ensure that necessary help is available to
all families struggling with a loved one with BPD regardless of their financial situations. The
programme tends to be based in community settings for multiple families who have members
with BPD. FC delivery occurs in a group format and participants do not receive individual
supervision or counselling as part of the programme. FC is solely intended for family
members only and therefore the relatives experiencing BPD symptomology do not attend.
Family members are eligible for participation in the programme regardless of the wellbeing
or treatment status of their relative with BPD symptomology at the time. The only specified
prerequisite for FC is that participants are family members or significant others of individuals

with BPD symptomology.

Groups are facilitated by trained family members with BPD relatives who volunteer
their time or trained mental health professionals or a mixture of both. Family member leaders
initially participate in an FC programme as group members, before undertaking the formal
twenty hours of training to become a group leader. Training has been standardised to follow
the programme manual closely with the leaders occupying a teaching and mentoring role,
providing the curriculum in a nonjudgmental and supportive environment. New leaders are

required to engage in weekly consultation with programme developers or experienced FC
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facilitators after starting a new group of their own. The FC programme aims to meet three

different needs of family members of individuals with BPD:

e To provide education and current information about BPD and family functioning
e To teach individual and family skills
e To enable members to gain social support from other group members who share

similar experiences.

Family Connections content.

The FC programme content was adapted in consultation with family members and
individuals with BPD and is divided into six modules as outlined by Fruzzetti and Hoffman
(2002). Module 1 involves an introduction and orientation to the programme as well as the
most up to date information and research on BPD symptoms and the course of the illness.
Module 2 contains most of the psychoeducational content regarding the development of BPD,
available treatments, co-morbidity, stigma, and it also begins to look at emotion reactivity
and dysregulation. Module 3 introduces individual skills, relationship skills and mindfulness
with the goal of increasing understanding, reducing invalidating responses and decreasing
emotional reactivity and vulnerability to negative emotions. Module 4 teaches family skills
and explores the transactional nature of relationships illustrating how individual and family
wellbeing are interdependent thus highlighting the importance of acceptance skills in
relationships. Module 5 deals with accurate and effective self-expression and validation
skills, some time is spent looking at what should be validated and how to go about it. Module
6 focuses on problem management skills including defining problems effectively,

collaborative problem solving, and learning how to identify situations/problems that can be
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changed and those that necessitate acceptance. All modules include specific practice

exercises and homework.

According to Fruzzetti and Hoffman (2002) there are no specific guidelines on time
allocation for each module, instead it is left to the discretion of the group leaders. Decisions
on the length of time dedicated to each module should be based on the composition and
particular needs of each group. Some groups need more time for support and discussion while
other groups will be less interactive and more focused on skill training. The group typically
begins by reviewing homework, this is followed by the educational or teaching segment, and
finally there is space for discussion and consultation, all the while providing a forum in which
participants can benefit from the support of their peers and build a support network. The FC
course content places a central emphasis on participants’ own emotional needs given their
distressing experiences with their relative with BPD symptomology (Hoffman et al., 2007). A
central tenet of both the FC training and content is creating a non-blaming and nonjudgmental
environment for family members (Hoffman et al., 2005). Family members of those
experiencing BPD frequently report feelings of being judged by others and a strong sense of
excess stigma, more so than what is typically experienced by families of persons with other
serious mental illnesses (Hoffman et al., 1999; Hoffman et al., 2005). FC is specifically
designed to address such issues with early modules examining blame and stigma and
explaining the biosocial theory on BPD etiology and the transactional models of BPD

development (Fruzzetti & Hoffman, 2002; Hoffman et al., 2005).
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Quantitatively measuring Family Connections effectiveness.

The FC programme targets change in consistently problematic constructs for family
members of persons with BPD: burden, depression, grief and mastery (Hoffman & Fruzzetti,

2007; Hoffman et al., 2003).

Burden refers to the sense of assumed responsibility and feelings of severe stress and
strain due to the ill relative’s symptoms and behaviour which impacts on other relationships
and interferes with daily activities (Lefley, 1989; Reinhard et al., 1994; Stueve, Vine &
Struening, 1997). Family members often experience depressive symptoms such as sleep
disturbance, waves of emotion and feeling hopeless about the future. Such feelings are not
indicative of clinically significant depression per se but nonetheless can have a negative
impact on the well-being of families of individuals with BPD (Radloff, 1977; Song et al.,
1997). Grief is also targeted as family members commonly report cognitive, emotional and
psychological experiences associated with having a family member with BPD such as
sadness, pain and loss (Richardson et al., 2013; Struening et al., 1995). Mastery involves the
identification and development of self-management skills to cope with having a relative with
mental illness, a construct which FC strives to improve (Hoffman et al., 2005; Pearlin,

Menaghan, Lieberman & Mullan, 1981).

Research on Family Connections

With FC being a relatively new family intervention, past research has been quite
limited, with just two published studies existing with family members of persons with BPD
(Hoffman et al., 2005; 2007). In addition, the FC programme was utilised with family

members of individuals who had engaged in suicide attempts, the results of which have also
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been published (Rajalin, Wickholm-Pethrus, Hursti & Jokinen, 2009). A summary of these
published studies is provided in Table 1 overleaf. Currently, there are two further FC studies
with family members with loved ones with BPD symptomatology in various stages of
completion (Flynn et al., 2015; Salamin, Clément, Guenot & Medzihradska, 2012) and a third

in development (Fruzzetti, February 09, 2015, personal communication).
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Table 1

Summary of Published Research on Family Connections

Authors/Year

Aim

Sample

Research findings

Hoffman et al. (2005)

Hoffman et al. (2007)

Rajalin et al. (2009)

To assess changes in levels of
burden, depression, grief &
mastery from pre — post FC &
at 3 months post-FC completion.

To replicate & expand previous
FC research assessing changes
in burden, depression, grief &
mastery from pre — post FC & at
3 months post-FC completion.

To evaluate the impact of a
modified version of FC on

the well-being, quality of life,
& levels of depression, anxiety,
& burden of participants from
pre — post FC completion.

44 participants with
relatives with BPD.

55 participants with
relatives with BPD.

13 participants with
relatives being treated
at a suicide prevention
clinic.

Significant reductions in burden (subjective &
objective) & grief. Significant increase in
mastery. No significant change in perceived
burden or depression. Changes maintained at
3 months post-FC completion.

Significant reductions in burden (subjective,
objective & perceived), depression & grief.
Significant increase in mastery. Changes
maintained or enhanced at 3 months post-FC
completion.

Significant reductions in burden & anxiety.
Decreased levels of depression. Improved
general well-being & increased well-being
in the relationship to the suicide attempter.
Experienced quality of life was not changed
at a significant level.
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The effectiveness of FC was initially researched by Hoffman et al. (2005) with a
sample of forty four participants. Results showed a significant reduction in objective and
subjective burden, and grief, as well as a significant increase in levels of mastery from pre- to
post-FC assessment. No significant change was found in perceived burden or depression
scale scores. Participants were again assessed at six months post baseline and it was found
that the changes in burden (both objective and subjective), grief and mastery were
maintained. Again, no changes occurred in perceived burden or depression during the three

months post- FC.

The second FC study, a replication of the original research, was carried out by
Hoffman et al. (2007). Increasing demand for the FC programme suggested the need for a
replication study and also provided the opportunity to carry out such research to confirm and
expand the initial findings. It was hypothesised that the initial results would be replicated and
in addition participant levels of depression would decrease despite no change in the first
study. A sample of fifty five participants were assessed pre-, post- and at a three month
programme follow-up. Results indicated levels of burden, grief and depression decreased
amongst participants, while a sense of mastery increased overall. In all cases, improvements
were enhanced or maintained at the time of the follow-up evaluation suggesting that the FC
programme may provide significant and enduring benefits to family members. Findings from
the initial study were supported and extended through the second study and again these

results implicate the FC programme impacting positively on well-being of participants.

The study conducted by Rajalin et al. (2009) was the first to examine the effectiveness
of FC with family members of individuals who had engaged in suicide attempts. A sample of
thirteen family members of patients being treated at a suicide prevention clinic took part in a
modified nine week version of the FC programme. It was hypothesised that the programme

would have a positive effect on family members’ well-being, quality of life, levels of

36



depression, anxiety and experiences of burden. Results from pre- to post- intervention
programme indicated significant reductions in burden and anxiety, decreased levels of
depression, as well as improved general well-being and increased well-being in the
relationship with the suicide attempter. There was a slight improvement in experienced
quality of life but it was not changed significantly. It was concluded that a version of FC
aimed specifically at family members of individuals who engage in suicide attempts would

provide many benefits.

Based on these published studies, it appears that FC contributes to a decrease in
distressing constructs for family members of those with BPD and those who engage in
suicidal behaviour. In terms of family members with loved ones experiencing BPD, the
previous two studies show that FC participation may lead to a decrease in levels of burden,
depression and grief, and an increase in levels of mastery. These findings provide the
beginning of an evidence base for the effectiveness of the FC programme. However, there
was some inconsistency in change found in perceived burden and depression between the two
studies. It is important to recognise that along with the scarcity of studies available, several
methodological limitations were noted. These include small sample sizes across all three
studies and a different clinical setting and modification/shortening of the FC programme in
the study conducted by Rajalin et al. (2009). It ought to be highlighted that in the absence of
control conditions, findings should be interpreted with caution and changes in participants’
wellbeing cannot be definitively and solely attributed to participation in FC. A final point to
note is that two of the three published FC studies to date were conducted by the programme
developers. While it makes absolute sense for programme developers to evaluate the
programme they have developed, their vested interests must also be recognised. However,
this matter is soon to be rectified with the ongoing FC research which will yield new

publications in the near future.
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An FC trained team of professionals working in an adult community mental health
service in Cork, Ireland, are currently conducting ongoing research in which they are
assessing the effectiveness of FC against an Optimised Treatment-As-Usual (OTAU)
condition (Flynn et al., 2015). The OTAU condition consists of three sessions of
psychoeducation which provide information on a range of topics including; BPD, evidence
based treatment with a specific focus on DBT, various DBT skills and the importance of self-
care. Thus far, in the first phase of this research, a total of thirty three people completed the
FC programme and sixteen partook in the OTAU condition which involved three sessions of
psychoeducation. There were no differences in scores between FC and OTAU participants at
baseline. Reported results indicate that there were statistically significant decreases in
objective and subjective burden, grief, and depression; and an increase in mastery from pre-
to post-intervention for the FC participants. There were no statistically significant differences
reported in these scores for OTAU participants. Although the study is the first to compare FC
to another intervention, it cannot be said that the OTAU intervention was a true control
condition as the duration of the input varied between both conditions. This research is
ongoing and therefore participant numbers will increase over time. However, the initial
findings lend support to the argument that psychoeducation itself is not sufficient for this
vulnerable population and also contribute to the evidence for FC being a useful intervention

within an Irish context.

Another study examining the outcomes of the FC programme is currently underway in
Switzerland (Salamin et al., 2012). Preliminary results on the first twelve participants to
complete the FC programme (using the French translated manual from Canada) show
decreases in family member levels of worry and invalidating criticism, and an increase in
mastery. There were no significant changes of note on depression scores in the preliminary

analysis. However, analysis of the larger data set is imminent (Salamin, March 02, 2015,
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personal communication). Efforts are also being made by Salamin and colleagues to publicise

and disseminate FC in French-speaking regions of Switzerland.

Finally, Fruzzetti and colleagues in the U.S. are currently planning an RCT which
they hope to commence in late Spring 2015 (Fruzzetti, February 09, 2015, personal
communication). The study will involve comparing the standard FC programme with a wait-
list control across numerous sites. Outcomes will be evaluated in terms of family member
wellbeing including emotion regulation, skill utilisation, and validating/invalidating
behaviour; measures of family functioning; and wellbeing of the individual with BPD

symptomology.

It seems expansion of the research base for FC is imminent but yet further research is
needed to substantiate and solidify these results, investigate the various ingredients of the
programme in a bid to ascertain the active components of change and to assess its use with
various other vulnerable populations. That said, it appears at this early stage that FC is a

promising intervention for relatives of individuals with BPD and BPD symptomology.

Summary. A small number of manualised family psychoeducation programmes for
BPD have been documented in the literature with FC being one such programme (Fruzzetti &
Hoffman, 2002). FC is a twelve week education, skills training and support programme.
While there is limited FC research to date, the quantitative studies in existence demonstrate
the effectiveness of FC (Hoffman et al., 2005; 2007; Rajalin et al., 2009) and tentative
conclusions are drawn about its positive impact on participants. With three further
quantitative research studies currently in various stages of planning and fruition, the FC

evidence base is soon set to expand.
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Current Study

Our knowledge of BPD, its impact on families and the transactional processes at play
within such families has expanded exponentially over recent decades. We now understand
that in the case of BPD clients, the more emotionally involved family members are, the better
the client’s outcomes (Hooley & Hoffman, 1999). This highlights the need for family
psychoeducational programmes such as FC as a treatment component for BPD. The literature
explicitly documents the chronic and severe distress experienced by loved ones of those with
BPD symtomology and the potential risk to the mental wellbeing of this vulnerable
population. ‘The National Carers’ Strategy, Recognised, Supported, Empowered’
(Department of Health; DoH, 2012) outlines national goals for policy and service delivery
which include supporting carers to manage their own mental and emotional health and
wellbeing; and the provision of appropriate information, training, services and supports for
carers. FC is very much in keeping with this strategy for family carers of those with BPD.
The limited but increasing FC research base has quantitatively demonstrated the effectiveness
of FC in decreasing levels of burden, depression and grief and increasing levels of mastery in
family members of those with BPD symptoms. Combined, this information provides a solid

rationale for the continued dissemination of FC.

However, such a quantitative focus pays little attention to the manner in which the
intervention was experienced. Family members/carers tend not to operate or think according
to service delivery plans or evidence bases. While quantitative research methods are essential
for establishing evidential basis, it is also crucial to consider participants’ personal, subjective
experiences and responses to interventions. Such insight can provide another valuable layer
of data pertaining to interventions. Local anecdotal feedback from FC groups carried out in
Cork did not centre on quantitative changes in burden, depression, grief or mastery. Changes

in some of these constructs were alluded to by participants but what was very apparent during
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the discussions was the sense of embarking on a powerful journey during FC. Participants
spoke passionately and emotionally about the programme itself, their fellow group members,
their group leaders and the process involved during FC. In the bid to quantitatively establish

FC, very little consideration has been given to participants’ actual experience of FC.

This current study aims to address a gap in existing research and to remedy the lack of
focus on lived experience by qualitatively exploring participation in FC and participants’
perceptions of the changes or differences it can lead to. The objectives are to develop a
greater understanding of the perceived process of psychological change among FC
completing family members with relatives with BPD and to provide guidance on future
developments for FC and other family intervention programmes. A qualitative interpretative
phenomenological approach was employed. This approach is exploratory and inductive in
nature and emphasises the specific and unique experience of the participants involved. This
methodology will be further described in the next chapter. In view of this being the first
qualitative study on FC and given the exploratory nature of this piece of research, a broad
research question was necessary. This ensured that participants were given the opportunity to
recount their experiences without being restricted or biased by a very specific line of

questioning.

Research Question

Given the dearth of experiential FC literature described above, this present study aims
to contribute to the literature by exploring the following overarching research question:

‘What has been your experience of participating in the Family Connections programme’?
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Chapter Three

Methodology

Chapter Introduction

The following chapter will outline the rationale for the methodology utilised. This is
followed by details of how the study was conducted, including information pertaining to the
participant recruitment process, procedures involved, ethical issues, data analysis and

considerations for ensuring valid and reliable research.

Research Study Design

This study aims to explore the experience of participating in the FC
programme and the meaning participants associate with it. Uniquely, this is the first study to
utilise a qualitative methodology when researching FC. This study seeks to examine FC
participation across cultures and countries by inviting programme graduates from Ireland, the

U.S. and New Zealand to partake in the research.

Research within clinical psychology, as is reflected in the studies to date on FC, has
tended to rely on quantitative and experimental methodology. The three published FC studies
have utilised psychometric questionnaires and statistical analyses to quantitatively measure
the impact of the FC programme on problematic constructs for family members of those
experiencing BPD, including levels of burden, depression, grief and mastery. While such
quantitative research is rigorous and useful, it has several limitations including the
oversimplifying and reduction of experiences to numerical ratings. When such an approach is

utilised, detail concerning the complex nature of subjective experience is lost. On the other
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hand, qualitative methods permit greater access to individuals’ inner experiences which
provides invaluable information for deepening our understanding (Lucksted, Stewart &
Forbes, 2008). Recent decades have seen a substantial increase in the popularity of qualitative
research and it is becoming widely accepted across many disciplines (Huberman & Miles,
2002; Smith, 2004). Qualitative researchers are primarily concerned with meaning and the
individual quality of experience rather than causal relationships and universal explanations

(Pietkiewicz & Smith, 2012).

Certain research topics are more amenable to qualitative inquiry than others; these
include issues that have not previously been addressed in the literature or issues that require a
new approach to examination (Morse & Richards, 2002). Existing quantitative research has
not been able to thoroughly explore and capture the experience of participating in the FC
programme and therefore qualitative methodology was specifically suited to this current
study. By utilising such a methodology it was hoped to access family members’ experiences
of FC and the journey they embark upon during group completion; and afford them the
opportunity to be heard at this level. For this purpose it was imperative to develop a research
instrument that allowed participants to give voice to their particular experiences. Therefore,

individual interviews were conducted utilising a semi-structured interview schedule.

There are numerous reasons as to why interviews are an essential instrument in many
types of research. Interviewing is relatively unique in that it is not constricted to any one
theory, epistemological orientation or philosophical tradition and therefore it comprises an
almost infinitely flexible research tool with varying levels of structure (Breakwell, 2006).
Perhaps this is partly the reason behind what Potter and Hepburn (2005) describe as the
readily assumed appropriateness of interviews for all qualitative research. Whilst fully
cognisant of this lure towards interviewing, the researcher chose a semi-structured interview

as the most fitting research instrument for the purposes of this study.
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In semi-structured or unstructured interviews the researcher seeks to cover a number
of topics but the questions and their order are not fixed; instead they develop as a result of the
interaction (Breakwell, 2006). Open-ended questions allow the participants the opportunity to
disclose and share as much as they choose. In response to Potter and Hepburn’s (2005) paper,
Smith, Hollway and Mishler (2005) posit that interviews are extremely useful for idiographic
type research seeking to explore in detail how individuals make sense of experiences. One of
the most enticing features of using semi-structured interviewing is the fact that the researcher
is present during the interaction and is able to pursue interesting and important issues as they
arise (Smith, 2004). In addition, it was recognised that the population involved in this
research were likely to readily intertwine information pertaining to experiences of their
relative with BPD with their own experiences of FC. The semi-structured nature of the
interviews allowed for participants to digress at times and still feel heard, with the safety of a
structure to facilitate their reorientation where necessary. Also Interpretative
Phenomenological Analysis (IPA) researchers usually employ an interview schedule to
ensure the discussion of relevant topics in order to facilitate the answering of the research

question via analysis (Smith, Flowers & Larkin, 2009).

Interpretative Phenomenological Analysis (IPA)

Having reviewed the many qualitative approaches available, IPA (Smith et al., 2009)
was selected as the guiding methodology for this study. IPA first emerged in the mid - 1990’s
within the field of health psychology but the concepts on which it is based have much longer
histories (Smith, 2004). The theoretical and philosophical underpinnings of IPA include
phenomenology (i.e. exploring experience and its perception), hermeneutics (i.e. the theory of

interpretation and making sense of experiences), and idiography (i.e. understanding how
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particular phenomena have been understood from the perspective of particular individuals)
(Pietkiewicz & Smith, 2012). Increased commitment to qualitative methodologies over recent
years has aided the further development and interest in IPA, with the methodology now
attracting attention in the fields of social, counselling and clinical psychology as well as the

broader disciplines of social, health and human sciences (Smith, 2004; Smith et al., 2009).

The central concern for IPA is to explore in detail participants’ personal lived
experience and how these participants make sense of this personal experience (Smith, 2004).
Thus, IPA has two emphases; the phenomenological perspective in which the focus is to
understand lived experiences and give a voice to the participants, and the interpretative
perspective which seeks to examine and contextualise how participants make sense of these
experiences from a psychological viewpoint (Smith & Eatough, 2006). The term IPA is used
to illustrate the dual emphasis or components of the approach and to highlight the combined
reflections of both participant and researcher in the analytic account produced (Osborn &

Smith, 1998).

In addition to exploring subjective experience, IPA takes a hermeneutic stance in that
it seeks to elicit participants’ own interpretation of their experience. Simultaneously, IPA
recognises there is a double hermeneutic at play as is evident in the active interpretative role
of the researcher in analysing and making sense of the experiences under investigation (Smith
et al., 2009). This interpretative activity of the researcher is an integral part of the research
process and it is one of the key characteristics that distinguish IPA from the descriptive
phenomenological approach (Smith et al., 2009). Along with being an interpretative process,
IPA is strongly committed to idiographic, case study level of analysis (Pietkiewicz & Smith,
2012). Based on this principle IPA situates individuals in their particular contexts and
explores their personal perspectives until some degree of closure has been achieved, before

moving onto the next case and producing any general statements (Smith, 2004).
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IPA was deemed particularly suitable for the purposes of analysing the research data
for a number of reasons. According to Smith et al. (2009) IPA aims to examine lived
experience in detail and in a way that enables the experience to be expressed in its own terms,
rather than according to predefined category systems. FC participation has been investigated
quantitatively according to predefined categories/constructs and such research continues. This
current study has a very different aim and seeks to learn about the whole experience of FC
participation and what it means to participants from their own unique perspectives. In light of
the dearth of published literature examining this experience, IPA was again considered
appropriate as it is recommended for initial exploratory work (Smith et al., 2009). Finally,
IPA puts in place a reliable and rigorous structure through which the participant’s voice can
be heard, allowing them to influence the future planning and delivery of FC and perhaps

other family services.

Participants

A total of twelve participants from Ireland, the United States of America and New
Zealand took part in this research. Four participants from each of the three countries were
interviewed. Brief participant demographic information is provided in Table 2 overleaf. See
Appendix A for further descriptive information on participants and their relatives with BPD
symptomology. Participants were recruited from three countries to provide a range of
perspective given FC is being delivered in sixteen countries across the world (Fruzzetti,
January 23, 2014, personal communication). A focus on one specific country may have
strengthened the transferability of findings for that particular population; however it was

thought that through interviewing participants from various countries it may be possible to
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derive some information as to the transportability of FC and how it is experienced in varying

countries.

Table 2

Participant Demographics

Pseudonym Age Country Relationship with relative with
BPD/BPD symptomatology
(Participant-Relative with BPD)

Carol 56 usS. Mother - Daughter
Rebecca 58 u.sS. Mother - Daughter
Grace 60 u.sS. Mother - Daughter
Jane 51 U.S. Mother - Daughter
Adam 61 Ireland Father - Daughter
Cillian 61 Ireland Father - Daughter
Rachel 52 Ireland Mother - Daughter
Joanne 49 New Zealand Mother - Son
James 55 Ireland Husband - Wife
Stephen 38 New Zealand Husband - Wife
Kate 62 New Zealand Mother in law - Daughter in law
Daniel 60 New Zealand Father - Son

The education committee of the NEABPD and the FC programme developers
contacted FC facilitators in the U.S. and New Zealand. The facilitators were sent the research
information sheet and consent form (see Appendices B & C) and were asked to extend the
invitation to participate in the research to recent FC graduates, in other words individuals
who had recently completed the FC programme. Graduates who were interested in

participating then initiated contact with the researcher via email.
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The roll out of FC in Ireland is currently overseen by the National DBT Project and
therefore Irish participants were recruited with their assistance, along with that of local FC
facilitators. An invitation to participate in the study was extended to recent FC graduates via
text message and/or telephone call from the national DBT office. Those interested in
participating gave permission for their contact details to be passed onto the researcher who

then initiated contact via telephone.

Inclusion criteria.

All participants were required to meet the following criteria:

e Participants must have completed the 12 week FC programme within the last 12
months.

e Participants must have a family member/significant other with BPD or BPD
symptomatology.

e Participants must be over the age of 18.

e Participants must volunteer to partake after gaining an understanding of the purpose
of the study and the process involved.

e Participants must give informed consent.

e Participants must be competent with the English language.

e Participants must have access to a telephone or computer and a private space for the
duration of the interview. They must also agree to receiving a call from the researcher

to conduct the interview.
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Consent and Ethical Issues

Ethical approval for the Irish contingent of the study was granted by the Cork
Research Ethics Committee (CREC). The education committee of the NEABPD was
furnished with a copy of this approval letter which the committee confirmed superseded their
local ethics committee. Informed consent was sought from all participants. The information
sheet and consent form (see Appendices B & C) were sent to FC facilitators in each site for

distribution along with the invitation to participate.

The U.S. and New Zealand based participants initiated communication with the
researcher via email following receipt of the invitation to participate from their FC group
facilitators. Any gquestions were answered by the researcher and times/dates for the interviews
were arranged. Informed consent was confirmed verbally and captured on the audio recording
prior to conducting the interviews. The Irish participants were telephoned by the researcher
having given their permission for their contact details to be shared following their expression
of interest in participation. All questions were answered and times/dates for the interviews
were arranged. Informed consent was again confirmed verbally and audio recorded prior to

proceeding with the interviews.

At the stage of first communication with the researcher all participants had been fully
informed of the nature of the research. Given the nature of the interview and the personal
circumstances of the participants it was deemed that participation would not cause any
distress over and above that of what participants experience on a daily basis with their loved
one with BPD symptomology. However, the FC programme developers were available for

direct consultation with participants if distressed as a result of their participation.

Interviews were conducted via Skype where possible. Participants without Skype

access were contacted by telephone. Participants were called by the researcher for the
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interview and therefore did not incur any financial costs for partaking in the study. The
researcher ensured interviews were carried out in a quiet, private location. It was the
responsibility of each participant to ensure they found a suitable environment in which to
receive the call and partake in the interview. All interviews were audio recorded using a voice
recorder. Participants were made aware of this through the information sheet and permission
to record was requested prior to initiating the interview. Following each interview the audio
data was stored on a password protected external hard drive and deleted from the recording
device. The resulting transcripts were produced on a password protected laptop computer and

were stored on the secure external hard drive. All audio data was deleted following analysis.

Confidentiality and participant anonymity was carefully considered and managed.
Participants were given pseudonyms and any identifying information pertaining to
themselves, their relative with BPD symptomology or their group leaders was removed with
the exception of the country in which they completed FC. Email addresses of participants
who requested a research summary were stored in a separate password protected file.
Following research completion a summary was emailed to these participants before deleting

their contact details.

Research Instruments

A semi-structured interview schedule was constructed in consultation with the FC
programme developers, academic supervisor and field supervisors (see Appendix D).
Questions adhered to the standard conventions for semi-structured interviews and
recommendations for IPA, and sought to guide the direction of the interview (Smith et al.,
2009). The questions and associated probes were developed as a result of the research

question seeking to examine the experience of participating in FC. The semi-structured
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design of the schedule and the open-ended nature of the questions allowed for flexibility and
opportunity for in-depth discussion. Probes were used to encourage further or continued

discussion on certain topics.

In order to pilot the interview schedule volunteers were sought from a group of Irish
FC graduates attending monthly graduates meetings. This particular group of graduates were
not eligible for the study itself due to their FC completion timeframe. One graduate
volunteered to partake in a trial interview and subsequently the interview schedule was
piloted with this candidate. Recruitment of further pilot participants would have involved
extending the invitation to the limited pool of FC graduates eligible for the main study and
therefore the interview schedule was piloted with this one individual. Following the pilot
phase, some minor schedule amendments were made. Participants in the main study were
asked to describe how their participation in FC came about as a way of transitioning from the
factual questions at the beginning of the interview to the open-ended style questions. This
also served to increase participants’ ease before asking more focused questions. A number of
probes from the original schedule were altered and others were added. The interviewer’s rate
of progress and pace of questioning was also revised. A more moderate pace resulted in

subsequent interviews exhibiting a more natural flow throughout.

Procedures

As prearranged, the researcher contacted participants at the scheduled times/dates.
Eight of the interviews were conducted via Skype. To facilitate those who did not have access
to Skype, three interviews were conducted via telephone and one via Facetime. The option of
conducting a Skype video call (as opposed to audio only) was left to the discretion of

participants, with all except one choosing to use both audio and visual formats. Both the
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researcher and participants were situated in a private environment to facilitate the in-depth
discussion. Interviews commenced with a brief rapport building stage including opportunities
for participants to ask questions about the research process, the overall project, and the
researcher’s interest/experience in the area. Attainment of verbal consent and brief
demographic information gathering followed before looking in detail at their experience of

Family Connections.

Interviews were audio recorded using a voice recorder. Interviews varied in length
from 52 to 128 minutes, with the mean time being 79 minutes. However, the interview of 128
minute duration was the longest by far, with the other eleven interviews varying from 52 to
96 minutes. The disparity in interview length was due to a number of factors including, the
tendencies of some interviewees to disclose more information on their unwell relative’s
history, and the fact that some participants were naturally more vocally expressive and
talkative than others. Regardless of time elapsed; the interviewer ensured all questions were
asked of all respondents, in accordance with interview guidelines described by Breakwell
(2006). Interview recommendations set out by Smith et al. (2009) were also adhered to.
Participants were given as much time as they required to give as full an answer as possible to
the questions asked of them. The flexible nature of the semi-structured interview schedule
meant the relevant concerns of the participant could be followed up, even if they deviated
from the schedule. The researcher was keen to hear all that participants were willing to share
and to give them a felt sense of being heard. In most cases it seemed like the time passed
most quickly during the longer interviews, possibly indicative of the level of insight and
opinion communicated by these participants. However, it was not always the case that the
longer interviews contained the most in-depth information pertaining to FC. The researcher
kept reflective notes, documenting additional information that was considered important for

use during analysis. Interviews were transcribed verbatim by the researcher.
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Data Analysis

Verbatim transcripts of the interviews comprised the raw data for analysis. IPA was

conducted according to guidelines described by Smith and colleagues (2009). Smith (2004)

cautioned that good qualitative research is not the result of the prescriptive following of a

rigid set of instructions but rather adapting and developing the suggested guidelines during

analytic work. Therefore, these guidelines were tailored as necessary by the researcher and

the various procedures applicable to this specific analysis are outlined below.

Stage 1: Familiarisation with data.

The initial stage of analysis involved immersion in the original data. Analysis took
place on a case by case basis therefore the researcher listened to the first audio
recording and read the interview transcript multiple times in a bid to enter active
engagement with the data and gain a general understanding of the participant’s
experience at a holistic level.

Stage 2: Initial noting.

This initial stage of coding was the most detailed. It involved an exploratory
examination and commenting on the content, language use, context and initial
interpretations.

Stage 3: Interpretative coding.

This next stage involved shifting from preliminary note taking to a more in-depth
analysis, applying psychological concepts to make sense of the meaning within the
narrative. This involved an interpretive element but efforts were also made to ensure

the analysis was grounded in the participant’s words.
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Stage 4: Identifying emergent themes.

Identifying themes involved revisiting the interpretive codes and grouping them into
clusters or thematic areas. The researcher attempted to formulate a concise phrase or
heading at a higher level of abstraction involving further psychological
conceptualisation. This lead to the identification of emerging themes.

Stage 5: Seeking connections across emergent themes.

The set of emergent themes was examined in order to explore ways in which they
might fit together. During this reorganisation process some emergent themes were
combined and others were omitted due to ill fit or weak evidential base. Final theme
lists for each interview may include superordinate or main themes and subthemes.
Stage 6: Data refining.

An idiographic approach was taken in that each transcript was analysed in detail
before moving on to the next. Steps 1 — 5 were repeated for the full set of transcripts.
The resulting sets of themes were then compared to explore potential patterns across
cases. This involved a reconfiguration and relabeling of some themes. This stage
concluded with master or final themes that reflect the experience of the majority of

participants.

Memos were recorded throughout the various stages of analysis. Unlike coding, the

contents of memos are not constrained in any way and can include hunches, insights,
deliberations and explanations of the analytic work. Memos were also used to document the
researcher’s general reflections on the interviews and the analytic process. Memos constitute
an important component of the transparent audit trail in qualitative research (see Appendix E

for sample memos).
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Reliability and validity.

IPA is viewed as a creative process and efforts to assess validity must ensure attention
is paid to the subtle features of such qualitative work. The general guidelines described by
Smith and colleagues (2009) were adhered to in order to conduct a ‘good enough’ piece of
research. Millward (2006) recommends the independent involvement of two or more
researchers in the coding process to enhance the reliability of the analysis. Therefore, the
researcher consulted with her academic supervisor, who is well experienced in qualitative
methodologies, throughout the analytic process. In addition, another researcher, familiar with
IPA analysis, reviewed randomly selected segments from six of the twelve interview
transcripts. These extracts were coded by both researchers and assignation to categories and
compilation of themes were thoroughly discussed. Inter-rater agreement was examined and
there existed a high level of concurrence in coding content and assignation to
categories/themes. Discrepancies were considered and debated which assisted in focusing
further coding and categorisation. The purpose of collaborating with a second rater was to
ensure the accuracy and consistency of codes and themes. The reader is also an integral
stakeholder in the validation process. Therefore, extracts from the interviews are presented in
the results chapter to illustrate themes, allowing the public/reader to trace the emergence of

each theme. Thus, adding to the transparency of the analytical process.

Yardley (2000) highlighted a number of general principles that mark good quality
qualitative psychological research. The researcher aimed to address each of these guiding
principles. The first principle is sensitivity to context. It can be said that the researcher
initially demonstrated sensitivity to context in the methodological choice of IPA. This choice
facilitated active and close engagement with the idiographic and the specific. Further

sensitivity to context was shown through an awareness of existing literature both in terms of

55



initially orienting the research and examining findings in the context of existing relevant

literature.

The second principle deals with commitment and rigour. Every effort was made to
display commitment through the degree of attentiveness during data collection. Considerable
commitment was given to ensure participants were comfortable with reflecting on their
experiences during the interviews. The researcher conducted a review of the literature prior to
data collection and through clinical practice had gained hands on experience of working with
this population. Interviews were transcribed by the researcher, which was a very time
consuming process, taking approximately one hour to transcribe ten minutes of audio data.
This demonstrated further commitment to the research process. Rigour is evident through the
comprehensive and thorough analytic process. At all stages of the analysis, constant
reflection and re-examination of the transcripts was carried out to ensure that themes were
related to the primary source material. Two various independent researchers were involved in

checking the appropriateness and consistency of connections made between data and themes.

Yardley’s third broad principle is transparency and coherence. In order to illustrate
transparency the various stages of the process including participant recruitment, data
collection and analysis are described as clearly as possible throughout this study. The
researcher sought to present logical and comprehensible findings and subsequently ensured
they were widely read by uninvolved or uninvested colleagues prior to finalising. The fourth
and final principle described by Yardley is impact and importance. The crux of this principle
is in whether it tells the reader something interesting, meaningful or useful. Herein lies the
real validity test. It is believed that this research is highlighting an important issue that will

contribute to clinical practice and add to the psychology evidence base.
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Chapter Conclusions

In summary, this chapter provided information on participant recruitment, ethical
considerations and data collection. It also described how the various stages associated with
IPA were applied to the data in a bid to answer the research question posed in the present

study.
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Chapter Four

Results

Chapter Introduction

In this chapter the results of the IPA analysis will be presented. The chapter will begin
with an overview of the analysis and how the data will be presented. This is followed by a
visual representation of the data analysis in figural form. There is a detailed presentation of
the findings on a theme by theme basis. The chapter comes to a close with some brief

conclusions.

Overview of Analysis

A thorough analysis of all interviews and a subsequent search for recurrent themes
across interviews culminated in the emergence of four superordinate group level themes;
“Support blanket” (‘Safety of FC”), ‘Acquiring clarity’, ‘Self-focus’ and ‘New way of
living’. These themes appear to have a naturally progressive sequence although they do not
occur in distinct stages in reality. Some of them occur simultaneously during FC and even
continue following group completion. Each superordinate theme has two subordinate themes
nested within it, see Figure 1 overleaf. The prevalence of these superordinate and subordinate
themes across participants is presented in the appendices in a tabular format (see Appendix
F). In order for a theme to be classified as recurrent, it had to be present in at least half of the
interviews. The resulting superordinate and subordinate themes will now be presented in
detail and illustrated using excerpts from participant interviews. An example of a coded

interview transcript can be found in Appendix G. Pseudonyms have been used throughout to
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protect the identities of participants. The following model summarises the findings of the data

analysis before each theme is presented in more detail.

N
"Support Blanket" « Solidarity
(Safety in FC) » Effective Support
\ J
( N\
. : » Through their Eyes
Acquiring Clarity « Locus of Responsibility
\ J
( N\
Self-focus « Interaction Modification
» The Changed Self
\ J
( N\
. « Life-changing Experience
New Way of Living . Consolida%iog i
\ J

Figure 1: Model of superordinate and subordinate themes representing participants’

experiences of FC.

“Support Blanket” (‘Safety of FC’)

FC gave participants an undeniable sense of security. FC does this through many
avenues but of particular pertinence for these participants was the ‘solidarity’ inherent in the
group and the ‘effective support’ they received through attending. As a result, FC was a safe
haven, a protected space, for participants to openly be themselves. A sanctuary where they
could grieve, weep, share, process, learn and accept. Rachel experienced FC as a secure and

supportive environment, one that was working to protect all group members:
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“...it’s just somewhere where you can just feel safe... The trust, it’s the trust I suppose
really and that like we all we were all vulnerable at some stage during those twelve weeks
and we were all there and we were there for one another and we didn’t make any

1

judgements...’

The group confidentiality agreement was important in creating the perceived safe space for
participants. The fact that it was a group for family members only and the relatives

experiencing BPD symptoms were not present, aided freedom of speech according to James:

I3

“...in this group you were able to talk it was confidential and, if you had something to say

you said it and it didn’t there was no implications from it... ”

Expressed emotion was frequently high within the group, another indicator that
participants felt safe to let their guard down and to open themselves up in the group.
Rebecca’s experience of FC was that “it was a place to release”. A space for her, as a family

member, to voice concerns and air her grief. Carol admits:

“I cried quite a bit and it was okay they made it so safe and other people were crying too

so I wasn’t the only one.”

Experiencing such a safe and validating environment was very significant for the participants

and enabled an atmosphere that was conducive to sharing, as is described by Joanne:

“...being in the group was, huge because everyone was acknowledged, not outwardly we
wouldn’t say ‘you’re doing a fantastic job’ but because it was an environment where
everyone was going through stuff, it it made you feel empowered and comfortable and

confident and, and so in that situation you re able to share...”

60



In many cases, the FC facilitators contributed to the creation of a safe environment for
participants. As part of their role they endeavoured to distribute their care, attention and

support across all group members. This certainly rings true in Rachel’s experience:

“...[they] were very kind and I think that’s very important because, you 're very vulnerable

you know...and they never left anybody feel any less than anybody else...”

Participants were reassured by the leaders’ immense education and the depth of their
knowledge regarding BPD and its presentation. The vast experience of facilitators and the
expertise they displayed allowed participants to feel they were in safe hands. Trusting those
orchestrating the group and having faith in their abilities is another important component of

safeguarding as is described by Kate:

“...they knew what we were talking about they knew...how the borderline would feel and
react and so to to see that knowledge is there and that the experience is there, yeah, you

get great confidence in that...”

The significance of such support cannot be underestimated, especially with such a
fragile and typically unsupported population. Not only did the FC group function as a weekly
physical haven for participants for the duration of the course, it also provided an enduring
psychological safety. Daniel metaphorically describes the magnitude of this perceived

security:

“...it was really really amm, like a major, support blanket if you like...It was like, you
know, a kiddie with this cuddly sort of thing it was just all of a sudden you know I 've got

something that I can hold on to here. Something that | can actually (pause) not quite
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physically but something certain that intellectually I can grasp here that gives me some

sort of strength”.

Transitional objects or comfort objects typically assist children’s emotional regulation and
wellbeing. In alluding to FC as a “support blanket” it seems the FC group and teachings
provided Daniel with psychological comfort during tough or uncertain times. Daniel’s
“grasp” on his non-tangible security blanket reportedly gives him strength which implies it

aids his mental and emotional wellbeing.

This security and sanctuary is very powerful for participants and the subordinate
themes of ‘solidarity’ and ‘effective support’ form the foundations of the perceived sense of

safety in FC.

‘Solidarity’

The theme of solidarity and the relief experienced as a direct result of such fellowship
was a prominent and recurrent theme across all accounts of the FC experience. It was clear
that group members had previously felt very isolated with their loved ones’ difficulties but
beginning FC marked a change in their loneliness levels. Jane describes her transition from

isolation to solidarity. Prior to FC, she felt totally removed from ‘normal’ civilisation:

“You know you really feel like sometimes you 're on your own little island by yourself and

your family and this insanity is only going on in your house...”

Realising others, including the FC facilitators, were sharing experiences similar to her own

had a profound effect:
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“...that you re just not alone...that there are so many other families that are going through
the same thing 7 can 't put into words how that helped but it just helped hugely, hugely, and

hugely that the leaders had the same lives we had...and that just was hugely healing,

honestly.”

Daniel too had felt like he was an outsider or some sort of extraterrestrial being given what
his family were going through but he finally found others similar to him in the FC group.
This initial realisation that there were others like him and other families like his seemed to

result in shock or disbelief, such was the extent of their previous isolation:

“...when everyone opened up people were saying things like ‘WOW, you 've experienced
that too’ and ‘you’'ve experienced that’, so it was kind of like jeez we re not aliens from

another planet we 're all in this together kind of thing”.

FC group members soon realised that BPD does not concern itself with culture,
nationality or class and the group members were all united by their common struggles. Their
shared experience brought them together and as equal “peers” they tried to find their way

through their difficulties, as Kate recalls:

“...we were all from different walks of life, before you come together everybody’s got their
own experience their own, yeah difficulties dramas whatever but then you come together

as a group and all of sudden it just seems to focus in on this whole BPD and from that you

’

just gain all that sharing...as peers as it were...’

In some cases the shared experiences were so similar that group members were able to

identify with recollections of others and that sense of solidarity was achieved through

63



listening alone. Carol describes how her experiences were expressed through the collective

experiences of group members:

“...I would say my piece and the other people were saying their piece but you almost
heard yourself in what they were saying so you knew, you know that you didn’t have to
speak that person just told your story and that person just (laughs) told another piece of

it.”

The metaphor of everyone being “in the same boat” was frequently used to describe
the shared experience of group members. It was associated with feeling significant relief and
comfort. For James in particular, the similarities meant he experienced a certain ease with

fellow group members:

“I was able to connect with these people...you know we were in the same boat sort of.”

Adam experienced a sense of support from the unity in his group:

“...a lot of comfort from, sharing with other people and sharing the fact that other people

are in the same position...”

The solidarity and fellowship from the very first FC meeting onwards seemed to have a
remarkable and notable impact on participants. To know they were not sailing this boat alone
allayed some of their loneliness, alienation and self-doubt. Not only were there other families
out there like theirs but there were other individuals out there who could truly understand

their situation. Grace describes the safe and understanding environment created by solidarity:
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“It felt reassuring I suppose to be able to talk openly...there was no shame involved...in a
way you re like preaching to the choir everyone already knows ahh, the situation because

they 've been through it themselves and there’s total understanding”

This innate shared understanding was visibly noticeable in participants’ body language and

expression as described by Stephen:

“Yeah, a lot of head nodding (laughter) yeah a lot of those sort of knowing knowing

)

knowing laughs.’

Stephen recognised the physical signs that his fellow group members actually ‘got’ what he
was talking about. Nodding heads and knowing laughs communicated reassurance and
understanding to him. He knew what he was saying resonated with his peers and he felt like

they were right there with him.

As well as shared experience and understanding amongst group members, there was
also a shared learning. FC participants seemed to form tight knit groups and there tended to
be a team spirit described in the interviews. FC members were keen to help each other out
where possible and share their learning experiences or indeed their learning challenges with

the group in order to aid overall learning. Cillian found this helpful in his experience:

“...it was good like to have other people around and see how they were kinda coping as

well...you got good tips too from the people like... ”

The extent of common experiences, thoughts, feelings and challenges amongst FC

members led to a strong solidarity. The realisation that they were no longer alone in their
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struggles and there were other people in the same boat had a powerful impact on participants

and contributed to the safety that they came to associate with FC.

‘Effective support’

Some of the aforementioned isolation and alienation of family members came about
as a result of a general lack of understanding of BPD and the extent to which it impacts
families. Any previous support attempts by extended family/friends or indeed by mental
health organisations failed to meet the needs of this unique population of carers. Due to the
lack of appropriate support, participants were relieved and grateful for the real support

received through FC. Carol outlines the diversity in support prior to and during FC:

“...you know it was a little bit like an answer to a prayer you know because people
understood what | was talking about and they didn’t get, ahh, sick of it because for
example | had a sister who backed away she was a great support to me and then she

disappeared and one time she said to me ‘you re life’s too complicated for me’.”

However, her peers and facilitators in FC stood by her through the good and bad times. Their
own experiences meant they were not intimidated by the situational reality. Their support was
reliable and unrelenting and that was compared to a sort of divine intervention. Daniel also

speaks of FC as if it was a ‘God send’:

“...we were virtually at wits end, amm, until we found this Family Connections group and
it was like ‘my God you know (laughs) where have you been this is this is just amazing this

)

is so what we needed to hear’...’

This help that was ‘sent’ to Daniel and his family was tailored to their very needs it seems, it

was exactly what they had been looking for, an answer to their conscious or unconscious
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prayers perhaps. Not only was the support helpful for participants but it also instilled some
optimism about their relative’s future. This positivity is an essential part of family support,

particularly in the case of mental illnesses that are pervasive and longstanding such as BPD.

The support experienced in FC was twofold, there was support derived from fellow
group members and as well as that from the group leaders. The shared experience and
common understanding amongst group members meant that they were almost automatically

responsive towards one another according to Kate:

“...[we] were all very supportive of one another, you could see that in the talks afterwards
as well you know if one had struggled there would be a gathering around of them you

know. ”

Another layer compounding such effective support is that offered by the group leaders. In
some cases the leaders were professionals working in mental health or in other cases they
were FC graduates who went on to do the facilitator training. In this extract Jane explains

how her leaders incorporated support and teaching in their role:

“..they didn’t preach at you like...they 're always understanding...and you 've just gotta
practice and always compassionately understanding...and always shared their own

personal experiences on how it can be difficult and...they were very non-judgemental...”

The skill and expertise of group leaders was also very apparent in the efficacy of their
guidance. Through either professional or personal experience, as well as FC facilitator
training, they had knowledge of BPD and catered all teaching and advice around the specific
needs of such individuals. Grace recalls some discrepancies between informal advice from

her sister and that which she received during FC:
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“...one time in our group we had a session talking about how anger is not effective by any
means, like it’s, just doesn’t work at all and my sister that following week had said to me

2

why don’t you get angry (laughs) and [ said it’s just not it’s not going to work.

The breadth of the leaders’ knowledge and accuracy of their guidance contributed to

participants feeling not only supported but effectively supported.

Finding a source of true support was a cathartic process in and of itself. Having this
space available to openly share was a relief for participants. Even more significant was the
fact that in this space they were surrounded by others who ‘got” where they were coming

from. Stephen felt the process was:

“...quite therapeutic actually...it’s kinda like getting it off your chest. Yeah it’s good it’s

helpful

Similarly, Carol is expressing a first experience of genuine and helpful support:

“It is not typical of what many have to you know cope with in their family life. It is outside
of that and and for us to be validated that it’s outside of ordinary amm really really is

healing.”

The real support experienced by these interviewees was apparent in their equating this
assistance to a long awaited divine interceding, in their feelings of being understood by
fellow participants and leaders alike, and in the remedial effect it had on them. Therefore, the
experiencing of effective support by FC participants also contributed to their perceived sense

of safety in the group.
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For all participants in this research the superordinate theme of safety in FC and FC as
a “support blanket” was starkly apparent. FC functioned as a psychological security blanket
for them. It gave them a safe space for themselves where they were surrounded by others in
“the same boat”. Others who genuinely understood their plight and could share tailor-made
guidance with them. FC provided these vulnerable family members with physical and

psychological refuge.

‘Acquiring Clarity’

Participants spoke about gaining clarity during FC that allowed them more insight
than ever before as to what their loved one was really going through. This is fully explored in
the subordinate theme 'through their eyes'. There was also a clarity acquired with regards to
feelings of responsibility, blame and guilt. This comprises the second subordinate theme,
'locus of responsibility’. Between this new insight into the world of BPD and finding their

way through the responsibility issues, all participants reported reaching new understandings.

As Rebecca states with regard to her daughter "it's a whole different world she’s living in".
Trying to help a loved one navigate through life in a different world without any experience
of that world is an enormous challenge. Grace describes the sheer confusion she experienced

in trying to do so before FC:

"Before, before the class we were just befuddled, like what’s going on here, but now we do

understand a lot more of the situation."

Adam too refers to a prior state of helplessness and bewilderment before FC, he describes it

as:

69



"...playing Blind Man’s Buff. Being told we must support our loved one but not knowing

exactly what she was going through, you understand me."

However, eventually there was a source of accurate and reliable information and clarity for
them in FC. For many, it was an eye-opening experience. Rachel found it was helpful to learn
about "...the theory behind it all... . Jane remembers questioning her daughter's behaviour

and being quite judgemental of her behaviour:

"...you start to think like... ‘What is wrong with them, why are they like this this is so not
normal’ and then like the beginning of the programme there’s a whole chapter on

explaining...how they are that way and it’s not their fault and that was really helpful also."”

James found that having completed FC he had gained a more accurate comprehension of his

wife's difficulties:

"...instead of seeing her the way she was the way she is and doing things that I couldn’t
understand at least I could say ‘right look I know what’s wrong now’, and I could kind of

put a name on the problem...".

There is a significant shift in understanding and outlook evident in this extract. The fact that
James refers to the way his wife ‘was’, implied she was different now. However, he quickly
corrects himself to talk about the way his wife currently ‘is’. Perhaps the difference he is
alluding to in his wife’s state is actually a difference within his own self. A change in his
level of understanding and subsequently in the way he interprets and perceives his wife’s

behaviour. This demonstrates the importance of clarity acquisition.
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A moment of such insight is fittingly called an "Aha moment" by Kate, where she describes
the penny dropping and things finally making sense. It is often during these moments that the

real understanding begins to occur.

There was significant processing occurring with regards to the issue of responsibility
and blame. This is an area that causes huge inner contention and turmoil. Adam describes
how he and his fellow FC members learned of the various contributing factors in a complex

presentation such as BPD:

"It was stressed that it wasn’t our fault...that burden was taken off us...they told us...there
was probably nothing you could have done. The psychological problem...and the physical

condition of the persons mind, chemistry, etc. that could have happened anyway."

Learning that the sole responsibility for their child's mental illness does not rest with them
was clarity that was welcomed with open arms by all parent participants. Acquiring accurate
information around this issue allowed many to make peace with the responsibility question

and focus on the understanding of their relative's disorder.

‘Through their eyes’

Prior to FC, these family members were all operating with very little accurate
knowledge, information or understanding. They were trying to make sense of their loved
ones' symptoms and presentation in the only way they knew how, based on their own feelings
and experiences. What they were dealing with was something incompatible with their own

mindsets and therefore something very difficult to truly comprehend. While some family

71



members had a surface level or maybe fleeting comprehension, they had been unable to see

things from the perspective of their loved one. Carol realised this during FC:

"I think I was missing the piece that you know | got from FC that was about, really seeing
through her eyes and validating her point of view. Amm, because as compassionate as |
could be and I could cry with her and things like that I, I was saying this is just all wrong

but in her world it wasn ¢, you know."

Carol's misconceived understanding was preventing her from developing a deeper insight
based on her daughter's lived reality. Developing a more accurate understanding was a vital
component of the FC experience and of producing change thereafter. Cillian notes the

significance of his new understanding:

"I got great benefit out of it like in that it kind of opened my eyes like you know what she

was going through, that was the crux of it like..."

The previous constant search for understanding was an emotive subject for
participants. Rebecca describes repeatedly trying to gain some insight into the world of her
daughter by seeking explanations from her daughter but coming up against an impermeable
brick wall every time. Rebecca interpreted what she saw in the only way she knew how but

this lack of insight was creating very disparate worlds for them as she recalls:

"...to realise that your daughter (pause) has feelings and that her feelings are so intense
that she doesn’t know how to express them is very different than thinking she’s just this

cold-hearted amm, lacking empathy, individual living in your house..."
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The separateness is evident in the fact she feels there is a stranger living with her, in the place
of her daughter, in her own house. There had previously been a lack of shared understanding

between them.

Learning about the physiological factors that contribute to BPD aided a more rounded
and less blame orientated understanding of loved ones presentations. Participants recalled
being shown brain scans of those with and without BPD symptomatology and noticing the
different patterns of brain activity for both. Psychoeducational learning such as this
contributed greatly to the newfound appreciation that loved ones weren't fully in control of

their symptoms. Stephen was particularly struck by this information:

"...there was a point in the programme where it sort of it hits you...they re not being like
this you know deliberately...and something shifts in you in a way where, I don’t know you

suddenly become more empathetic or, yeah it’s just more of an understanding really..."

Similar to Kate's "Aha moment"”, Stephen describes this recognition as a "eureka moment"
where he gained a level of insight he had not previously been privy to. This new, more
accurate, level of understanding seems to happen almost out of the blue for participants. They
hear new information and explanations and there's a pivotal moment of realisation where they

reach a new level of understanding.

Jane also reflects on acquiring this deeper insight and describes two levels of
understanding, intellectual understanding and emotional understanding. It was through FC
Jane was able to merge both types of understanding to form a more complete comprehension

of her daughter's reality:
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"...intellectually you know that your daughter has BPD...but then when you re in

it...you 're just like ‘what is this monster in this person’ you know and but when you can

access which | think this programme helps putting the emotional intellectual piece on the
same page in your brain...it helps you deal with the situation...coz you can intellectually

know what you’re dealing with but emotionally it just like so disconnected..."”

It seems the fundamental level of understanding or the intellectual understanding as Jane
refers to can be more easily acquired and maintained than the deeper emotional
understanding. During times of dysregulation and chaos that emotional perspective can be
quickly forgotten. Through FC, a more steadfast and complete understanding begins to
emerge. As a result there is more space for empathy and consideration for the relative with

BPD according to Carol:

"So | think that just opened up my ability to relate to her, much more, compassionately."

Suddenly, as Daniel is gaining that clarity around experiencing BPD, he thinks of his son and

what this must be like for him:

"*Oh my God we haven't, even stopped to think that this is how it’s been, for this person
all this time’...what a really shit, long time that has been, you know, to be feeling that

way.

It is as if he now has a heightened awareness of the extent of the hardship being experienced
by his son. Equipped with a more real understanding of the challenges of emotional
dysregulation he puts himself in the shoes of his son and begins to see things through his

eyes.
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The importance of this dawning or realisation cannot be underestimated and indeed
the significance of it is implied through the recurrent nature of this theme in participants'
accounts. To be able to see from their loved one's point of view and to realise the involuntary

nature of the symptoms, completely reframes the families' understanding.

‘Locus of responsibility’

Another area family members seemed to benefit from exploring during FC is the area
of responsibility. There are two different responsibility issues that arise. The first is
concerned with family members feeling responsible or to blame for their loved ones'
presentation. The second responsibility issue involves handing the responsibility or part of

the responsibility back to the relative experiencing emotional dysregulation.

Feeling at fault for their child's mental illness was a common agony amongst parent
participants. Since the onset of their child's difficulties, parents reported speculating about the
role they may have played in the development of these struggles. Such thoughts led to self-

doubt, self-blame and guilt. Rachel describes her experience of this:

"...you do automatically think back to when they were a child and you start kind of going

over the things you know that you ve said or you’ve done...so you start beating yourself

up...

This assumed sense of responsibility is a huge strain on parents. However, this overwhelming
culpability is addressed head on in FC. Many participants recall how the group leaders would
frequently remind them that they were not to blame for this unfortunate situation. Acquiring

some clarity through the psychoeducation component of FC enables parents and family
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members to see it does not all boil down to them. Daniel illustrates this realisation and

subsequent reprieve:

“...the extreme or the nature of the behaviour was ahh not necessarily something, to do
with me or my wife that was something to do with the condition my son had and amm so

that therefore, releasing or relieving us of some sort of blame if you like was ahh was that

weight coming off the shoulders."

This relinquishing of some of the assumed responsibility serves to reduce the burden and

blame parents have to deal with.

In contrast to this, partners or spouses of relatives with BPD symptomology may feel
a level of responsibility when they realise the part they can play in the recovery of their
relative. Stephen speaks of learning the importance of his role as a husband in the recovery of

his wife during his time in FC:

"..it’s good to know that I can help but it’s at the same time it’s also ahh it’s quite a
responsibility...I won’t use the word burden but it’s, it’s quite a big deal I suppose to know

that what you do makes quite a huge difference.”

Clearly this knowledge is daunting for Stephen and he feels there is some weight being put on
his shoulders in terms of assisting his wife to improve and repairing their relationship.
Depending on the relationship with the individual with BPD, it seems FC can serve to relieve
assumed responsibility or lead to a greater awareness of the person's potential role in future
change which can be pressurising. Either way, FC is a time during which responsibility issues
are explored, considered and reflected upon. This process contributes to the second

responsibility issue outlined which involves a redistribution of onus and responsibility.
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Jane explains how she has transitioned from feeling like she needed to make
everything right for her daughter to realising her daughter must take an active role in this

process too.

"...I thought I had to just figure out the magic potion for her...[but] I realise this more and
more You know I can’t make her life and her better...she’s gotta do her part and I think
that’s another piece that they really do teach you in FC is that amm, there has to be some

responsibility on both parts...”

This represents a massive shift for Jane. Through her work in FC she has re-examined the
obligation on each party involved in this situation and in doing so now realises that she
cannot magically fix or cure her daughter. It seems she also actually understands why her
daughter needs to take charge of and take responsibility for her own life. This process is a
gradual realisation and readjusting of her beliefs around responsibility. Jane was not alone in
this responsibility restructuring, many other parents came to a similar conclusion about their
adult children needing to take responsibility for themselves. Cillian also describes his shift in

thinking:

"...there’s some things you can’t change like you can’t change the way she is like that’s

another thing | took out if it like, that she has to change like not kinda you change her..."

Grace and Rachel were also re-evaluating the proportion of the onus they previously
accepted. In doing so they realised the need to ensure their own lives were not subsumed by
their children's ongoing mental health difficulties. Both sets of parents were making efforts to

hand some of the responsibility back to their children and to continue living their own lives.
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"We have our own lives and amm you know have to stay a little bit detached from the

situation...because it’s not like our daughter’s 15, she’s 24, an adult...” (Grace).

Kate compares the responsibility battle she has with her relative to a game of tennis. There's a
constant to-ing and fro-ing of feelings of obligation and responsibility for Kate. Whenever
Kate feels like responsibility is hurtling towards her, she blocks it and bats it back to her
relative. Over time she has learned how to do this without feeling guilty. This is done in a
validating and understanding way but nonetheless she is standing firm having come to the

realisation that the locus of responsibility lies with her relative:

"...I look at it like a game of tennis you bounce the ball back into their court and say ‘you

know you deal with it you haven’t got any money that must be hard for you’ type thing..."

FC participants acquire a lot of new information during the group and in the process
of assimilating this information they achieve more clarity with regards to their loved ones
situation. FC assists family members to examine the situation from the point of view of their
unwell relative. In some cases, FC participants felt they could actually put themselves in the
shoes of their relative and see things as they must see them. Such insight allowed a much
greater, deeper and more accurate understanding of the reality of living with emotion
dysregulation. Another key issue that was addressed during FC concerns the notion of
responsibility. Parents' levels of assumed responsibility decreased and family members felt
more confident in passing the ownership back to their relatives. This new lens permitted the
acquisition of a clarity that was not previously possible and that led to a much greater

understanding and re-adjusting of responsibility.
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‘Self-focus’

The data revealed that there was a definite shift in focus from the relative to the self
during FC. Gradually, FC participants began to realise that the only real change within their
control was self-change. They also began to appreciate the importance of self-care and
putting themselves first at times. They began to pay a lot more attention to themselves,
became more aware of their own emotions and response styles, and found some changes
occurring within themselves. Hence, the subordinate themes of ‘interaction modification’ and

‘the changed self” contribute to this superordinate theme concerned with focusing on the self.

Carol explains how she initially started out on the FC programme for her daughter but
it became something she did for herself. So as the group progressed, the focus was much less
on her daughter and she was motivated to attend for herself. In fact, this was a common trend

Carol noticed across her group:

“...at the beginning we were all stories about our kids and towards the end it was all
stories about how are we taking care of ourselves and understanding our own human

limits... ”

Similarly, James embarked upon the FC journey solely for his wife. He was motivated by his

desire to find a way to help her.

“...at the start it was just purely and utterly to help my wife that’s the reason I went, but,

eventually I suppose, I found it helpful...”

Over time, James himself began to experience the benefits of attending the group. FC

became less about his wife and more about his own self. Jane recalled being quite shocked by
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the realisation that the focus has moved towards her rather than being on her daughter like

she assumed it would be:

“...it was a surprise coz I didn’t think at the beginning of this that it would have anything

to do with me it was always about her...”

The focus on the self permitted a new awareness and approach to interactions with the
dysregulated relative. It appears that this spotlight on the self facilitates change on an

individual as well as a familial level.

“...I can make myself react differently and to change and when I change myself it actually
made the situation a little easier at home but | had to come from that aspect for it to be

effective...” (Jane)

As FC participants realised that targeting change within the self had positive outcomes for
both themselves and their relative, the self-focus was cemented. This focus involves an
examination of themselves and their interaction patterns but also a re-evaluation of their own
self-care. Throughout the programme, family members grew more aware of the benefits of
self-care and became much more comfortable with engaging in it. Carol describes her new

beliefs regarding caring for herself:

“You have to take care of yourself because the wellbeing that’s internal will absolutely
begin to be reflected externally but I just like everybody else was looking outside for

’

answers and fixes and you know it just doesn’t start there.’

Jane too has come to see the necessity in prioritising herself and her own needs and the

positive impact that will have on her daughter:
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“I have to focus on myself and, this is what | guess my goal is and try to learn to the best
of my ability what is taught in this class...and do the best by me and in turn that will help

her...”

The key to improvements in family situations according to participants is through
self-focus. This in turn leads to improvements for them as family members but also to
improvements in the lives of their relatives struggling with mental illness. This self-focus is
further explained through the two subordinate themes of ‘interaction modification” and ‘the

changed self’.

‘Interaction modification’

During the process of self-examination, participants’ interaction styles received much
attention. Interaction and communication patterns that had formed over many years and were
essentially unquestioned were re-evaluated during the FC programme. To use a phrase coined
by Carol, participants across the board, “took a whole different tack” in dealing with their
emotionally dysregulated relatives. It seems the family members were more aware of the part
they played in interactions and through this awareness they had an opportunity to approach

things differently.

Daniel compares the process of re-modelling his interaction style to disassembling a

Meccano model and having to rebuild it from the very beginning.

“It’s like, pulling you know the most complicated Meccano set to bits and putting it all
back together again and discussing, why every piece is there and why every washer why

every bolt why every little thing is there and the reason it is there.”
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This process of rebuilding involves thorough scrutiny of each of the components making up
the model or comprising the interaction style. A greater understanding of the function of the
various components of interaction is arrived at, just as the function of the various Meccano
parts would be better understood through individual inspection. In rebuilding the interaction
style a better comprehension of the whole process is gained and any necessary remodelling

can occur.

Anger was a frequently felt emotion for participants but it had detrimental
consequences on their interactions with their loved ones. At many times anger was an

automatic reaction for participants. Adam acknowledges this in the following extract:

“..Isuppose it’s easy to be angry first off and then just let the conversation run that
way...we just get into the habit of it in life in general...You just let emotions take over from

the start.”

Indeed this type of emotionally driven response was a common occurrence for family
members who were confused, tired and at their wits end. However, during the course of FC
participants came to realise that anger as an automatic reaction is more harmful than helpful

and they looked at ways to overcome such automatic responses.

Participants described a number of ways in which they remodelled their interaction

patterns. Cillian has learned to delay his reactions and try to see things from both sides:

“Not to react straight away like...not to judge straight away like to just think about where

they are coming from maybe before you jump in like.”
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He is now making attempts to understand where his loved one’s emotion is coming from
before reacting to it. Therefore, he is not only more aware of his own emotions during
interactions but he also factors in those of his daughter. Rebecca is placing much more
emphasis on listening before reacting and staying with her daughter in the problem as

opposed to fixing the problem for her. She says FC has taught her:

“...how to interact with her in a different way to actually listen and and and to not judge,
amm was was major, and...to not solve her problems is you know as a parent, all you want

to do is solve your child’s problems, it doesn’t work.”

Rachel has also developed a new interaction style with her daughter. She, like many others,
has been motivated by the desire to not make things worse. She aims to defuse situations as
much as possible and to minimise potential damage, even if it involves her physically

removing herself from situation:

“..I'll actually take myself out of it...if I stayed there I know that this isn’t going to end

nicely, you know, for me or her...because hurtful things are said...”

Kate equates her new strategy for her emotional responses to her tactics in a card game:

“I like to say while you play your game of cards you hold your cards a bit closer to your

chest...”’

So while communicating with her relative, she now makes a conscious effort to keep her
heightened emotion to herself so as not to have it impacting negatively on the interaction. She

is becoming more skilled at the interaction game.
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Participants were also making efforts to stay in the present moment and to be more
mindful during their interactions with loved ones. Joanne illustrates this with a metaphor she

heard from her FC leaders:

“... ‘you’ve got to empty the filing cabinet and continue to empty the filing cabinet so when
new things are happening for your loved ones you ve just gotta focus on the new things

and not on the old stuff’”

Joanne found this idea very valuable. She sought to empty her mind of events from the past
and tried to focus on each incident or issue in isolation. Similarly, other participants adopted

a more mindful approach to interactions with their loved ones.

Such an overhaul of interaction styles was a challenging process. It took a lot of
commitment and rehearsal for participants to alter entrenched patterns or habits. Grace points
out that “...these, exercises or skills are not a natural response”. In most cases they are very
different to how a family member would have typically responded when in autopilot mode.
This process of change involved a retraining of what were reflex responses by the time
participants began in FC. Due to the ingrained nature of such response styles participants

recalled how it took much rehearsal to become fluent with this new response pattern.

“...80 a lot of it goes against your instincts...so that’s why you need to practice it.”

(Grace)

“...and it took a little bit of thinking about it as well...it just doesn’t happen you have to,

put it into practice I suppose.” (James)

84



This acclimatisation was aided by the fact that there was room for personal influence
with modifications. The way in which participants implemented these skills had to be, to
some degree, based on their own personalities and their relationship with their struggling
relative. Participants were invited to shape the skills and techniques taught to suit themselves
and their relative. A blanket application of the interaction skills taught was not recommended,
there was some personal investment required from the FC participant. Daniel speaks of “fine
tuning” his behavioural responses and being in it for the long run. He also spoke about the
importance of “learning to find truth” in his responses and reactions to his son. Carol
explains how she invested in the skills she was using so that it always felt real and personal

for herself and her daughter:

“...like when I was validating let it be an authentic validation so I never felt like I was just

techniquing her. ”

Interaction modification took place on a wide scale in the lives of participants. It
required much practice and it was described as an ongoing effort in all of their lives. It does
not necessarily mean that the skills taught in FC are used effectively all of the time but it does
mean that family members are much more informed in their chosen ways of responding and

interacting with their relatives.

‘The changed self’

In addition to reworking their interaction styles, FC participants also experienced
other significant changes within themselves. Some of these changes had happened quite

quickly during FC participation, while others were more gradual in occurring. In some cases
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changes in behaviour were clearly visible to those around the participant and in others cases
the changes were more psychological in nature. It seems undertaking the FC programme

almost inferred some degree of change according to Grace who said:

’

“..it’s definitely affected me...I mean how could it not affect you.’

This implies that something powerful occurs during FC that would be practically impossible

to avoid. Rachel describes the extent of self-change for her by saying:

)

“...if we were doing this [interview] this time last year now I'd be a different person...’

This comment suggests there has been a total change of self, a new self has emerged in the
past year. This signifies huge contrast between the Rachel who partook in the interview and
the Rachel that existed a year ago. The use of the words “different person” imply that her

whole identity has changed as she has journeyed through FC and beyond.

Family members participating in FC, whether they were parents or partners, portrayed
a process of redefining themselves. This redefinition took place in the context of their
relationships with their unwell relatives, their roles within these relationships, and their
abilities to manage such volatile situations and relationships. Carol reflected upon her
changed self since completing FC and noticed the emergence of a more loving and
considerate individual. She was very much aware of the transience of life and the limited time

in which she had to make a difference:

“...I've become softer in this process and so I'm grateful that you know it has given me the
opportunity to be softer and gentler with everybody in my life before the next step is I'm

)

more peripheral in my old age...’
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For Joanne, some of the most evident self-change has been in terms of her acceptance of
herself, her relative and their life situation. Acceptance is a concept or skill that participants
gradually work towards and operating in a more accepting manner has had a notable impact

on Joanne:

“It makes you feel stronger, and it makes me feel...that I can cope with the decisions that

I’'ve made...”

In this case Joanne feels she is more resilient and has made peace with some events in the
past. For participants, having this space to learn, reflect and process serves to bolster their
sense of self. There was a renewed or increased self-confidence and esteem noted across
participants. Participants had a healthier relationship with themselves and felt more content
within their own skin. Carol stated “I’m just more secure in myself”’. Daniel made reference
to the fact that implementing the skills learned in FC with his son helped him to feel a sense

of achievement which had a positive impact on his own wellbeing:

’

“yvou feel so much better in yourself when you re doing it you know.’

A trend towards embracing self-compassion and self-forgiveness was also visible.
Participants acknowledged during FC that the situations they were going through were
particularly hard and they needed to cut themselves some slack. Self-validation seems to have
been an important skill taught to family members and many describe how they used it to aid
their self-compassion. Stephen had always been hard on himself but since FC he has given
himself permission to freely experience his own emotions “I’m allowed to be upset...”. He

now allows himself to prioritise his own needs at times:
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“..it’s okay to be me and do things for myself and to you know for my life not to revolve

around this person”.

Joanne too has seen the importance of looking after herself, she realises “you re not being
selfish when you are taking time for yourself™. Participants gradually gave themselves
permission to self care having realised the essence and importance of it. Jane has come to the
conclusion that “...7 can’t be good to anyone if I don’t take care of myself...”. Adam has

reached the same conclusion through his time on the FC programme:

“...it has underlined that now, that I must really look after my own mental and physical

health as well in order to that way I can support others you know.”

For most participants, self-care, self-compassion, self-validation were concepts they were not
accustomed to prior to FC. Previous thoughts of such things were automatically accompanied
with guilt. However, following FC, participants have come full circle and report a much

healthier relationship and regular engagement with such concepts.

Many externally visible, behavioural type changes occurred for participants. Rebecca
now feels she is a “...more tolerant person...” while Stephen sees himself as “...more tolerant
and a bit more patient”. James has seen similar self-change and finds he is “... a lot
calmer...and a lot more relaxed...”. Kate has become less accommodating in her dealings
with her relative as a measure of self-protection: “I’ve put my boundaries a lot more rigid
and strict than I would normally do...”. Rebecca reveals that she is making a continued effort
to “...stay in the moment... . It was this type of behavioural self-change that participants

reported was most visible to those around them.
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Over the course of the FC programme, participants who had turned a blind eye to their
own behaviours, their needs and their wellbeing, for lengthy periods of time slowly began to
see and consider themselves in this situation. FC, something they had started with the sole
intention of helping their unwell relative, encouraged a shift in focus towards the self. Those
in the FC group were enabled to see themselves as active players in the cycle of change as
opposed to passive recipients in undesirable situations. With this outlook, participants were
able to embark on interaction modification which seems to have had a very positive impact
on their situations. This self-focus has led to substantial self-change for participants, some of

which is visible to the naked eye, while more of it is deep-seated psychological change.

‘New Way of Living’

Following FC completion participants engage in their lives in a new way. They live
according to a new set of principles and with a new outlook. In this way FC can be described
as a ‘life-changing experience’. Many of the participants have come to see this as a whole
new way of being as opposed to something specific for the part of their lives involving their
unwell relative. Therefore, ‘consolidation’ refers to the widespread use of their new

knowledge, outlook and skills across the board.

Daniel explains how he lives by his FC learning and the benefits he derives from

doing so:

“..if I think the programme, if | think the mindset, if | think the methodology then this

programme is going to give me the mental confidence to deal with the bad times.”
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In order for the FC material to impact as effectively as possible on a participant’s life, they
need to internalise what they have learned. Once they have achieved this adherence to the FC
content, participants feel empowered, not only to deal with their unwell relatives but also to
deal with all people in their lives. Jane believes the FC skills are “...a great way of life...” and
given her newfound acceptance of her daughter’s situation she knows they will need to be
incorporated into her life on an ongoing basis. It seems with commitment and effort this can

be achieved:

“..it’s sort of like a full circle where it helps with her but then it actually just really

interacts in every part of your life if you really work them.”

The notion of FC learning and skills comprising a new way of living was a recurrent
theme across participants. Kate posited that “...they are life skills it’s not only for the person
with BPD . Daniel also felt that what he had learned in FC was “...a life skill... . A quote
from Kate captures the power and extent to which FC impacts on your way of living. She

says:

“I would highly recommend it [FC] firstly for your being...”

The implication here is that FC positively impacts on the mortal existence of participants. It
enhances their life, presence and vitality. This deeply rooted effect on the self brings about a
new way of living and being. FC participation was a life altering experience for many with

the effects spreading far beyond their loved one with BPD symptoms.
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‘Life-changing experience’

Reflection on participation in FC revealed that it had a transformative effect on the
lives of many interviewees. FC reduced uncertainty for participants, showed them the way
and allowed them to feel more in control of their own lives. As a result “things are better for
it” according to Cillian. Carol speaks of having solid ground beneath her again and the relief

associated with that:

“...s0 there’s a certain comfort and a certain security that I have now that I didn’t have
before, | was almost like holding my breath all the time. So, we could say that | can

breathe again.”

The idea of Carol being able to breathe again conveys a strong message about the impact of
FC for her. Prior to her participation in the group she had been suffocating and living in fear.
Her way of living was not allowing her to thrive. Following her participation in FC, she has a
new lease of life. With the air she is now breathing symbolising the skills she has learned, she

has what is necessary to fully embrace life again.

Rebecca’s family have finally managed to escape the vicious cycle they had been
trapped in and FC has provided them with the opportunity to make productive and
progressive changes: “We’re not going in a circle anymore we 're moving forward”. She

explains how her family unit is reconnected again:

“...it really really changed everything for us, we are functioning we were completely

dysfunctional...we all were and this enabled us to get past that and to learn to, work as a

family...”
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It seems Rebecca and her family pulled together and used the FC strategies to achieve their
common goal. FC can potentially impact very positively on family functioning. Carol had a
similar experience following her participation in the group, “I got my family back”. Going
from an inharmonious family environment to a more cohesively operating unit is a life-
changing experience for these participants. Jane speaks about considerable improvements in
her life: “...I have more peace and actually my life’s more effective...”. She has an enhanced
quality of life and a more tranquil existence. In leading a “more effective” life she is leading
a life that is a closer approximation to the one she desires. Again, indicative of life
transformation. For Joanne, the impact of FC on her life was so profound that she feels all

parents would benefit from it:

“I’d recommend that every parent does it because it’s so valuable, even with children that

’

don’t have borderline personality disorder.’

She views FC as a very worthwhile experience and believes parents across the board could
learn from participating in it. Something she deems to be “so valuable” must have had a
significant impact on her life and she feels that all parents deserve to experience this life

enhancing experience.

Another avenue of change in participants’ lives is evident through their reports of
improved relationships. Not just improved relationships with their loved ones with BPD
symptomology but increased satisfaction with relationships across their lives. This was a
recurrent theme across a number of interviews. James describes the impact FC has had on his

relationships:
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“..it did help me and not just, not just in my relationship with my wife but, generally in

other relationships it has it has helped enormously.”

Likewise for Jane, her relationship with her daughter definitely improved but so too did her

marital relationship which had been under strain given the difficult family situation:

“It made life a lot easier at home for us and for my husband and I we actually amm it

)

made our relationship better...’

For Carol she was able to give more of herself and her attention to the friendships she had

neglected during more challenging times:

“Well you know you’re back in life again because I withdrew from friends...coz I was just

under a cloud...and so now I'm engaged again...”

She describes herself as being engaged with friends and with life again. She has emerged
from the cloud that was shadowing her. She is no longer being held back by her family
situation and her daughter’s struggles and is therefore not shying away from others. She is
happy to be an active participant in her own life again. This experience also made others
realise that they had prioritised their relatives’ needs over their own for a substantial period of

time and so a re-prioritisation took place. This is evident in the case of Kate and her husband:

“We found that for two years we ve really put our own lives a bit on the back burner and

were just starting to get that back which is good.”

Participants felt very strongly about the life-altering information, strategies and
principles they had derived from FC. This new learning is helping them to live lives that are

much more fulfilling. Joanne’s lasting impression of FC was that: “...it’s empowering,
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hmmm, that’s what stands out for me.” Daniel was of the same sentiment: “...it’s been
absolutely incredibly powerful and empowering for us... ”. He continues on to emphasise how

life-changing and significant FC was for him:

“...mate if you're looking for silver bullets, I don’t believe you’ll find them anywhere but

this is as close as an enlightenment as you Il ever see.”

Daniel doesn’t believe there is any cure-all or panacea in these types of situations but
partaking in the FC programme is the next best thing. His participation has shed an
intellectual and spiritual light upon his life situation and in doing so has enabled him to feel

more in control of his own life and his own destiny.

The majority of participants not only reported experiencing significant changes within
themselves, they also reported experiencing compelling life changes. Participants
experienced improved relationships both inside and outside of their families, an increased
sense of optimism and feelings of empowerment. There was a sense that they were back on
more solid ground and had enhanced control over and were more engaged in their own lives.

This was a very different life picture than the one they painted prior to their FC participation.

‘Consolidation’

From the time of skill acquisition, some participants grew proficient in integrating
these skills into their everyday lives with their extended family, friends and community. They
realised that skill implementation and the resulting benefits were not limited to their loved
one with emotional regulation difficulties. Rebecca made reference to generally using her

new interaction skills with all people in her life:
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“...we changed how we interacted with our daughter amm and how we interacted with

each other and and really basically how we interact with everybody now.”

The modified interaction style that Rebecca and her husband learned through their

participation in FC is in widespread use and it is proving very effective for them.

Cillian endeavours to use his new calm, measured, reaction style with those he
interacts with. His old litigious tendencies and snap reactions have been replaced by his new

strategy:

“..I kinda think about things now...if I am about to have an argument or if I am about to

blow up on somebody like, you know. I stop and think first like.”

This marks a big change for Cillian but he has seen the advantages of this reaction pattern
firsthand when interacting with his dysregulated daughter and the effects convinced him to
utilise the strategy on a larger scale. Joanne now uses her recently learned validation skills in

work as well as at home:

“I’'m...using it with the children as well validating their feelings their emotions...so you 're
using those skills all the time and they re gaining an understanding of what it means

)

too... .

She quickly realised that “...you could utilise the information right across the board...” and
has since been using it with staff members as well as her students. Kate has also found that

the skills she learned in FC are boundless and has been utilising them as much as possible:
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“[These are] things that you can easily do with your sons or daughters or you know
neighbours, definitely...and validation I can do that even on the three year old and he

responds well to it...”

Similar to Joanne, Kate has also found that some of the FC skills such as validation are
effective on young children and they have taken it upon themselves to teach the young

children in their lives about the importance of validation.

Daniel has also come to realise the pervasive perks of his FC learning and skills:

“..it’s actually helped me a wee bit just generally and you know relationships across the
board...you know what it’s like...it’s a bloody good warrant of fitness test, for

relationships in general...”

The warrant of fitness test is a compulsory inspection of cars to ensure safety and
roadworthiness in New Zealand. In saying that FC skills are like a warrant of fitness test for
relationships, Daniel is implying that use of these skills will contribute to sustained, healthy
and worthy relationships. Daniel like many of the others believes that the FC material has

“all sorts of universal applications to all sorts of behaviour and all sorts of situations”.

Participation in FC, acquisition of new skills and strategies, and adherence to this
learning induced a new way of living life for many interviewees. The FC skills were viewed
as “life skills . The experience of partaking in FC and utilising taught skills and strategies
brought about life-changing consequences. Many of the participants now feel empowered and
inspired and are re-engaging with their lives. Skill integration has occurred for numerous

participants whereby the skills taught in FC have been widely applied and universally
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beneficial. On the whole, FC has led to life changing experiences and a new way of living for

participants.

Chapter Conclusion

This chapter described the experiences of participants in the FC programme according
to the four superordinate themes and eight subordinate themes that emerged from the
analysis. The results of the interpretative analysis were also represented in figural form.
These findings will be discussed and interpreted in relation to previous research in the next

chapter.
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Chapter Five

Discussion

Chapter Introduction

This chapter provides a brief overview of the results of the study and discusses the
main findings in terms of previous research and relevant theories. Strengths and limitations of
the study will be described. This chapter will also examine the implications of these findings
for future service development and clinical practice. Possible areas for further research will

also be outlined. The chapter ends with a conclusion regarding the findings of the study.

Overview of Study

The purpose of this study was to explore the experience of partaking in FC across
participants from various groups running in three different countries. The objectives were to
develop a greater understanding of the lived experience of participating in FC and the impact
it has on participants’ lives, and to provide guidance for the future development of the FC
programme. On a broader scale, the study aimed to address the gap in the existing literature
regarding subjective experiences of participation in FC. It also aimed to build on the limited
quantity of research in the area of FC and indeed the wider area of experiential research on
family programmes for those with BPD. To achieve these aims, a qualitative IPA approach
was employed which was exploratory in nature and emphasised the specific and unique

experiences of the participants’ involved.
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Summary of Findings

Four group-level superordinate themes emerged from the data, each of which
encapsulated two further subordinate themes. Consistent among participants’ accounts was a
sense of safety and security in FC. The cornerstones of this perceived safety were the
‘solidarity’ experienced and the ‘effective support’ received through participation in FC. This
sense of unity and the tailored, accurate support attained through FC attendance resulted in
FC taking the form of a psychological “support blanket” for participants. FC participation
facilitated a process of ‘acquiring clarity’ for family members. During the programme
participants achieved a new level of understanding and insight that enabled them to see
‘through their [relative’s] eyes’ with a clarity and compassion that had not been previously
possible. FC participants also processed some issues regarding their own levels of
responsibility for their relative’s illness and for their recovery. The ‘locus of responsibility’

was thoroughly examined and revised.

It became apparent that participants experienced a shift in their focus during the FC
programme. Instead of completing the programme for their relative, they began to see the
merit of turning their attention to themselves, hence the ‘self-focus’. This self-examination
and increased self-awareness led to ‘interaction modification’ as participants took a whole
new approach with their relatives with BPD. A sense of an evolving or ‘changing self” was
also evident in participants’ accounts as a result of this self-directed attention. Within the
majority of participants’ narratives there was an indication that FC participation instigated a
‘new way of living’. As skills taught during FC were internalised by participants, they began
to view them as life skills. The implementation of these skills brought about enhanced family
functioning, increased quality of life and a re-engagement with life that constituted a ‘life-

changing experience’ for participants. Many participants described skill ‘consolidation’ as
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they recognised the general applicability of the FC skills and therefore set about integrating

these skills into all domains of their lives.

Interpretation of Findings and Relevance to Existing Research

The main findings will now be discussed in terms of the relevant theories and research
in the existing literature. Owing to the fact that there is a dearth of research on the FC
programme, there is limited opportunity for comparison with existing FC literature. However,
findings from the current study are interpreted in relation to results from other relevant family
intervention studies for those with relatives experiencing BPD and other mental illnesses.

Each superordinate theme and its embedded subordinate themes will be discussed in turn.

Themes of “support blanket” (safety of FC), ‘solidarity’ and ‘effective support’.

FC served as a substantial support network for participants. The information received,
fellowship experienced and the genuine understanding inherent between group members
resulted in a meaningful psychological safety for family members. FC, both in terms of the
physical weekly meeting and the psychological knowledge gained, was somewhere that

participants could “just feel safe”.

In their study on psychoeducation for families of those with schizophrenia, Jewell et
al. (2009) found that such intervention groups offered families a new social support network
that share a common bond. In this case the bond was having a relative or loved one with
BPD. This bond was evident in the fact that the FC participants felt comfortable to confide in
each other, there was a visible shared understanding in the form of “head nodding” and

“knowing laughs” and there was always concern shown for struggling members. Research
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conducted evaluating interventions for parents of persons with a severe mental illness also
highlighted participants’ strong emphasis on social support (Levy-Frank et al., 2012). A
prominent theme from their study was a sense of belonging in the group. This sense of
security or sense of inclusion was also featured in the narrative of participants in this present
study. FC participants recalled how they had previously felt isolated and alone in their
experiences but knowing they weren’t the only family experiencing these difficulties came as
a huge relief to them. The common factor bonding these participants together allowed them
to feel part of a group again, the FC group in this case and it brought a sense of normalcy to

their experiences.

The fact that everybody was in similar circumstances or “in the same boat ” was
hugely significant for all participants. This sentiment is echoed in previous research
examining family members’ experiences of the DBT-FST programme. Participants in the
study described feeling connected to each other due to their similar experiences which
brought about a mutual understanding of one another’s situations (Ekdahl et al., 2014). This
‘connection’ was also experienced in FC, (“you have that connection” - Rachel). Thus, the
‘family connection’ referred to in the programme title is two-pronged, not only does the
programme enhance intra-family connections but it also aids inter-family connections during
programme participation. This inter-family connection or solidarity was a very important
component according to participant accounts. In fact, the shared learning experienced through
this inter-family connection may aid improvements and positive change in intra-family

connections.

In the case of FC, the peer support experienced by participants is multifunctional. It
contributes to the sense of solidarity and unity amongst group members but it also aids
effective and true support. Solomon (2004) reviewed the benefits of peer support and peer

provided services for those with mental health difficulties. Although, the FC population in
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this instance are not direct consumers of the mental health services, they constitute a
vulnerable population nonetheless. It is therefore surmised that some of the advantages of and
processes involved in peer support outlined in Solomon’s article (2004) will apply to FC
participants. For instance, participants in peer support groups benefit from shared experiential
knowledge. In other words, the information and learning that people gain through their
experiences is shared with peers. In FC, the knowledge gained from living with a loved one
with BPD and through trial of FC skills with this loved one, is passed on during the group.

This shared learning was a common occurrence in FC according to participant narratives.

Experiential knowledge and Bandura’s social learning theory (1971) complement
each other in such group learning environments. Social learning theory suggests that
individuals not only have the capacity to learn through direct experience but to be influenced
by example and to learn through observation. Within multiple family group interventions, this
theory suggests that interactions with peers who are in similar situations will facilitate
learning and acquisition of new patterns of behaviour. In FC, oftentimes the group leaders
may also be family members themselves who have trained as FC leaders and therefore they
too are peers. In turn, they may act as credible role models for other family members who
find themselves in similar situations. Thus, interactions with peers who are successfully
managing their situations increase the likelihood of positive behaviour change and enhanced

coping and wellbeing on the part of other peers (Pickett-Schenk et al., 2006; Solomon, 2004).

Fruzzetti et al. (2014) state that it is human instinct to seek the support and wisdom of
others who have found themselves in similar situations. FC facilitates the sharing of support,
knowledge and experience which has proved beneficial to all of the participants in this study.
The experience of the solidarity, tailored support and safety in FC has been described as

“healing” and “therapeutic” for participants.
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Themes of ‘acquiring clarity’, ‘through their eyes’ and ‘locus of responsibility’.

Another very significant process that occurred for all participants during their FC
participation was attaining a newfound level of clarity and insight. Participants reported
gaining a whole new understanding and appreciation of what their relative was going
through. They went from confusion and disarray, an experience that was described as playing
“blind man’s buff”’, to understanding on an intellectual and emotional level. During
participation there were pivotal moments of realisation ( “aha moment[s] "and “eureka
moment[s] ) that enabled family members to partly access the reality for their unwell

relatives and to gain an understanding of the lens through which their relatives see the world.

As cited in Pickett-Schenk et al. (2006), there is research to indicate that family
members who misunderstand relatives’ behaviours and consequently attribute psychiatric
symptoms to negative aspects of personality, are more likely to experience increased distress
and express greater criticism of their unwell relatives. These findings are corroborated by
some participants in this current study who described seeing their relatives in a new light
when they realised the impact BPD symptoms have. To understand that the relative with BPD
IS not “cold-hearted” and isn’t “lacking empathy” but in fact is struggling with emotions of
such intensity that they cannot express or verbalise it casts a very different light on the
situation. Participants described how such insight “changed every interaction” with their
relative for the better. In turn, and in line with the abovementioned research, these
improvements in interaction are likely to reduce the distress experienced by family members

and their criticism of their relatives.

This new level of understanding was hugely significant in the current study as
participants no longer felt like they were living with or related to a stranger. This feeling of

not knowing the relative with BPD was “hard to accept”. Following the psychoeducation
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component of FC, participants could finally understand the way in which their relative
presented. It seems that their new insight aided a movement towards acceptance. Research
conducted by Vicente and colleagues (2013) on family acceptance of relatives with mental
iliness found that an understanding of the disease or disorder was essential for acceptance of
the illness itself and of the patient. The FC participants in this study, while not all referring
directly to acceptance, indicated that an enhanced intellectual and emotional understanding of
BPD facilitated a clarity of understanding and an acknowledgement of what their relative was
going through. In keeping with earlier research on self-efficacy and family psychoeducation
(Solomon, 1996), the current study also found that group participation led to increased
confidence with regards to understanding mental illness in a relative and coping with its

consequences.

Clarity also transpired in relation to responsibility issues. FC participants re-evaluated
their perceived responsibility for their loved ones illness and came to a realisation that the
responsibility to fix/solve did not solely rest with them. The struggles and dilemmas
regarding feelings of responsibility, especially amongst parents of individuals with mental
iliness, are well documented in the existing literature (Ekdahl et al., 2014; Giffin, 2008;
Lefley, 1989; Loukissa, 1995; Reinhard et al., 1994). However, it seems family programmes
such as FC can be effective in reducing assumed responsibility by family members for their
relative’s illness. The study conducted on the DBT-FST programme by Ekdahl et al. (2014)
showed that through participation in the programme the guilt, shame and feeling of bad
parenting began to subside. The findings in this current study mirror those of Jewell et al.
(2009) in that when family members are given the accurate information they need to
understand the etiology and biology of their relative’s illness, as well as guidelines for
symptom management, they have an improved chance of preserving their relationships and

aiding the recovery process.

104



Themes of ‘self-focus’, ‘interaction modification’ and ‘the changed self’.

Throughout the course of the FC programme participants reported experiencing a shift
in focus from their relative with BPD to a focus on themselves. They come to realise the
active role they can play in self-change, which in turn may aid their situation with their
unwell relative. This self-focus took two main trajectories according to participant accounts;

one centring on altering interaction styles and the other consisted of changes within the self.

The theme of ‘interaction modification’ involved a thorough evaluation of
participants’ interaction patterns, particularly with their mentally ill relatives. For many
participants this meant letting go of anger, altering emotionally driven response styles and
engaging in more measured reactions and interactions. Participants’ new approaches involved
fully listening, not judging and being with the relative in their problem as opposed to fixing
the problem. The strong urge for parents to fix or solve their children’s problems was a
recurrent theme during interviews. During FC participation family members re-evaluated the
‘locus of responsibility’. In realising that they were not obliged to fix, nor in fact could they
fix, their children’s problems, a change in their interaction style came about. This bears some
resemblance to the concept of the ‘emancipated parent’ coined by Milliken and Northcott
(2003) whereby parents of children struggling with mental illness strive to maintain a
relationship with their child but retreat from direct control and decision making in their
child’s life. This emancipation is the ideal and arrival in this position may take a substantial

amount of time, assistance and processing.

FC participants were also striving to “defuse” situations and control the damage that
occurred during interactions as opposed to reacting first and thinking later. Similarly, other
studies conducted examining various programmes for family members also found changes in

interaction styles. Levy-Frank et al. (2012) found that themes emerging from participants in
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two differing family intervention groups had a strong interpersonal interaction emphasis. The
participants in the study reported positive changes in communication within the family.
Likewise, participants in the DBT-FST programme described how they had learned new
ways of acting and reacting through participation in the programme (Ekdahl et al., 2014).
These new strategies included stopping and thinking before reacting. Such strategies mirror
those discussed by the FC participants. Utilising this new approach enables programme
participants to relate with their relatives with reflection and patience instead of with anger
and frustration. When considering these findings in relation to Hooley and Hoffman’s (1999)
theory on increased familial emotional involvement leading to improved outcomes for those
with BPD, perhaps FC enables participants to be emotionally involved and emotionally

expressive with their relatives but in a more contained and effective manner.

Regarding the evolving and changing self, this occurred in various ways for various
FC participants. However, there are some similarities with existing literature. A small number
of participants in the current study explicitly spoke about redefining their identities as parents
to an adult child with mental health difficulties. During this redefinition they examined their
roles and how they interacted with and related to their relatives with BPD. Milliken and
Northcott (2003) examined parental care giving and schizophrenia. They found that parents
needed to reformulate what it meant to be a parent to a child who was diagnosed with
schizophrenia and thus adapted their care-giving. FC participants spoke about the challenges
involved in determining the appropriate level of care for their adult children who could not
function in the world as typical adults. Parents are expected to socialise their children towards
independence and as this occurs parents anticipate that their own levels of responsibility will
decrease accordingly. Typically, as their children grow older parents expect to be able to
invest more of their time and effort into their own personal interests and adult relationships

(Milliken & Northcott, 2003). However, in the case of parenting a child with a complex
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mental illness this natural progression is compromised and the parental role takes on a new
identity. Through participation in family programmes a further redefinition of parental role
and identity is often required, as can be seen in Milliken and Northcott’s (2003) study and the

current study.

A number of other changes within the self were detailed by the interviewed
participants in the FC programme. Such changes were both behavioural and psychological in
nature. In a study by Levy-Frank et al. (2012) parents of those with severe mental illness who
participated in family intervention programmes reported positive change in aspects of their
sense of self. Such changes are echoed in the narratives of participants in this FC study as
they discuss feeling “affected” by their participation, feeling “more secure” in themselves

and feeling like “a different person”.

Themes of ‘new way of living’, ‘life-changing experience’ and ‘consolidation’.

As a result of their FC experience and their FC learning participants described living
life in a new way. While the original intention for embarking upon the FC journey was to try
and help their ill relative, participants soon realised that what they learned in the group was
actually a “great way of life”. Many participants discussed how their FC experience has
changed their lives and how they continuously seek to apply their new “life skills” in every

domain and relationship in their lives.

In tandem with accounts of participants in this study, previous research highlights
how living in a family with a relative with symptoms of BPD can cause strain in other family
relationships, particularly spousal relationships and those with other children (Ekdahl et al.,

2011; Giffin, 2008). There was a constant tiptoeing around the ill relative as family members
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lived in fear of something bad happening (Ekdahl et al., 2011). While participants in this
current study described a time when they too were walking on eggshells, it seems for the
most part they are back on solid ground post-FC. Not only do they describe having the
“mental confidence” to deal with more challenging times but they are noticing improvements

in their spousal and family relationships as well as in their friendships.

The existing literature details how family members of those with BPD often
significantly adjust their own lives and make many sacrifices for their unwell relative, so
much so that the lines distinguishing their own wellbeing and that of their ill relative become
blurred (Ekdahl et al., 2011). However, those who participated in FC reported being more
“engaged” in their own lives following programme completion. They could focus more on
their work, reignite friendships that they had shied away from and become more active
participants in their own lives again, following their own life agendas. Participants felt
“empowered” and felt they could live more “effective” and progressive lives. Such
improvements were also noted in previous family interventions studies where participants
were found to experience positive changes in their social lives, empowerment and improved
feelings of morale (Dixon, McFarlane et al., 2001; Levy-Frank et al., 2012; Pickett-Schenk et

al., 2000).

The integration of FC skKills into their broader lives was an important component of
the FC experience for a number of participants. This thorough integration of FC skills
illustrates how participation in the programme can lead to a ‘new way of living’. Participants
who utilised the skills in all domains of their lives did so wholeheartedly and derived many
benefits from doing so. Gradually, as participants grew more comfortable with the skills,
internalised them and tailored the skills to their own specific needs, they could readily apply
them to many different life situations. In a way they went from being an apprentice to a

master. Participants in the study by Ekdahl et al. (2014) who completed the DBT-FST
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programme also remarked upon the usefulness of the skills and strategies learned for their
everyday lives. These skills included acceptance, validation and mindfulness, although

participants mainly reported using such skills with their unwell relative but on a daily basis.

The transference of FC skills and strategies into realms beyond the relative with BPD
can be viewed according to Bronfenbrenner’s ecological systems theory (1977; 1993). The
participants first used their new skills with their relative experiencing BPD, this comprised
the ‘microsystem’. Using FC skills with this particular unwell relative was the immediate aim
of participants. As participants practiced and consolidated the skills, their competency and
previous successes supported their further expansion and generalisation. Thus, skills were
utilised on the level of ‘mesosystems’ and participants began to use their new “/ife skills” in
other relationships and in settings outside of the home. Some participants expressed a desire
for these skills to penetrate further realms, social and cultural realms (i.e. the ‘exosystem’ and
‘macrosystem’). In other words, some participants felt that learning the skills taught in FC
would be beneficial for all people in all walks of life. A number of participants strongly
advocated for FC skills to be taught in schools and incorporated into the education system so
they become a way of life for everybody, everyday. This significant investment in skills,
which is visible across a number of the narratives, illustrates the extent of their impact on the

lives of participants and their power in shaping a ‘new way of living’.

Further Interpretation/Observations

Participant sample observations.

There are a number of other noteworthy issues and points of information. Of the

twelve participants in this study, nine of them were parents and six of these parents were
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mothers. This may be reflective of a prominence of female caregivers as was also indicated in
the 2011 Irish Census. The figures revealed that sixty one percent of Irish caregivers for those
with physical as well as mental health difficulties were female (CSO, 2012). However, the
additional information collected from participants in this study shows that the majority of
parents completed this family intervention together with their spouse or partner involved in
co-parenting. Perhaps the high prevalence of mothers participating in this study merely
indicates their willingness to volunteer and comfort with sharing their story and experience

for research purposes.

It also seems that participants who verbalised more reflections about BPD and their
family situation and therefore were the more prominent voices in the evidence presented,
were those who had completed FC along with another family member (i.e. mother/father and
mother-in-law/son). Participants who had attended the FC group with their spouse discussed
how they would assist each other with skill implementation, sometimes practicing with one
another and praising each other’s efforts. This verbal reinforcement and validation of skill
utilisation amongst partners/parents seemed to be encouraging and motivational for
participants. Perhaps sharing this experience with another member of the family also aided

with the depth of information processing and reflection.

Participants in this study reported a number of various combinations of FC facilitators
for programme delivery. The various combinations of FC trained facilitators described by
participants were: two family members, two mental health professionals, one family member
and one mental health professional or two mental health professionals and one family
member. Based on the accounts of participants, both family member facilitators and mental
health worker facilitators had their individual merits. Those participants whose groups were
facilitated by trained family members spoke very highly of the real lived examples the leaders

could bring to the group, as well as the hope their stories of success brought. Those
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participants whose leaders worked in the mental health services spoke very highly of the
immense knowledge about BPD and its treatment that professionals brought to the group, as
well as their vast experience of working with clients with BPD. Regardless of their
background, all facilitators undertake standardised FC training, ought to adhere to the
standardised FC manual and teaching notes, and uphold the group guidelines and ground
rules as set out in the FC manual. All participants praised the work and dedication of their FC
leaders. There was no discernible difference noted on the impact of FC due to the

combination of facilitators.

In addition to the various combinations of FC facilitators, each group contained
participants with various relationships to the relatives with BPD symptomology. As evident
in this particular sample, participants were parents, partners and a parent-in-law of the unwell
individuals. Naturally, the relationships between these various dyads would be quite diverse
leading to the consideration of delivering the FC programme to groups of specific types of
family members. Despite possible merits of offering relation-specific FC groups, it does not
seem viable at this early stage of FC dissemination. However, based on participant feedback
any disparities initially perceived between the varying types of family members in the FC
groups, reduced as the group progressed. Participants reported having more in common with
the other group members despite their degree of relatedness with the unwell relative, than
with any other group they had come in contact with previously. Participants also stated that
meeting other types of family members in the FC groups heightened their awareness of what
other family members within their own families were experiencing with the unwell relative.
For example, many of the parent participants in this study commented on their increased
insight into what it must be like for their other children living in a family with a sibling

experiencing BPD.
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Another factor which is important to mention is the wellbeing of the relative with
BPD at the time of data collection. Some of the mentally unwell relatives were reported to be
in treatment while others were struggling to accept their diagnosis or not engaging in
treatment. Some of the relatives were said to be doing well while others were finding things
more difficult and struggling to cope. None of the participants reported their relative being in
crisis at the time of interview. While the wellbeing of their relatives would undoubtedly have
a positive effect on family members, the interview was very much focused on the
participant’s time in the FC group and their journey through the programme and therefore the
current wellbeing of relatives would not have been relevant in a high percentage of the
interview content. Perhaps the wellbeing of relatives reported during the interviews is as a
result of treatment the relative is receiving for BPD or perhaps it is changes within the family
environment due to FC participation that have had a salutary effect on the relative’s
wellbeing. Whilst interviews with the relative experiencing BPD symptoms to explore this
possible salutary effect were outside the scope of the current study, future research which
also incorporates such interviews may provide insight into the relatives’ perception of the FC

programme and any subsequent impact on their wellbeing.

The FC programme itself offers a time limited intervention which participants are
made aware of from the outset. The programme aims to equip family members with
information, strategies and skills to enhance their own well-being and improve their
understanding of and interactions with their unwell loved one following programme
completion. Many participants spoke of continued individual friendships or supportive peer
relationships following FC completion. In this way they continued to access some of the
social support FC would have provided for them during the twelve weeks of the programme.
Participants from all countries spoke of graduates groups or follow-on meetings post-

programme completion. Such groups were already established for the Irish and U.S.
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participants and met approximately once a month. Participants from New Zealand spoke
about the possibility of these groups being set up in the near future. These support groups
were locally sanctioned additions following group completion and they facilitated ongoing

support and revision of the FC content.

Consideration of consolidation issues.

Consolidation was a subordinate theme that emerged for half of the participants in the
study. One might hypothesise that consolidation may have mainly been reported by those
who completed FC some time ago and those who finished the programme more recently
would be yet to integrate the skills into other domains of their daily lives. However, the
findings of the current study contradict this hypothesis. The six participants that referred to
skill consolidation during their interviews had all completed FC in the six months prior to the
interview. In fact, three of these six participants had completed the FC programme just one
month prior to partaking in the interview. It seems that certain participants, both male and
female, across all three countries, saw the benefits of integrating the FC skills into all

relationships in their everyday lives and they did so almost immediately.

Consideration of the key components of FC.

The FC programme consists of three main components, education, skills training and
support. Previous FC research (Hoffman et al., 2005; Hoffman et al., 2007) has highlighted
the need to investigate the importance of the various components of FC and the mechanisms
of change. A study examining a psychoeducation and a therapeutic alliance intervention for

parents of individuals with severe mental illness (Levy-Frank et al., 2012) found that both
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interventions were beneficial to participants and there was no statistical difference in the level
of perceived change following either intervention. Whilst this current study did not explicitly
set out to investigate the matter of integral components of psychoeducation programmes, the

themes that have emerged do suggest that all three components play an important role.

The support element of the FC group is referred to in the first superordinate theme of
“support blanket” as well as in the embedded subordinate themes of ‘solidarity’ and
‘effective support’. The importance of the education component of FC is highlighted in the
superordinate theme of ‘acquiring clarity’. The access to accurate information and
psychoeducational material enabled participants to gain a new level of understanding of what
their relative was going through and allowed them to see ‘through their eyes’. The education
component also allowed these FC participants to reassess their self-attributions of blame and
responsibility. The significance of the skills training element of the FC programme is
emphasised in the subordinate theme of ‘interaction modification’ which is encapsulated in
the superordinate theme of ‘self-focus’. This process of altering and changing interaction

style was prominent for all except one of the study’s twelve participants.

A number of the research participants remarked on the change-focused and
progressive momentum of FC. Some interviewees had previous experience of support groups
or were aware of the usual format of support groups and they commented on the noticeable
difference between FC and generic support groups. They described how groups where people
could “‘just dump all their problems” and the attention was on how difficult it was to have a
mentally ill relative would not have been as helpful. By participating in FC and following the
set curriculum, the family members felt they were doing something productive which would
put them in a better position to manage their situations going forward. Based on the findings
of this research it appears that participants experience all three components of FC and the

combination of these three components result in a ‘new way of living’ for participants.
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Therefore, it may be hypothesised that all three programme components play an important
role in the impact of FC, as described by the research participants in this study. However, in
order to disentangle each of these components and examine the mechanisms of change,

further quantitative research would be necessitated.

Comparisons across Countries

An examination of the similarities and differences across the three groups of
participants from the three different countries yielded the following findings. Interestingly,
two of the Irish male participants distinctly expressed difficulty comprehending a large
proportion of the FC material. The use of Americanisms was referred to as the manual in use
was developed in the U.S. but the difficulties seemed to extend beyond that. Some of the
psychological theory involved in the programme and the volume of information delivered in
the twelve weeks seemed to cause these participants some difficulty. Perhaps this is linked to
issues of emotional literacy. While one participant from New Zealand did reference the use of
American prevalence rates and statistics in the FC manual, his discussion was in regard to the
universality of the issues and symptoms of BPD and the similarities in presentation and
occurrence between the U.S and New Zealand. Perhaps the U.S and New Zealand
participants were more psychologically minded, emotionally literate or had been socialised to

mental illness more so than these Irish participants who struggled at times with the content.

Analysis also indicated that the superordinate theme of ‘new way of living’ was least
applicable to the Irish participants. While almost all other participants spoke of living their
lives differently as a result of what they had learned in FC this theme was not as evident in
the accounts of the Irish participants. FC facilitated changes within the self for Irish

participants but for the most part these changes didn’t seem to filter out to the broader life
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level or at least it wasn’t reported in the interviews. Only half of the Irish participants
reported consolidating and integrating the newly learned FC skills into their lives outside of
their unwell relative. Perhaps the overall difference in the infiltration of the FC experience
and learning into the extended lives of Irish participants is due to a lack of personal reflection
or the lack of content comprehension. As previously mentioned, participants from all groups
spoke about graduates groups post FC completion. Of relevance here is the fact that none of
the Irish participants were attending their local graduates group meetings for one reason or
another. Perhaps attending graduate meetings would assist them with continued processing

and application of their learning which may in turn impact on their way of living.

Nonetheless, all Irish participants reported benefitting immensely from their FC
participation and reported taking various skills and learning with them from the programme.
Overall, the comparison of the participants from the various countries revealed that their
experiences of FC were more similar than they were different. This implies that regardless of
culture or geographical location, the core experience of FC was similar for these participants

across Ireland, the U.S. and New Zealand.

Methodological Issues

The results of the current study may be limited by a number of factors. This research
presents the experiences of a small number of individuals. However, as IPA is an idiographic
approach with a central aim of understanding particular phenomena in particular contexts,
IPA studies tend to be carried out using small sample sizes (Smith et al., 2009). In keeping
with the IPA approach the aim here was not to generalise from a representative sample but
rather to attempt to describe both unique and common aspects of participants’ subjective

experiences. Findings should be viewed in terms of theoretical transferability instead of
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empirical generalisability. This allows the reader to evaluate the transferability of findings to
persons in similar contexts based on their own personal and professional experience and the

claims in the existing literature (Smith et al., 2009).

It is noted that the majority of participants in this study were parents and therefore
some of the findings may not be as applicable to other family relations such as siblings or
adult children of individuals experiencing BPD symptoms. A more diverse sample of
relations may be a useful starting point for future FC qualitative research. It is important to
consider that participants in this study volunteered to partake. Therefore, it is possible that
such recruitment circumstances may have captured the attention of a particular subgroup of
FC participants. Perhaps those who had positive experiences of FC would be more likely to
nominate themselves to participate in this research. A number of participants mentioned
immense gratitude for the programme in their interviews and felt by taking part in the
research they were supporting the ongoing development and research advancement of FC. On
the other hand, it is also possible that those who had a negative experience of FC or were
dissatisfied with aspects of the programme may have wanted to avail of an opportunity to air
their discontent in the hope the programme would be altered in response and others would
have more positive experiences in the future. Finally, FC is now running in sixteen different
countries across the world. This study investigates participants’ experiences in just three of
these countries. However, given the constraints of this piece of research and the inherent
difficulties associated with conducting interviews in a language other than the participants’
first language, it was decided to utilise an English speaking sample only. Future research
examining the FC programme could expand on these findings by aiming to address the

outlined limitations.

Despite these limitations, this is the first study to explore subjective experiences of

participation in the FC programme, not only in an Irish context but on an international level.
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Consequently, the findings provide novel information about participants’ experiences in this
regard. A further strength is evident in the exploration of the experience across countries and
cultures. The study enabled an experiential examination of the research topic and provided
comprehensive evidence to guide recommendations for future programme and service

development.

With regard to the methodology, the qualitative IPA approach used was specifically
suited to the explorative research question and aims. The protocols involved in data collection
and analysis were outlined in order to enhance replication. Validity was maximised by
continually checking, questioning and reflecting upon the data and attempting to develop
themes that crystallised the participant’s experience. Themes are firmly embedded in the
interview data and concur with the limited existing literature regarding family members’
experiences of psychoeducation intervention programmes. In relation to reliability, the

system of analysis in IPA was adhered to, which was discussed in the methodology chapter.

A further strength of this research can be seen in that it allowed participants the
opportunity to reflect upon their journey through FC and their progress to date. One
participant remarked on this during the interview as she realised that having turned the focus
towards her self during FC and through working on change at a personal level, improvements
in her whole family became apparent, “And I appreciate this conversation...I didn’t realise it
but that’s exactly what happened” (Carol). Interview participation allowed the family
members to take some time and space to reflect on their personal and family development
from pre- to post-FC. Participation also served to further validate participants’ experiences
and the feelings of distress and burden they reported. The results contain knowledge and
information with regard to family members’ experiences of the psychoeducation intervention
that is FC, which can inform clinical practice and policy development. It is anticipated that

these results may help identify key components of the FC programme and indeed other
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family intervention programmes and may aid the future development and dissemination of

FC.

Reflexivity in Research

As a psychologist in clinical training | have interpreted the data through the lens of
my psychological experience to date. | have also trained as a FC programme facilitator and
have previously been involved in delivering the programme to a number of groups in the
Cork region. While none of the twelve research participants were known to me, I did hold a
priori ideas about the experience of participating in FC. | held an optimistic perspective about
the possibility of improved wellbeing for family members who participated in the
programme. | acknowledged these assumptions from the time of research planning and made
efforts to minimise the influence of such assumptions on the interview schedule, interactions
with participants and the way in which the analysis was approached. However, this prior
knowledge of the FC programme and the process of group participation was very useful in
building rapport with participants during interviews. It lent credibility to my interest in the
area and possibly assisted participants in opening up during the interviews. A very conscious
effort was made to avoid falling into the familiar roles of psychologist or FC facilitator

during the interviews.

To minimise the development of further preconceptions, a thorough literature review
was postponed until the data was collected and analysed. A small number of research articles
were read to prepare for the research proposal. A reflective journal was kept throughout the
research process examining the impact of the research on my own thoughts and feelings and
monitoring my performance as an interviewer. Many of the experiences and journeys of

participants resonated with me as they bore resemblance to the experiences of those in the FC
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groups | was involved in. It struck me how these individuals felt so isolated before FC, yet |
know from my experience that there is a substantial community of others just like them and |

now know that community spans across countries.

| was very aware of the fact that through this research | was engaging with individuals
who had been coping with extraordinary challenges and suffering in their family lives. |
found myself reflecting on my family life and being very grateful for my circumstances. |
recall regularly feeling privileged and honoured that these people took the time to share their
experiences with me and trusted me with their stories. Arranging interview times was
difficult for some, particularly those living in various parts of the U.S. or New Zealand and
the efforts participants went to in this regard were impressive. In return, | tried to ensure
participants felt heard during the interviews and | desired to represent these participants and
their voices to the best of my ability. | also ensured a research summary reached the

participants who had requested information on the outcome of the study in a timely manner.

Almost all of the interviews lasted over an hour and participants were sharing a lot of
personal and private information. Having gained such insight into these peoples’ lives, I often
found myself wondering as to how they were doing following the interview. Unfortunately, |
learned following data collection that one of the participants had lost their relative with BPD
to suicide in the previous weeks. This had a significant impact on me and marked a sad and
poignant time in data analysis. Reviewing the transcript of this participant and beginning
coding was particularly difficult. The high suicide risk amongst this population is well
documented in the literature and it was something I was very aware of it but it didn’t alter the
impact of such a terrible occurrence. It highlighted the harrowing possibilities and immense
distress associated with having a loved one with BPD. The interpretation of this participant’s
transcript, as well as those of all participants, was subsequently conducted with a real

appreciation for family members’ suffering and the fragility of life.
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Over the last few years my involvement with FC facilitation has been paused due to
the commitments of the clinical doctorate programme. However, re-engaging with family
members and significant others of individuals with BPD during this research has reignited my
passion for working with this population. Having clarified my position and influence on the
research process and analysis it is acknowledged that alternative interpretations of the data
are possible. However, measures were taken to maximise the credibility and trustworthiness
of the findings and to minimise the impact of research bias. These have been addressed

earlier in the study.

Implications of Study

The findings of this study have a number of implications from a service-based
perspective, in terms of clinical practice, and regarding future research. These implications

will now be outlined and recommendations will be made.

The findings of this current study have implications for future service development
with regard to family/carer interventions. The literature details how mental illness can have a
profound impact on the family (Gallagher & Mechanic, 1996; Lefley, 1989; Loukissa, 1995;
Martire et al., 2009; Milliken & Northcott, 2003; Reinhard et al., 1994; Rose et al., 2006),
particularly in the case of personality disorders such as BPD (Bailey & Grenyer, 2013, 2014;
Ekdahl et al., 2011; Giffin, 2008; Hoffman et al., 2007). Therefore, the need for effective
family level interventions is apparent and national policy documents such as ‘A Vision for
Change’ (DoHC, 2006) and ‘The National Carers’ Strategy’ (DoH, 2012) recommend
provision of appropriate support, information and education for carers. The findings

identified in this study are genuine lived experiences of family members who care for their
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relatives with BPD and the roll out of all family intervention programmes in Ireland should

incorporate learning from this research.

The present study lends support for the further implementation of FC, in an Irish
context but also at an international level. The expressed significance of participants’
experience reinforces the need to cater services for this silent workforce and vulnerable
population. As discussed earlier, participants with experience of generic support groups for
families of individuals with mental illness described the tailored and change-focused
approach of FC as much more beneficial and productive than the general group approach.
The National DBT Project, the body responsible for co-ordinating DBT implementation in
Ireland, should pay particular heed to these findings and the perceived significance of the
programme for family members. These findings provide a rationale for the continued
dissemination of this “valuable” resource. Currently, the FC programme is not available
nationwide in Ireland, it is only being provided by mental health services in Cork. It stands to
reason that the co-ordinated implementation of DBT across the country will lead to
opportunities for co-ordinating corresponding family programmes such as FC. In light of the
findings of the current study, mental health services offering DBT should equally endeavour
to provide effective and supportive services for families. These findings ought to be
considered by FC programme developers and scientist-practitioners, including clinical
psychologists, working in the field as they may provide important guidance as to how to
deliver FC in the future. These superordinate themes comprise important elements of the FC
experience for the participants in this study, and perhaps for FC participants on a broader
scale. Consequently, FC should be pitched in a way that enables maximum opportunity for

participants to access such processes and experiences.

Based on the findings of the current study it may be necessary to incorporate cultural

variations in the teaching/delivery of FC. For instance, in an Irish context, service providers
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may need to examine ways in which to support participants in maximising their
comprehension of course content and subsequently maximising their outcomes. The National
DBT Project in Ireland has produced a companion DVD (HSE, Mental Health Services,
Cork, 2014) further explaining some of the key FC concepts and presenting role-plays to
illustrate effective skill implementation. Perhaps resources such as this DVD will aid in the
reduction of comprehension difficulties for FC participants. Given the technological age we
are living in, perhaps further consideration of alternate methods of enhancing learning
through multimedia is warranted. The use of applications to support FC learning, to facilitate
easy access to FC information, and to enhance programme effectiveness is a new avenue that
ought to be explored going forward. Another possibility worth considering is extending the
length of the FC programme. This would be done in the hope that increased time to cover
module content and increased exposure to teaching and shared group learning would aid
comprehension for participants. It may be the case that the language in the FC manual needs
adjusting as there is some evidence in this research that countries outside of the U.S. are
struggling with some of the Americanisms. It may be necessary to devise culturally specific

examples or use culturally specific language.

It may also be informative to re-evaluate the quantitative psychometric tools used to
measure the efficacy of FC going forward. While typically FC efficacy was measured in
terms of changes in the constructs of burden, depression, grief and mastery (Hoffman et al.,
2005; 2007), the current findings indicate the areas of change that were most significant for
participants. The qualitative themes emerging from this study are not captured in the existing
FC quantitative measures. One of the key strengths of the current study is that it gives
participants a voice and enables clinicians and researchers to understand the important
changes as a result of FC completion from the perspective of a participant. It utilises a

bottom-up approach to examine participant experience. Given this new information,
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additional assessment tools that tap into these themes should be considered in an effort to

quantitatively measure efficacy from the point of view of the participants.

Given that the ‘new way of living’ theme and the relevant subordinate themes were
not as potent for the Irish participants, it lends weight to the need for ongoing support for FC
participants in this country. Attendance at regularly organised graduate meetings might
enhance outcomes. Such meetings or booster sessions may aid skill retention, reinforce skill
utilisation and promote integration of FC learning into the extended ‘mesosystem’, all of
which may have a more life-changing effect for participants. Longitudinal research
examining life changes over time, for example three months, six months and twelve months
post-FC completion may provide useful information. Importantly, this research was
conducted by several different combinations of leaders in three different countries across the

world, suggesting the transportability of the FC programme.

As this study was the first qualitative piece of research on the lived experience of FC,
it is recommended that future research build on these findings to further explore the themes
identified. Further research involving participants from more of the countries in which FC is
running would make for a worthwhile study. In addition to suggestions for further study
made throughout this discussion, the following areas require exploration in future research.
Although these issues did not emerge as major themes, there was a sense that control and
powerlessness may be important factors for parents journeying through the FC programme.
While hope as a result of FC participation was alluded to in a number of the narratives and
implied in some of the emergent themes, a further exploration would be beneficial as the
literature does suggest the importance of hope for family members in coping with mental
iliness (Bland & Darlington, 2002). Another minor theme evident in the data and which
might be worth pursuing is the notion that ‘it could be worse’. A number of participants

spoke about realising through their FC participation how much worse things could be. When
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hearing firsthand the severity of other peoples’ situations it resulted in some participants
experiencing a level of gratitude or counting their blessings almost. When participants saw

others who seemed worse off than themselves it put a new perspective on things for them.

As mentioned earlier, most parents who participated in this research had completed
FC with their spouse/co-parent. These participants seemed to demonstrate the greatest
capacity to reflect on their experiences and illustrate their new levels of insight in the
narratives. Future research evaluating outcomes for family members who participate alone
versus those who attend with other family members is recommended. Finally, with the
exception of the earlier mentioned study by Rajalin and colleagues (2009) which explored the
use of FC with family members of suicide attempters, there exists no other published data
examining the use of the FC programme with families of those experiencing mental health
difficulties other than BPD. Investigating the use of FC with families of persons with other
mental or physical health difficulties may be an interesting avenue of exploration for future

FC research and publications.

Chapter Conclusions

This initial experiential exploration of participation in FC is a step towards addressing
the gap in our understanding of the perceived impact of FC participation and the process of
change throughout FC. The present study recognises the important contribution
psychoeducation interventions can have for family members or carers of those with complex
difficulties such as BPD. In keeping with the national goals outlined for carers (DoH, 2012) it
seems that FC is an effective method of supporting family members of those with BPD to:
manage their mental and emotional health and wellbeing; to provide informed care giving;

and to feel empowered to participate fully in their own lives. This research has given a voice

125



and platform for expression to a group of FC participants from Ireland, the U.S. and New
Zealand. While conclusions drawn are tentative at this early stage of FC research, the study
underlines some themes already evident in the literature. In addition, some findings were

novel and unique and therefore cast more light on individuals’ experiences of FC.

Consequently, a number of implications and recommendations were outlined with
regard to future service provision, clinical practice and research. This study lends support to
the continued implementation of FC, nationally as well as internationally. It seems it may be
necessary to incorporate some cultural variation in FC delivery. As people acquire knowledge
in various ways the availability of additional FC resources may prove beneficial. The
inclusion of psychometric tools to quantitatively measure the themes outlined in this research
would mark an interesting development in examining the efficacy of FC. In conclusion, given
the dearth of research on this specific family intervention programme, further exploration is
required in a bid to improve our understanding of the FC journey for participants. However,
this study constitutes an important first step towards a comprehensive understanding of
participants’ experiences of the FC programme and it lends support for further

implementation of FC.
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Appendix A:

Further Participant Information

Participant | Unwell Diagnosis | Treatment | No. of FC Treatment Dedicated Current Family | Leaders’
Relative of BPD History of | Attendees Status of UR Family Supports | Supports Background
(UR) UR from Family | during FC prior to FC
Carol Daughter | No Family 2 (mother & | No current Family therapy None 1MHP &1
therapy step-father) treatment TFM
Rebecca Daughter | Yes DBT 2 (mother & | Engaged in DBT | None Monthly FC 1MHP &1
father) graduates group | TFM
Grace Daughter | No Refusing 2 (mother & | Refusing Generic family Monthly FC 2 TFMs
treatment father) treatment support group graduates group
Jane Daughter | No (as DBT 2 (mother & | Engaged in DBT | 5 month DBT Monthly FC 2 TFMs
under 18) father) family group graduates group
Adam Daughter | Yes DBT 2 (mother & | Dropped out of | None None 2 MHPs
father) DBT
Cillian Daughter | Yes DBT 1 (father) Finished DBT None None 2 MHPs & 1
TFM
Rachel Daughter | Yes Dropped 1 (mother) Dropped out of | Generic family None 2 MHPs & 1
out of DBT DBT support group TFM
Joanne Son No No BPD 1 (mother) No current Counselling None 2 MHPs
treatment treatment
James Wife Yes DBT 1 (husband) Engaged in DBT | None None 2 MHPs & 1
TFM
Stephen Wife Yes DBT 1 (husband) Engaged in DBT | 4 week DBT None 1MHP &1
family group TFM
Kate Daughter | Yes No BPD 2 (mother in | Refusing None None 2 MHPs
in law treatment law & son) treatment
Daniel Son No No BPD 2 (mother & | Refusing None None 2 MHPs
treatment father) treatment

Key: UR = Unwell Relative; MHP = Mental Health Professional; TFM = Trained Family Member
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Appendix B: Research Information Sheet

UNIVERSITY of LIMERICK

OLLSCOIL LUIMNIGH

Feidhmeannacht na Seirbhise Sldinte
Health Service Executive

Research Information Sheet

Research Title: Experiencing ‘Family Connections’: A Qualitative Exploration.

My name is Sarah Herley and | am a final year student on the doctoral
programme of clinical psychology in the University of Limerick, Ireland.
| completed the Family Connections (FC) facilitator training in 2011 and
have since been involved in the delivery of numerous FC groups in Cork,
Ireland. I am currently undertaking a doctoral thesis for which | have
received full ethical approval. My research is concerned with family
members’ experiences of the FC programme.

I am very interested in learning about group members’ personal journeys through the
programme and the impact it has on their lives. FC has travelled far over the last number of
years with the programme now being delivered in many parts of the U.S., Canada, Europe
and New Zealand. This research aims to explore the experiences of FC participants across
various countries. The developers of FC, Dr. Perry Hoffman and Dr. Alan Fruzzetti, along
with the National Education Alliance for Borderline Personality Disorder (NEABPD) are
supporting this study.

You are being invited to participate in this research as you have recently attended an FC
group in your area. Participation will involve a once-off Skype interview. The interview will
take approximately one hour and will be audio recorded. It will involve questions about your
time in the FC programme and what it meant to you. For example, ‘What was it like to talk in
front of the group about your experiences with your loved one with emotional
dysregulation’? and ‘What kind of changes have you noticed in yourself since completing
FC’? Following the interviews participants will be assigned false names and all interview
data will be transcribed and anonymised. Information obtained during the interviews will be
examined for common themes or patterns as well as similarities and differences.

It is hoped that this research will provide a deeper understanding of what happens for family
members/significant others during FC and the impact it has on your lives. This study will
help to expand the research base for FC and may also provide useful information for the
future development of the programme. Through the research it may also be possible to further
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highlight the needs of family members of those with BPD or emotional regulation difficulties.
If you have any questions don’t hesitate to contact me at sarahherley@gmail.com. If you
wish to participate please contact me via the above email address to arrange a suitable date
and time for the interview.

Wishing you all the very best,

Sarah Herley (Psychologist in Clinical Training, University of Limerick/Health Service
Executive, Ireland).
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Appendix C: Consent Form

UNIVERSITY of LIMERICK

OLLSCOIL LUIMNIGH

Feidhmeannacht na Seirbhise Sldinte
Health Service Executive

CONSENT FOR PARTICIPATION IN RESEARCH PROTOCOL

Title of Protocol:

Experiencing ‘Family Connections’: A Qualitative Exploration.

Psycholoqists Directing Research:

e Dr. Patrick Ryan, Head of Psychology & Director of the Clinical Psychology
Doctorate Programme, Department of Psychology, University of Limerick, Limerick,
Ireland. Phone: 00353 61 202741. Email: patrick.ryan@ul.ie

e Ms. Sarah Herley, Psychologist in Clinical Training, University of Limerick,
Limerick, Ireland. Email: sarahherley@gmail.com

e Mr Daniel Flynn, Area Principal Psychology Manager, Mental Health Service, Cork
South, Health Service Executive South, Ireland.

e Dr. Mary Kells, Principal Clinical Psychologist (Specialist), Adult Mental Health

Services, Cork, Ireland.

You are being asked to participate in a research study. Clinicians study the nature of mental
ill health and are constantly trying to refine and develop improved methods to provide
effective interventions. In order to decide whether or not you want to be a part of this
research study, you should understand enough about its risks and benefits to make an
informed judgment. This process is known as informed consent. This consent form gives
detailed information about the research study. Once you are satisfied that any questions you
had have been answered and you fully understand the study, you will be asked to confirm

whether or not you wish to participate.

147



NATURE AND DURATION OF PROCEDURE:

Family Connections (FC) is a group treatment programme for family members of individuals
with Borderline Personality Disorder (BPD). The FC programme was developed by Dr. Perry
Hoffman and Dr. Alan Fruzzetti with the goals of supporting family members in their efforts
to be effectively emotionally involved with their relative with BPD and increasing family
member wellbeing. It is still a relatively new intervention and therefore research on the
outcomes of the programme is still ongoing. You are invited to participate in this study as

you have recently completed FC.

This research is concerned with the experience of participating in FC and your individual
journey through the programme. You will be asked to discuss your experiences of the
programme in an individual Skype interview with the researcher. It is hoped that interviews
will be in-depth, lasting approximately 1 hour. Interviews will be audio recorded using a
Dictaphone, transcribed verbatim and then analysed by the researcher using a method known
as Interpretative Phenomenological Analysis (IPA). IPA is concerned with how people make
sense of and interpret their life experiences. It is hoped that information obtained in this study
will help us to gain a deeper understanding of what happens for participants during the FC
programme and provide information for future developments of FC and perhaps other family

programmes.

If you would like to contact the researcher to ask any further questions or request more
information prior to giving your consent you can contact me at this email address

sarahherley@gmail.com. If you are satisfied that all of your questions have been answered

and you are interested in participating in this research, please inform your FC facilitator or
contact the researcher directly using the above email address. A suitable time and date will
then be arranged for the interview. Participants will be called by the researcher for the
interview and therefore will not incur any financial costs. Participants will be assigned false
names and data will be anonymised to ensure confidentiality. Research outcomes will be
shared with the National Education Alliance for Borderline Personality Disorder (NEABPD)
and may be published in journals or presented at conferences. Participants may request a

summary of the completed study.
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I. POTENTIAL RISKS AND BENEFITS:

There is potential for the outcomes of this research to influence the future development of FC
and therefore benefit future FC participants.

The interview should not cause any distress over and above that experienced regularly with
your loved one with BPD symptomology. However, the FC programme developers (Dr. Alan
Fruzzetti & Dr. Perry Hoffman) are available for consultation with participants in the event of

distress resulting from interview participation.

[I. POSSIBLE ALTERNATIVES:

You may choose not to participate in this research study. Non-consent will not affect your

involvement in FC or your family member’s treatment in any way.

AGREEMENT TO CONSENT

The research has been fully explained to me. | have had the opportunity to ask questions
concerning any and all aspects of the project and the process involved. | am aware that
participation is voluntary and that I may withdraw my consent at any time. | am aware that
my decision not to participate or to withdraw will not restrict my access, or my family
member’s access to health care services normally available. Confidentiality of records

concerning my involvement in this project will be maintained in an appropriate manner.

| hereby consent to participate as a subject in the above described project. | have received a
copy of the consent and information forms for my records. | understand that if I have any

questions concerning this research, | can contact the clinician(s) listed earlier.

If 1 have further queries concerning my rights in connection with the research, | can contact
the Clinical Research Ethics Committee of the Cork Teaching Hospitals, Lancaster Hall, 6
Little Hanover Street, Cork, Ireland or the National Education Alliance for Borderline
Personality Disorder (NEABPD).
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Appendix D: Interview Schedule

Factual Information Required from Participants

Name, gender, age.

Degree of relatedness to the individual with BPD?
Did this person actually receive a BPD diagnosis?

Has your loved one received an evidence based treatment? If yes, which one? (DBT, Schema-

focused therapy, Mentalisation...)

How many relatives/people completed the FC programme for this individual?
Treatment status of the individual with BPD before, during and after FC?
What other supports had you received before FC or do you receive now?

What kind of background were the leaders of your FC group coming from? (Had they been

through a similar experience with a loved one? Do they work in the mental health services?)

Interview Questions

- How did your participation in FC come about?

- What was it like to talk in front of the group about your experiences with your loved
one with BPD?

What did this mean for you?
What was it like discussing self-harm/behaviour and suicide risk during FC?
Would you openly discuss these issues with other supports in your life?

- FC aims to share up to date information on BPD, teach skills and give support, can

you tell me about your experience of these?

How has FC changed your understanding of BPD and how it develops?
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Can you tell me how you experienced the supportive nature of the FC group?

What is your opinion of the skills taught in the group? Least helpful, most
helpful? To what extent have you used these skills since completing the

programme?

If you could make changes to the FC programme, what would they be?

Length of the programme, time spent on education, skills, support, group size,
constellation of group (parents, siblings, partners?), follow-on support, group

leaders, group materials ...?

| am interested in hearing about changes you have noticed in yourself since

completing FC?
Wellbeing, self-care, healthy selfishness, outlook on life...?

Interactions with your loved one...relationship mindfulness, non-judgemental

stance, building positive experience?

Is there anything else about your experience of FC that you would like to share?
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Appendix E: Sample Memos

As described in the Methodology chapter, memos were recorded throughout the various
stages of data analysis. The following are a sample of the researcher’s memos used to note

thoughts and reflections during coding, selection of emergent themes and data refining.

Interview 1 - Memo 1: “T get it, believe me if I could have chosen another life at the moment

I would have too...” How do | put an initial code on this? Is it about a transient desire to
escape? It’s more than escape though I think, it’s more about her whole life/experience with
her child being different, not just about wanting to get away. Reality isn’t living up to her
expected life is it? It’s more about her never choosing this. Is she feeling hard done by? |
think she does feel hard done by and disappointed.

Involuntary nature of her situation? It is involuntary but I don’t think the main point here is
that it’s involuntary, it’s that she wanted it to be/still wants it to be different.

Disappointed with the cards life dealt her? Disappointed with her hand of cards?

‘Disappointed with her hand’ — this also shows that she feels hard done by.

Interview 2 - Memo 2: ...“she is she going to be doing what she needs to do amm she’s in

college and, so we don’t see her everyday anymore amm we have a communication
agreement ahh which she usually violates™...I know in this section Rebecca is talking about
obstacles to mindfulness and things that cause her to worry and worry about the future as
opposed to living in the moment but I really think it’s the lack of control is what is worrying
her. Am | right in thinking this | wonder? I mean they have a communication agreement, that
also implies control, control over communication. I’m not saying the communication
agreement is a bad thing I’m just picking up on a controlling vibe from it. So this parent is
trying to practice mindfulness but finds it difficult as her daughter is not living with her
anymore and she has to work hard at stopping her mind wondering what is going on for her
all of the time and is she looking after herself. Maybe that’s just motherly concern? Am |
being too harsh? Caring parental control is what I’m talking about really, out of a place of

wanting to help. Initial code for now will be ‘remote lack of control as difficult?’
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Upon further examination Rebecca mentions living in the moment again further on” ‘okay
lets you know do a fact check’ (laughs) amm, ‘do we really need to pursue this no let’s stay
in the moment let her handle it” we’re not problem solving so...” I think this has little to do
with living in the moment and more to do with realising daughter’s autonomy or maybe
mindfulness of daughter’s ability or the fact this is their daughter’s life. A slight theme of
control creeping in here too for me which means | am going to stick with the initial code |
already outlined above.

Interview 10 - Memo 1: “I think the big sort of learning thing for me was amm, there was a

point in the programme where it sort of it hits you, where it’s like well actually, they’re not
they’re not being like this you know deliberately”. This is alluding to some pivotal moment, a
turning point, the penny dropping I think. It’s the moment you start to understand. This seems
really important and it has come up in some of the other interviews too so it is likely to be
something worth noting, perhaps a potential theme. How do | code this, is it okay to use
similar ways as | would have in other interviews. | think it is as it is essentially talking about
the same type of pivotal experience I think. ‘Sudden realisation/gaining of awareness’ and ‘A
moment of dawning — gaining true understanding”’ are these sufficient initial codes? I suppose
so but I need to make sure the essence of these codes comes across in emergent and

subsequent themes too.

Interview 7 - Memo 8: | have tended to separate out the stepping back type emergent themes

and the reaction style emergent themes but it just occurred to me here that are they not very
similar? Stepping back is a change in reaction style for these parents. As is handing over the
responsibility, that’s part of a change in reaction style too. | am going to merge all three here

and see how if it works.

Interview 8 - Memo 10: When | look through the list of emergent themes for this interview |

only see four/five themes in relation to feeling empowered yet when reading the interview
transcript and listening back to the audio file it seemed to have been a fairly significant

theme. It’s just not reflected in the quantity of emergent themes but | still feel it warrants a

153



superordinate theme of its own for now for this interview as it feels important and I don’t

want to lose the sense of improved mastery/confidence/competence for this woman.

Data Refining — Memo 5: What is the difference between the changed self (in self-focus) and

life-changing experience (in new way of living)? Why aren’t they the same or why don’t I put
them under one superordinate theme. From reading the narratives and re-listening to the
interviews | really feel they are different. The changed self is a change only within the self, in
terms of way of thinking and way of behaving (i.e. being more patient, slower to react etc.). It
is the concept of self-change. The new way of living superordinate theme looks at how this
self-change impacts on all of life, not just the self. Participants describe how FC participation
helped with their whole lives, relationships within their family (outside of their relationship
with the relative with BPD), relationships in work, and basically how they live their lives.
Participants spoke about feeling empowered which I think is change on a much greater level
than self-change which involves feeling more relaxed or tolerant and getting softer and
kinder. Feeling empowered has a significant impact on the way life is lived. The life-
changing sub-ordinate theme reflects widespread behaviour changes, the impact of the
changed self, across many domains of life. Due to the changed/changing self the participants
now had to do something differently in their whole lives to maximise their benefits from FC.

It is the response to the changed self.

To me, they are two very different sub-ordinate themes, part of two different processes. One
has to do with a focus on the self, while the other pertains to a new way of living in this

world.
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Appendix F: Prevalence of Themes across Participants

Super- & Sub- Ordinate S c |5 |2 |, | & —
Theme Occurrence 5|28 | S| |5 |E $ |5 |9 2
Sle |6 |S|X|6|& |8 |8 |5 ¢ |8
Safety of FC Yes | Yes | Yes | Yes | Yes | Yes | Yes | Yes | Yes | Yes | Yes | Yes
Solidarity Yes | Yes | Yes | Yes | Yes | Yes | Yes | Yes | Yes | Yes | Yes | Yes
Effective Support Yes | No | Yes | Yes | No | No | Yes | Yes | Yes | Yes | Yes | Yes
Acquiring Clarity Yes | Yes | Yes | Yes | Yes | Yes | Yes | No | Yes | Yes | Yes | Yes
Through their Eyes Yes | Yes | Yes | Yes | Yes | Yes | Yes | No | Yes | Yes | Yes | Yes
Locus of Responsibility No | No | Yes | Yes | Yes |No | Yes | No | No | Yes | Yes | Yes
Self-focus Yes | Yes | Yes | Yes | Yes | Yes | Yes | Yes | Yes | Yes | Yes | Yes
Interaction Modification | Yes | Yes | No | Yes | Yes | Yes | Yes | Yes | Yes | Yes | Yes | Yes
The Changing Self Yes | Yes | Yes | Yes [No [ No |No | No | Yes | No | No | Yes
New Way of Living Yes | Yes | No | Yes | Yes | Yes | No | Yes | Yes | Yes | Yes | Yes
Life-changing Experience | Yes | Yes | No | Yes | Yes [ No | No | Yes | No | Yes | No | Yes
Consolidation No | No | No | Yes | No |Yes | No |Yes|Yes|No |Yes| Yes
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Appendix G: Sample of Coded Interview Transcript

Interview 1 (pages 12-15)

Key: | = Interviewer P = Participant

Emergent Themes

Interview Transcript 1

Initial Noting/Coding

FC — an emotional
experience
Guilt & shame

Self disappointment

Embracing the rights
of relatives

Utilising FC materials

Dedication of leaders
Internalised rights of
relatives

Re-identifying
parental role
Self-identified as fixer
Obligated to fix/solve
Overwhelming
responsibility
Pressure cooker -
boiling over

Breaking point
Impact on family

Attempt at (rest of)
family preservation

522 | I: So then, you went to the group and there
523 | were other family members around you as
524 | well who had similar situations amm and
525 | what was it like to talk in front of these

526 | people about your situation?

527 | P: Ammm, well (pause) at first (shaky

528 | voice), I’m probably gonna cry a little coz |
529 | cried a lot, amm, at first | was really full of
530 | shame (pause) and you know | felt very
531 | guilty (participant visibly upset) because I
532 | feel I handled some things just poorly like
533 | for example they gave us this amm, this
534 | great little thing I can tell you more about
535 | later but it’s this tiny little look it’s in my
536 | cell phone Sarah because it’s so valuable to
537 | me (laughs, participant takes small card out
538 | of her cell phone cover) it’s this teeny little
539 | thing that they gave us, anyway one of the
540 | things it says is that people do the best they
541 | can, it says the rights of the relatives. It’s
542 | just a little card you know and it’s laminated
543 | and | keep it right in my cell phone, | used
544 | to take it out all the time but it says rights of
545 | the relatives. We need to have healthy

546 | selfishness, we need to say no, all this jazz.
547 | We need to accept that we lose our cool at
548 | times okay, we need to accept that we can’t
549 | solve our relative’s problems, well I mean
550 | that was like alien to me. First of all |

551 | thought I had to solve the problem, it was
552 | you know my responsibility amm ,too

553 | much, and amm, at times | definitely lost
554 | my cool with her, you know. So, it was, to
555 | the point where ugly things like | had amm,
556 | a year ago last October when we were in the
557 | miserable year | had packed up all of her
558 | things at one point and I said ‘you just

559 | cannot continue to drag the whole family
560 | down like this’ and so I packed up her room
561 | and moved it into storage and I said ‘where,
562 | where would you like to live? You clearly

Trying to control emotions
Warning of imminent tears
FC as emotional experience
Initial feelings — guilt/shame
(pause) trying to gain control
Disappointed with own
behaviour

Changes topic but
demonstrates self-validation
Holds rights of relatives card
from group in high regard
Keeping card in her phone
demonstrates her effort in
applying her learning/skills

Leaders displaying creativity
Utilising group learning

Reciting info on card — is this
for my benefit or is it
reassuring & calming her?
Inability to fix/solve as a
foreign concept. Role?

Felt obliged to fix problems
Too much responsibility?
Overwhelmed with said
responsibility, shorter fuse?
Pressure causing destructive
reactions

Mother at end of her tether
Impact on whole family

Mother asking daughter to
leave family home
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Sig. maternal distress
Desperate times
desperate measures

Absolute breaking
point

Turbulent relationship
Desperation for help

Distraught due to r-
ship break down
Painful journey from
longing to losing

Guilt ridden
Self-judgement

No self-compassion
Feeling inadequate

Failing as a mother

Self-annihilation

Fear driving
behaviour
Emotional journey
through FC

A safe space

Not alone — in good
company

FC as a God’s send
Shared understanding
Untiring ears

563
564
565
566
567
568
569
570
571
572
573
574
575
576
577
578
579
580
581
582
583
584
585
586
587
588
589
590
591
592
593
594
595

596
597
598
599
600
601
602
603
604

605
606

don’t want to live here’, and amm, it was so
miserable | cried the whole weekend |
remember you know like packing her stuff
up and she was off gallivanting with some
friends and drinking her ass off and doing
all kinds of stuff you know, so (sighs), I had
just had it and we had a couple of real
battles my daughter and I. And so, | started
that, the group really desperate, | thought |
had lost her and, you know it was over, and
I, I can’t I couldn’t live with that like how
could I not have a relationship with this kid
that | you know had to write essays for why
I wanted her you know like when you adopt
internationally. (sighs) So anyway | was
feeling ashamed of myself for losing my
cool at times when | thought I should know
better and that she was the one who was
hurting not me, and amm, and then, | felt
guilty that I didn’t know how to handle it
better and [ mean I’'m a therapist I do a great
job with my clients and with my students
you know but I couldn’t even help my own
daughter and I was just doing things that I
would look at myself and say ‘what’s the
matter with you, you know, why are you,
amm, like in her face, leave her alone you
know, she needs space, but I would be in
her face coz | was so scared, you know so
(sighs) I started out like that and I cried
quite a bit and it was okay they made it so
safe and other people were crying too so |
wasn’t the only one. It started like that.

I: And it felt safe?

P: Yes.

I: Was that important?

P: Yes.

I: And what did it mean for you to be able to
go to a place like that and have that safe
place to talk, to cry, to share?

P: Yeah, amm, well, you know, it was a
little bit like an answer to a prayer you

know because people understood what | was
talking about and they didn’t get, ahh, sick

Mother’s severe distress
Throwing daughter out
Daughter engaging in
reckless behaviour

(sighs) — distress still evident
Unable to bear any more
Very turbulent relationship
Mother desperate for help
Break down in relationship,
unbearable — palpable grief
No r-ship as unimaginable
From almost begging for
daughter to terminating r-
ship, huge emotional turmoil
Guilt ridden over behaviour
Harsh self-judgement

Lack of self-validation &
self-compassion

Feeling of guilt &
insufficiency

Professionally competent but
personally incompetent

At a loss as to how to help

Self-criticism & harsh self-
judgement

Overwhelming fear
controlling behaviour
Emotional wreck starting FC
Group acceptance of
emotional states

Not alone in her emotions

Gathering composure?

FC - ‘answer to her prayers’
Shared understanding in FC
Untiring listening in FC
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The waning support of
others

Informal supports
overwhelmed

Feeling hard done by
Let down by informal
support system

FC as main supporter
FC’s genuine support
FC — time limited
support system

FC — genuine
understanding
Feeling heard

Open sharing forum
Relating to others

Shared experience

Self-forgiveness
Justifying past actions
Motivated by love
Justifying past actions
Turning point

Reduction of self-
pressure
Turning point during

FC

Realising enough is
enough

607
608
609
610
611
612
613
614
615
616
617
618
619
620
621
622
623
624
625
626
627
628
629
630

631
632
633

634
635
636
637
638
639
640
641
642
643
644
645
646
647
648
649

650
651
652
653

of it because for example | had a sister who
backed away she was a great support to me
and then she disappeared and one time she
said to me ‘you’re life’s too complicated for
me’. So | get it, believe me if | could have
chosen another life at the moment | would
have too but amm, but | felt a little
abandoned there you know so, so | had a
support network finally and one that
understood, you know they didn’t become
great friends we don’t get together for
dinners nobody wants to sit around talking
about miserable stuff honestly but amm, but
they, you know could look in your eyes and
understand completely what you were
talking about and, ahh listen just listen and
it’s not like we I didn’t have a lot of air time
in the group | would say my piece and the
other people were saying their piece but you
almost heard yourself in what they were
saying so you knew, you know that you
didn’t have to speak that person just told
your story and that person just (laughs) told
another piece of it.

I: So through other people’s stories and
hearing other people’s situations you could
learn too?

P: Absolutely. And I could start to forgive
myself (pause) Like I did the best I could
with what | knew, you know, | love her, so
much, I mean | was doing the best | could
do and, at one point I turned a corner and |
just said ‘that’s just good enough, that’s got
to be good enough because this self
punishment is not helping anybody. And |
think the group leader, I can’t remember
exactly how that happened coz something
happened at a group that | remember | just
turned a corner. I don’t know exactly what
she said but I had a feeling it was something
that the main leader said and it just rang true
with me and I thought ‘enough of it’, you
know.

I: So you would have had other supports
previously in terms of you mentioned
speaking to your sister and she would have
helped you through things but nobody that

Others withdrawing support
Limited support from others
Extended family/others
overwhelmed by situation
Disappointed with the cards
life dealt her

Let down by family support
FC providing needed support
Reliable support network
Support network for group
duration only

Genuine shared
understanding/experience
Feeling heard by group

Opportunity for all group
members to share

Relating to the stories of
others

Feeling heard through others’
stories

Towards self-forgiveness
Justifying her actions
Declaring love for daughter
Justifying previous actions
Pivotal moment of change
Cutting herself some slack

Reducing pressure on self

Pivotal moment of change in
FC group

Moment of realisation (stop
self-pressure/punishment)
Enough is enough
Realising/reaching her limit
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No suicide risk

Gratitude for
daughter’s will to live

Empathy for those in
FC with suicide issues
No suicide risk with
daughter

Grateful to FC for
helping others
Appreciation for lack
of suicide risk
Empathy for those
with suicide worries
Own worry — co-
morbid presentation

Confusion re
presenting difficulties

Living in constant
worry

Family constantly
checking - up on

Constantly trying to
make sense of

654
655

656
657

658
659
660
661

662
663
664
665
666
667
668
669
670
671
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675
676
677
678
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680
681
682
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684
685
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688
689
690
691
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693
694
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697
698
699

had the same understanding or was walking
in your shoes in their own family | guess.

P: Yes, absolutely. Yeah, nobody that |
knew, no.

I: Oftentimes in the group there are
discussions about very serious elements of
BPD including suicide risk or self-harm
behaviour, how did you find that?

P: Yeah. Well it was fine, amm because one
thing is | never ever felt my daughter had a
suicide risk | never felt she would hurt
herself so | was, | felt it was separate from
me and also | felt so grateful that I didn’t
have to worry about that, amm but | knew
how deeply I mean in a sense it was that
kind of thing where you say ‘oh I’ve got it
so good, look at what these poor people
have to worry about | don’t have to worry
about that’ so for me it was okay I mean,
amm, | never felt scared by it or anything |
just felt like ‘thank God you know they’re
here and they have help and thank God |
don’t have to worry about that’. Amm, yeah
it would have been devastating to have to
worry about that and I didn’t have to. I had
to worry about | thought maybe she had an
eating disorder. You know she had
characteristics of an eating disorder but to
tell you the truth once again, I mean I’'m a
speech therapist I’m not a psychologist you
know I didn’t even know how do you
qualify that I mean, | knew that she was
doing weird things like, at one point she was
vomiting in a ahh, vomiting in a a water
bottle and then she would put it in her
drawer. The reason | found it was one time |
she wasn’t home and I was just looking to
see if she had drugs or anything I don’t
know, she didn’t even go into drugs you
know and I found this bottle and I’'m like
‘Oh my God, this is vomit in here’ and then
her sister was telling me that she was
vomiting after meals and stuff and so | said
she’s she’s gotta be bulimic or you know
she was definitely losing weight and 1 said
she’s either depressed or she’s getting an...

Lack of shared experience in
previous supports

Certainty of daughter’s
continued safety

Detached from safety issues
Grateful for daughter’s will to
live

Deep appreciation for
daughters’ will to live

Deep empathy for others with
riskier family members

Certain of daughter’s safety
Grateful for help for those
with riskier family members
Appreciation for daughter’s
continued safety

Insight into others’ distress
around suicide risk

Worry regarding daughter’s
co-morbid conditions
Daughter’s presentation
Feeling in over her head?
Uncertainty & confusion
about daughters difficulties
Aware of daughter’s atypical
behaviour

Constant checking up on
daughter

Constant suspicion/worry
Uncovering daughters
atypical behaviour

Other family members
detecting symptoms

Parent searching for answers
Parent trying to make sense
of symptoms/occurrences
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