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Executive Summary

161 consumers with BPD entered the survey site. €8a¢h153consumerq95.0%)roceeded to
answer survey questions, wig2 consumerg60.1%) complaenhgall questionsand 61 (39.9%) being
selective in which questions they mnded ta

Participation in the BPD consumer survey was open to any consumer who identified themselves as
having a diagnosis of BPD and were those that responded to an invitation to partidigiieuted

in the first instance to 20 mental health servieganisations and 29 consumer and carer networks
across Australia, including clinical mental health service systems and community and non
government organisations with a request for-tarwarding to consumers and carers. The surveys

were widely publicisel Y R RSt A GSNBERa2yf| 5¢¥ 8 OONRPRAEAIZNDAE NI £ Al ©
conducted between 27May and3¢" June 2011. It should be noted therefore that since the survey
respondents were not a random sample from a population based sampling frame of BPD consumers,
and were instead seBelected by virtue of choosing to participate in the survey, the extent tizghvh

the conclusions drawn from the survey are representative of the wider BPD population depends on
the extent towhichresponse bias may have existed. Similarly, many consumers that did participate
were also selective of which questions they would answarticularly later in the survey.

Consumers bim all States and Territories took part in the survépst of the 153 consumertived

in metropolitan areas (60%- n=92) with 331% (n=51) living in regional towns an@%. (n=8) in
remote areasA disproprtionate numberof respondentdived in regional or rural areasompared
to the Australian populationThis could be due teither a nonrepresentative sample of BPD
consumers choosing to take part in the survey, or it could be dulifferences in leval of perceived
supportamongst urban and regional consumesdgth isolationandother factorsamongstregional
consumersandthese consumerthen expressing their voice in greater numhed$ the 07
consumer respondents,fferences irthe level ofadequate GP support were reported between
metropolitan (69.8%) and rural areas (3%

Of the 148 respondents, ane women than men responded to the surv@yr.8% versus 12.2%)
Given that theprevalenceof male and female consumerstislievedto be fairly similaacross
gendery it is likely that lhe views of maleare underrepresentedin this survey

Almost two thirds ofL50respondents were in the 289 years age group (64%4=96) and less in
other age groups. Ehresultsalsosuggesnot only that BPD affects people across the lifespaurt
that BPDparticularlyaffectsthose in the prime working decades from-85 yearslt is unclear how
this compares with the age distribution of BPD across the Australian population whether the
prevalenceof BPDOs fairly constant across all age groups of the population.

Respondents came from diverse cultusakckgrounds and almosié percent (n=7) were of
Aboriginal or Torres Strait Islanddescent.

Almost half of respondents were single (45.98&680f 148 respondents two fifths were in a
spouse/partner relationship (39.29%1=58), and 13.5% (n=2@Fre separated or divorcedore
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people with BPDhereforeappeaedto besingle compared to their counterparts in the general
population though many ee in relationships

People with BPDwho were single andhadchildren appeaedto have fewer children than those in a
partnership relationshipDue to the dsence of further survey questiomge were not able to
establish whether or not an association existed between the dependence of children and the
number of children.

For 7..5% of the 23 respondents (n=8), BPD was their primary diagnoaisd 28.5% had an
alternative primary diagnosi$/ore than half of respondent$4.7%- n=61) reported anxiety
disorder and 41% (n=48) reported PT&xomorbidities

Of the 105respondents(41.9% n=44) cited that theyhad been diagnosed in the pasblears
However, given the age spread of respents, this is unlikely to be an accurate reflectiorthad

actual length of time that the person has experienced BPD as, only a decadlieveagpnot common
practice to tell people if they had this diagnosis or to fully acknowledge it as the respoysibilit

mental health services to treafs comparison with length of time in treatment (which had higher
percentages of respondents in each of the time spans, especially those of 10 years or lessgdonfirm
the suspiciorthat respondents hadhot always beendld of their initial diagnosis of BPD.

Ofthe 119 respondents, wre than halfdid not understand thé& diagnosis of BRI37.86 (n=45) said
that no healthcare professional had explained to them what BPD means SaB¥ {n=3) said it
had been explained buhat they had not understood the explanation.

The three most highlgited concerns reported b§12consumers with BPD to cause high levels of
anxiety were not being taken seriously (70.5%=79),discrimination because of their BPD diagnosis
(57.1% n=64), and not being respected (53.6%0).

Of the 115 respondents, psychotherapgs reported to be the most helpfbrm of health

professional suppotin supportingd6 consumers to manage their BR&veraging 4.28 on a®

scale) folloved by community spport such as art therapy and friendship groups (4.10), with
hypnotherapy rated as the least helpful (2.38hwever, 52.4% (n=5& 105 said that they had not

been able to access thebealth professionaservices, most noting problems with waiting dist

financial barriers, services being too far away, or having their concerns dismissed as not important or
severe enough. Most responses indicateldigh motivation to seek support.

Gonsistent supportvas the most valued aspect perceived to contributedoovery

Manyconsumergeported negative experiences of receiving care, as well as lack of understanding,
knowledge and skills demonstrated by the health professiothaisthey sought help from, and
relief that someone was finally looking at the BPDegignce in more detalil.

More than half $1% n=52)of consumersreported having had hospital admissions for their BPD in
the last 18 monthsvith 50 (or 49% of th&02who responded to this question) reporting no
admissions or none in the past 18 months and 20.6% (n=21) of respondentsmgporadmission

in the past 3 months.
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Almost two thirds (64.5%n=320f 52) of respondentshad been admitted to hospital involtarily

and 61.2% (n=36f 53) reported that they had asked to be admitted because of mental health issues
but hadbeen refusedWhilst people withother serious mental illnegsmayhave similar

experiences of hospital admissiahese figuresuggest thapeople with BPD experience
inconsistencies and discriminatiamthe process of seeking admission to hospital

Of 107 respondents, 50.5% (n=54) said that their GP had supported them, however, 37.6% (n=41) of
consumers reported nevdraving long appointnms with their GP, and 75% (n=81) reported that

their GP does not provide personal counselli@gthose whalid receive counsellindghe support
appeaedto havebeenlong term

Of thoseconsumers who have had hospital admissions, 80.6% (of=Bd7) repated that they had

been admittedto public hospitals, and 19.4% (n=13) had not, becadisssaes related to their BPD.

Of the 1@ respondents who reported their usage of hospital servic8s3%(n=42) usel only

public, 6.8% (n=18) ustonly private, 5.88% (n=17) uskmostly public and some private,18%

(n=23) usd mostly private and some public hospital servites| Yy R ¢ ®pz 0.y T T0 RARYy Qi
Respondents reported that their longest stay in public hospitals for issues directly reldd&Dto

ranged from24 hours to 32 weeks.

Almost two thirdsof respondentg66%- n=350f 57) had been admitted to public hospitals

involuntarily and 57.4% (n=31) reported that they had asked to be admitted because of mental

health issues bubadbeen refusedSome32% oftheserespondents did not know who refused their

admission to hospitalyhilst 24% said that a psychiatrist refused their admissidreir reasons for

seeking hospital admission appeared to be significantly related to feeling in crisis across multiple

areasof life. Public patients radWF¥ S St Ay 3 & dzA OAKR INOYGY JUWT S §/TRA VWSS SX T y&
y20A0SlIofe KAIKSNI GKIY WEATS Ay OKI2aQF WRSLINBa3
Private patientsappeared to ratdhe six domains witlevenmore importance suggesing that

private patients who seek admission may experience crisis differently to public patients.

l RYAaadA2y NBFdzalf KFR I aA3IYyAFAOIYd AYLI OGO 2y O2
emotional wellbeingThis waghe casegfor both public and private mental health service consumers.

Almost twothirds of respondentsg3.9%- n=460f 74) had been admitted to private hospitals for
issues related to their BPPrivate hospital users seerdto have fewer admissi@andlonger
admissions. Shortage of beds the reason for refusal of admission to hospiegnedto be given
more commonly tharpublic hospital users.

Private hospitapsychiatristavere theprofessional cargroup reported to be most likely to refuse
0 KS NBaLR y R ShydearonalRM2Acansuimryl whereas thisate was24%of 31
respondentdor public hospital psychiatrists. For private hospital admissions, 18f%%
respondents stadthattheyRA Ry Qi | y 2 ¢ ivakraissiohbcinpaidSvith alimisBtwice
thisrate (32%of 31) for publichospital admissiomespondents

Of thosewho had been admitted to private hospitals, 28.6% (n=#(’0) had been admitted five or
more times. Thisvas approximately half the rateeported for 5 or more times fopublic hospital
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admissions. Likewise, theas a significardifference between te numberthat had never been
admitted to a public hospital (h=@ndthose who have never been admitted to a @rig hospital
(40%).

105 consumers reportegbsychiatrists as the main professaa(762%- n=80) whomthey sed help

from for treatment of their BPDTheyrated psychiatrists and psychologisisthe most helpfulin
assisting them witlmanaging theifeelings and their mental healissues. However, more than a

third of consumerstated that health professionals had not helped thérwo thirdsof 112

respondents reported that they did not feel that they were treated in a respectful manner by mental
health professionalsConsumers found GRhe least helpfu(48.8%0of 84) despite also rating them

as the most responsive during a crisis.

Whilst people with BPD udex range otommunity support services, their levels of satisfaction with
them did not match their level of access, suggesting thié servicesould be improved to meet the
needs of people with BPD.

Onehundred percent ofl05respondents (n=96) stated that they had had thoughts of ending their

life. Of 97 respondents to the question of whethibey had ever made a serious attempt to end

their life, 85.6% stated that they ha82 respondents reported ait times in emergency

departments were: 3.1%een immediately, 26.5% seen withiathours, 14.7% seen within&

hours, 23.5% havingtowaitn®r G KI'y y K2 dzZNEX | YR HowldhgaNbok S NJ H 0 @ p:
Almost twothirds ©3.3% were referred to a mental health professional as a result of their self

harm.

Introduction

Though people with mental illness often experience stigma, consuwidrdiagnoses of borderline
personality disorder (BPD) have traditionally endured not only societal stigma but extreme levels of
exclusion and disapproval from within psychiatric services themselves. Families have had to fight for
services, even for fanyiimembers in crisis, and there is a great deal of confusion about treatment
efficacy.

It is rare in the literature of mental health research to find studies from the perspectives of people

with this debilitating condition, and from their family memberseth is a lack of information about

what a diagnosis of BPD has meant for them, the treatment consumers may or may not have

received, the barriers to care people experience, and their perceptions of the quality of services

received. It is far more commonagicularly in the last two decades, to find research about various

forms of individual and group psychotherapies and treatment protocols. This growth of research

Fo2dzi . t5 GNBFOGYSyd A& LINIEte 0SOFdzaS GNIRAGAZYL
AYlFRSIljdzr 1S¢ O0[AYSKIYZ mMppoZ LIP o003 (23ISHGKSNI gAGK
who seek help account for a substantial number of inpatient and outpatient services used.

We know that a diagnosis of BPD is contested territory at a nuroblevels. The use of the
FR2SOGA DS a6 2NRSNI AsgtSépeopl@witiRpeEoDaldk disSrdeks (PD), tNeELSe & dzo
2T GKS GSNXY ats5¢ & I RSNRIFG2NR oSt FyR GKS
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ongoing dispute. The disordaas only recently been formally recognised as a discrete diagnosis and
viewed as a mental health service responsibility to treat. Thesés@academic argument about
whether associated issues of emotional regulation can be conceptually understoodras af f
posttraumatic stress disorder (PTSD).

As suggested above, it has long been acknowledged that people with a diagnosis of BPD may be
viewed with negativity by some mental health service providers. Their issues and needs seem
chronic and unrelentingand their emotional pain unassuageable. At the same time, because
difficulty with relationships of trust is at the core of the experience of BPD, service providers need
high levels of skills and training to effectively engage with people. Consumergeviefused care

or derided for needlessly taking up valuable resources are further traumatised.

The evidence base for treatment efficacy has been relatively poor. There is controversy about the
use of medication, and the evidence for a physiological camapbis as yet in the early stages of
research. It is not surprising therefore, in an environment of treatment uncertainty and negative
experience of services that consumers and their families continue to struggle to access effective
assistance. Thsurvey report offers unique information contributing to the growing body of work
aimed at improving treatment and services, from the points of viewath consumers with

diagnosis oBPD their families and carers.

Background

The following presents a brief Heground discussion of the symptoms and behaviours that attract a
diagnosis of BPD, issues of prevalencenoobidity, health utilisation and treatment.

BPD Definition and Diagnosis

Borderline Personality Disorder is considered a type of persomtdityder. Five of the following
criteria need to be present for diagnosis under the American Diagnostic System of Classification
(DSM) IV:

1 Frantic efforts to avoid real or perceived abandonment;

1 A pattern of unstable and intense interpersonal relationshigharacterized by alternating
between idealization and devaluation ("lovate" relationships);

1 Extreme, persistently unstable sétfiage and sense of self;

1 Impulsive behaviour in at least two areas (such as spending, sex, substance abuse, reckless
driving, binge eating);

1 Recurrent suicidal behaviour, gestures, or threats, or recurring acts ehsélation (such
as cutting or burning oneself);

1 unstable mood caused by brief but intense episodes of depression, irritability, or anxiety;

1 chronic feelngs of emptiness;

1 inappropriate and intense anger, or difficulty controlling anger displayed through temper
outbursts, physical fights, and/or sarcasm;

1 stressrelated paranoiathat passesdirly quickly and/or severe dissociative symptams
feeling disconnected from one's self, as if one is an observer of one's own actions (American
Psychiatric Association, 1994, p. 654).
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The DSMYV places personality disorders on a separate @iss llor Cluster Bjrom other mental
disorders (Axis 1), grouping them into Clusters. Borderline Personality Disorder is considered a
/ £dzaGSNI . LISNBER2YlFIfAGE RA&2NRIMERde 80RBR)Y. YI GA O SY2 A

The International Classification of DiseaglCD10), a European system, defines BPD as:

GOKF NI OGSNAT SR 608 | RSTAYyAGS GSyRSyOe G2 004 AYL
consequences; the mood is unpredictable and capricious. There is a liability to outbursts of emotion,

and incapacityo control behavioural explosions. There is a tendency to quarrelsome behaviour and

G2 O2yFtA0la oAGK 20KSNBI SalLISOAlLffe 6KSYy AYLLg 3
experience marked mood instability, disturbances of-sakge, rapid mood sfis, intense, unstable

relationships and recurring impulsive selirming behaviour (NICE, 2009). They may also feel a

persistent lack of identity, a sense of emptiness, and engage in frantic efforts to avoid real or

perceived abandonment. As with the ld$V, organic disease, injury or other psychiatric diagnosis

are required to be excluded.

Both sets of criteria have been critiqued and are considered poorly validated. While there is

classification criticism about the DSM system, there is little reseavolit how doctors actuallyse

it. Personality disorder itself is difficult to diagnose (Manning, 2000; Mulder, 1997), and applying

these classifications in psychiatric practice is a matter of ongoing debate. Studies also suggest
psychiatrists are ambiVent about making a BPD diagnosis (Brown, 1987; Whooley, 2010) because

of the pervasive stigma both in society and from within psychiatric services. They may fear negative
STFSOGa F2N GKS LI GA Sy (egvansgreatly i Bow Sigparce®eNahdh y & dzNJ Y C
use DSM categories (Whooley, 2010).

Prevalence and Factors Associated with BPD

Borderline Personality Disorder is considered the major form of personality disorder, both the most
common and most serious (Chanen et al, D0There areiffering United States (US) estimates of
prevalence ranging from 0.7 to 4.6% of the general population (Swhalz 1990; Weissman, 1993;
Samuels et al 2002; Coid, 2003; Crawford et al 2@0Zpnservative midange of approximately 2%
may not seem vermuch, but people with BPD diagnoses make up about 20% of psychiatric
inpatients and 10% of outpatients receiving services (Lieb et al, 2004). The 2% population estimate
was challenged bthe first large community study of personality disorders, whicmfiba lifetime
prevalence of 5.9%with no significant difference in the rate of prevalence in men (5.6%) and
women (6.2%) (Grant et al, 2008). The authors concluded that BPD is far more prevalent than
previously recognized, equally prevalent among menwathen, and is associated with

considerable mental and physical disability. Importantly 5.9% is much higher than the lifetime
prevalence of 0.4% for schizophrenia (Saha et al, 2005) and 1.4% for bipolar disorder (Kessler et al,
2005). Though there are culal differences between the US and Australian populations, for

example in levels of unemploymehsociceconomic disadvantage and availability of health care,

this study indicates that the numbers of people whose lives are affected by BPD may be tyeater
previously recognised.

1 Current estimates US 9.1%, US Bureau of Labour Statistics, 2011; Aus. 5.3% ABS, 2011.
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Most people (74%) diagnosed with BPD have at least oroecarring Axis |l disorder (Barrachina et

al, 2011), and strong emorbidity with Axis | conditions such as serious depressive episodes, and
bipolar Il disorder (Ston2006), m&ing accurate assessment of prevalence difficult. Many
databases of mental iliness enter a primary diagnosis only, or at best primary and secondary. There
is an association of Cluster B personality disorders, including BPD, for example, with majo
depressive disorders. In a 202004 national US survey when 1,996 participants with major
depressive disorder were interviewed three years later, the association with BPD was clearly
demonstrated, leading the authors to recommend assessment for BPD in all patients with major
depressive disalers (Skodol et al, 2011). People who meet criteria for BPD are more likely to
experience substance abuse than people with other psychiatric disorders, except f&okidl
Personality Disorder (ASPD) (McCann, Flynn and Gersh, 1992). They have $ighstatéde and
suicide attempt, with up to one in ten people dying by completed suicide (Paris, 2002; NICE, 2009).

The gender of consumers with BPD remains contentious, with more young women diagnosed than
men (Widiger and Weissman, 1991). No gerdiference, however, is found in population studies
(Lenzewegerl.oranger and Kessl&t007; Torgersen, Kringlen and Cramer, 208&)eral studies

have looked at gender differences in DSM personality disorders generally, some of which (Carter et
al, 1999;Samuels et al 2002) found a gender difference, with Cluster B prevalence highen in

than in women. The United Kingdom (UK) Office for National Statistics (ONS) 2000 survey for
psychiatric morbidity confirmed this finding, with lower rates of BPD in amthan men (four per

1,000 compared with 10 per 1,000 in men) (Brazier et al, 2006).

The association of personality disorders including BPD with childhood sexual or other abuse is clearly
established (Johnson et al, 1999; Mullen, King and Tonge, 2@@@hebclinical picture of adults

with a history of childhood sexual abuse (CSA) is highly varihblef, King and Tonge, 2000).

Sexual abuse, especially in young children of eight years and under is a significant predictor of both

BPD and PTSD whettm@rnot the perpetrator is a family member. Nevertheless, having this sort of

0NJ dzYF GAO OKAf RK2 2 RNBIjHINSNAISEO D NRE SNAR yI FRINNS t 5%
associated with a broad range of emotional and psychological disturbance (\Mkitey and Tonge,

2000.

There is limited research about cultural and seed@mnomic issues associated with personality
disorders. Unemployment has been found to be positively related to BPD (Kessler and Merikangas,
2004). In the Baltimore Hopkins Epidetogy of Personality Disorder Study, Cluster B disorders

were found to be most prevalent in people who had not graduated from high school (Samuels et al,
2002), and least prevalent in people who continued education after high school. The odds of having
a Cluster B disorder declined by approximately 6% for every additional year .offedés, the older

the person wasthe less likely he or she was to have diagnoses of BPD. A significantly higher
prevalence of personality disorders has been noted in uradmer than rural communities (Amer

and Molinari, 1994), and the prevalence is higher in places of concentrated social disadvantage such
as prisons, boarding houses and slums (Mulder, 1997).

There is some evidence for a genetic component to BPD. Inearartjinational twin study of
community samples in Holland, Belgium and Australia, Distel et al (2008) found genetic influences
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explained 42% of the variation in BPD features in both men and women, with the variability estimate
being similar in all threeauntries. The relationship between symptoms, psychological mechanisms
and neurobiology is unclear (Kernberg and Michels, 2009). Linehan (1993) suggests a Biosocial
Theory of BPD essentially as a disorder ofregjfilation. People with BPD are viewed asyve

volatile or unusual in temperament, compounded by repeated experiences of invalidation (Palmer,
2002).

Biosocial Theory of Borderline Personality Disorder

(From Palmer2002)

Biological
dysfunction
in the emotion
regulation system

Pervasive emotional
T l » dysregulation

Invali dating
environment

Fig.1 Biosocial theory of borderline

personality disorder

Use of Psychiatric Services

Compared with psychiatric inpatients with other diagnoses, inpatients with BPD diagnoses have
higher utilisation of mental health services over a range of indicators: in number of presentation
times, length of hospital stay for mental health and or substaabuse, number of psychiatrists ever
seen, and number of courses of psychotherapeutic treatment (Sansone, Songer and Miller, 2005).

It is difficult to accurately gauge the readmission rates of Australians with any form of mental iliness,
including peop@ with a diagnosis of BPD. In the public system, it is suggested states and territories

differ in their ability to track postlischarge followup between hospitals and community services,

and or other hospitals. In a report of service utilisation andadinstatus of patients with primary or

secondary diagnosis of BPD admittegptivate hospitatbased psychiatric services based on data

ddz0 YAGGSR G2 GKS tNAGIGS aSydalrt 1SFEGK 1 f€AlFyOSC
(CDMS) the (ICElO classk OF G A2y O2RS aCcndom . 2NRSNIAYS ¢e&LISE
additional diagnosis was used as the basis for reported statistics. To be considered as a person with a
BPD diagnosis, a person had one episode of overnight inpatient orgayneare (oseparation)

between F'July 2009 and 30June 2010. In that tim&rame, 1, 847 persons withny diagnosis of
BPD(approximately 7% of patients regardless of PD diagnosis) received psychiatric services at a rate
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per person of approximately 1.5 episodasovernight inpatient care and 1.4 episodes of ambulatory
care. Most were women (86%). The average length of stay (LOS) was approximately 18 days for
episodes of overnight inpatient care and 12 days for episodes of ambulatory care.

The following sectionriefly describes BPD treatments discussed in the literature. The discussion is
not exhaustive, a project beyond the scope of this Report, however the BPD NICE Guideline on
Treatment and Management (2009) offer a thorough overview of the full range ofgle=a

Borderline Personality Disorder Treatment

It is only in the last two decades that a concerted effort has been applied internationally to provide
STFFSOGAGS GNBFGYSyld (2 LIS2LX S -&SS1IAV T4 a¥SRy (0 lat
issuesdispelling the myth of BPD as untreatable. Treatments often combine psychotherapy and
medication, though there is controversy about the owrse of medications.

Studies of clinical trials are difficult to assess on a number of levels. Few use contps fmo
comparison of the effect of interventions. Randomised trials are almost always rataiivelyshort
time-frames of 12 months or 18 months, in contrast to the clinical view that long term treatments
are essential (Kernberg and Micke2009). Thee is a great deal of difference in the way populations
are defined. The coccurrence of other personality and Axis | disorders discussed above, together
with needing five of the nine operational criteria present for diagnosis, make for a degree of
variaion in the people who take part in trials (NICE, 2009). Psychological interventions are typically
delivered by psychiatrists, psychologists and mental health nurses with extensive experience and
training in treating people with BPD, making it hard to assiee effect oftreatment models
independently from the effect of those delivering them. Studies use different outcome measures
that may not apply to all people with BPD, such as rates chsefhing behaviour, hostility and
impulsivity (NICE, 2009). llgstrials run by the proponents of particular therapies are more likely to
have positive findings than those independently run, irrespective of the rigour of methodology
(Luborsky et al, 1999).

Psychotherapy for people with diagnoses of BPD has bearided in three main categories:
psycheanalytically oriented, cognitive behaviourahd supportive. In practice, therapists use

different strategies borrowed from all three of these approaches. Psyaiadytical models are

based on the theory that unconmus conflicts underpin the extreme swings of temperament and
0SKI @A2dzN) SELISNASYOSR o0& LIS2LX S 6AGK RAFIy2aA
OF NBFTdzx NBGASE 2F (GKS LISNBEA2YyQ& NIRAOIffe& RAQ
emations people feel about important early figures such as parents, are theoretically attributed or
0N YAFSNNBR (2 GKS (GKSNILWAadx GKS O02yOSLIi 27
attributions to raise awareness in the person about hig@rinner conflicts. Kernberg, Clarkin and

. S2YFyQa 0 Hn ATHR200 daaNd YRy FUSINSSNA AL -basedherafy and BateyhanQ &
YR C2yl 3& Qaas¥dShéragy (MBT, R004% 2096) are some examples.

Cognitive behavioural approaches foarsobservable behaviours and patterns of thought with the
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increasing feelings of selforth and identity. Their efficacy is most clearly demonstrated in

Linehaa S5AFf SOGAOIE . SKI@A2dzNJ ¢ KSNIF LR 65. ¢0 O6mdpdo
DBT treatment combines validation techniques and problem solving strategies and is conducted

principally in groups. A key concept of DBT is the Zen Buddhist ndtmimdfulness, teaching

people to be somewhat detached and observing of their experiences, rather than feeling

overwhelmed by them, and therefore having more mastery of them (Palmer, 2002). Supportive

therapies emphasise a therapeutically empatib attitdzRS (2 | LISNER2y Qa aSyasS 2-
An example is interpersonal therapy (IPT), a tiiméted structured supportive therapy first

developed for people with major depressive illness.

The use of pharmaceuticals with people with diagnoses of BRRins a matter of much discussion.
The National Institute for Health and Clinical Excellence (NICE) clinical guideline specifically
recommends against any drug treatment for people with diagnoses of BPD, except for use in people
with comorbid conditionsThe guidelines concede there is some evidence that drug treatments can
reduce the severity of specific symptoms in the short term, but state that there is no evidence that
they alter the fundamental nature of the disorder in the short or longer term.

Survey Method

Thereport surveys were developed as onliteolsopen to any Australian mental health consumer

with a diagnosis of BPD, or any carer or family member of consumers with a diagnosis of BPD. The

survey was part of a scoping exercise of BPD consumer and carer perspectives undertaken by Ms

Janne McMaho®AM Independent Chair of the Private Mental Health Consumer Carer Network

(Australia) Network], in consultation with BPD consumers, carers, research academics and members

2F GKS yriAz2zylt 320SNYyYSydQa .t5 9ELISNKIandwSTSNBy
the needs of consumers with BPD diagnoses and of their family members and carers, what supports

were most helpful and what barriers there were to accessing help in the current mental health

system.

The survey instrument and questions were devisetthéfirst instance by thé&letworkindependent

Chair, and then reviewed by consumer, carer and academic researcher stakeholders. To be able to
compareAustralian and Americatiatalater 6 2 dzii  LJ- NB y (i &lfidred BidSdepsCetOS & 2 F
with BPD six aquestionswere drawnfrom BPD online surveys of 2010 and 2@i4dt wererun by the

National Education Alliander Borderline Personality Disordier the United States of America

(USA). These American surveys were offered to parents about their offsptindiagnoses of BPD,

and conducted by Dr. Marianna Goodman MD et al (Goodman et al, 2010). PilotiAgdtralian

BPD surveys was not possible due to time constraints.

Participation in the BPD consumer survey was open to any consumer who identifiecetiiesas

having a diagnosis of BPD and were those that responded to an invitation to partidigiaileuted

in the first instance to 20 mental health service organisations and 29 consumer and carer networks
across Australia, including clinical mental tfeakervice systems and community and non

government organisations with a request for-torwarding to consumers and carers. The surveys

4SNBE 6ARSte& LlzofAOAaSR YR RSt AGSNBR 2yftAyS GAl
conducted between 27May and3@" June 2011. It should be noted therefore that since the survey
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respondents were not a random sample from a population based sampling frame of BPD consumers,
and were instead selelected by virtue of choosing to participate in the survey,akient to which

the conclusions drawn from the survey are representative of the wider BPD population depends on
the extent towhichresponse bias may have existed. Similarly, many consumers that did participate
were also selective of which questions theguld answer, particularly later in the survey.

Statistical analysis

The data are presented predominantly assdriptivestatistics Univariate analysis using the
{GFGAAGAOLE Fylfeara Buvay MotkeydrasstEwubton fdaatibnfi@hinS A G K S NJ
the online surveyr STATA statistical software version 12.1 (StataCorp, T&aaparisons of

survey proportions with known population percentages were compared using-samele test of
proportions.Chi-square testof associatiorwere performedin order to identify relationships

between categorical variable€. A & K S ND & efelidedXdrcatégbrizal v@ariafles with low or
zerocellcounts NI YSNIDa + ST TS 0 éasseaskeiied sizetisstatistic tagesdmos R {
to an upper limit of 1 whereonventional criteriaare 0.10=small, 0.30 #nedium, and 0.56 strong

The statistichelps facilitate a meaningful interpretationf the strength of any relationshighe level

of statistical significance was chosen a8.p8. Although a large number of hypotheses were tested,

we did not adjust for the number of comparisons perform&ather, we have left the-palues as

they stand and interpreted the findings cautiously. The reader should be aware of this when reading
the report. Confidence intervals for proportions are not presented since the results were not
designed to estimate the views of the total Australian BPD population, but instead represent the
views of those individuals with BPD and carers of individuals Wi tBat responded to the survey.

Results

Survey response rate

There were 153 consumers who took part in the online surlaeyever it is impossible to ascertain
just how many consumers the survey wasforwarded to. This precludes the estimate of the
regponse rate as well as obtaining details of who did not respond, ie age, geographic location etc.

Demographic Details

State and Territory Location

Of the 153 consumers who took part in the survey3 ihdicated the state or territory in which they
live. The distribution of theesponses received from consumers in each stes similar to the
distribution of the national populationTheslightlyhigherpercentage of respondents frofWWA may
reflect more effective netwrk dissemination of the surveg thisstate or may simply reflecthe
largesamplingvariationdue to the relatively small number of participanisthis and otheiSates.
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Table One: Response Rate by State or Territgryl53)

Australian State / Total Percentage Survey Percentage of |  P-value for
Territory Population of total response survey difference in

population count population proportions®
New South Wales 7,238,819 32.4% 35 22.9% 0.23
Victoria 5,547,527 24.8% 43 28.1% 0.62
Queensland 4,516,361 20.2% 26 17.0% 0.68
Western Australia 2.296.411 10.3% 21 137% 0.61
South Australia 1,644,642 7.4% 24 157% 0.12
Tasmania 507,626 2.3% 2 1.3% 0.93
Australian Capital Territory 358,894 1.6% 1 0.7% NA!
Northern Territory 229,675 1.0% 1 0.7% NA!

Total | 22,340,905 100 153 100

Source of national dataiBS (2011) 201Population by Age and Sex, Australian States and
Territories, Jun 2010http://www.abs.gov.au/Ausstats/abs@.nsf/mf/3201.8ased on a onsample
test of proportions 2Insufficient observations

Location Density

Of the 153 respondents, 151 respondents provided information on their area of residence. Almost
two thirds ofthe 151respondentdived in Capital cities & 9%0- n=92), onethird (33.8% n=51)

living inregional towns and 3% (n8) in remote towns in Australia. According to the Regional
Institute, more than 82% of Australians live in Metropolitan centres and within 50kms of the coast.
This suggests thatther a disproportionately higher number of consens with BPD live in regional
centres(33.8% vs<12.0%, p<0.0019r that they were more likely to take part in this survey than

their metropolitanBPDcounterparts. This could be due to differences in levels of perceived support,
isolation or other factors

Source: The Regional Institute lhidp://www.regional.org.au/au/countrytowns/keynote/hugo.htm

Of the respondents who answered questions relating to characteristics of hesltite report,
therewere significantly more users of private mental health hospitals fitoose within

metropolitan regions (83%) thanusers withinregional areas (19%)(p=0.014) (Table 2Yhee was
a borderlinesignificant associatiobetween consur8 NA LISNOSA SR & dzLJLJ2 NI
issues and their geographical location with2@.from regional areas reporting support compared
to 69.8% from metropolitan areagP=0.055)Seeable 2for further detail:

TNRY
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TableTwo: Association betwe&n consumer geographical location and characteristics of health

service support*

Location
Metropolitan ~ Regional  ¢? P Effect size
(n=69) (n=39)*
N (%) N (%)

Main mental health hospital
use
Public 33 (56.9) 25 (43.1)
Private 33 (80.5) 8(19.5) 6.02 0.014 0.25
GP support for BPD
Supported 37 (69.81) 16 (30.19)
Neutral 8 (42.11) 11 (57.89)
No support 24 (72.73) 9(27.27) 5.82 0.055 0.24
Frequency of longer GP
consults
Always 16 (64) 9 (36)
Sometimes 29 (69.05) 13(30.95)
Never 24 (58.54) 17 (41.46) 0.99  0.608 0.10
Frequency of GP counselling
More than monthly 13 (61.90) 8 (38.10)
Monthly or less 5 (100) 0 (0)
Never 49 (61.25)  31(38.75) 3.06 0.217 0.17

Total number that responded to heath service support questions.

¢ KSNB

gl a

Ftaz

I AAIYATFAOI Yy
their BPD diagnosis (P=0.043). Fewer rural participants (21%) reported having a diagnosis for greater
than 5 years compared to metropolitan (44.78%). Saad Thredelow:
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Table Three: Location and Length of Diagndsis105)

Duration of BPD
< lyear 1-5years | >5years c? P Effect
size
Location
Metropolitan 11 (16.42) | 26 (38.81) | 30 (44.78)
Rural 11 (28.95) | 19 (50) 8(21.05) | 6.30 0.043 0.24
Gender

Of the respondents who recorded their gendar147)mostwere female (88%- n=12) rather

than males (128%- n=18). This does not reflect the national gender mix of 51% females and 49%
males in the overall Australian populati¢p<0001). Thi®ither reflectsthe higher rates of BPD
diagnosis given to femalédespite the prevalence being similar in the population, Grant et al. 2008)
or thatmore females with BPEhan maleschose toparticipate inthis survey.This suggests that

future surveys need to be conducted using random selection processes and also weighted to the
BPD male/female population.

AUS National Epidemiologic Sunteypresent nationally representative findings on prevalence,
socicdemographic correlates, disabylitand comorbidity of borderline personality disorder (BPD)
among men and womefound no difference in the rates of BRBtween males and femalé&rant,
et al,, 2008)

Source:Grant BFChou SPGoldstein RBHuang BStinson FSSaha TPSmith SMDawson DAPulay

AJ Pickering RARuan W.J(2008) Prevalence, correlates, disability, and comorbidity of DSM
borderline personality disorder: results from the Wave 2 National Epidemiologic Survey on Alcohol
and Related Conditions. Joal of dinical Psychiatrg9(4):53345.
http://www.ncbi.nlm.nih.gov/pubmed/18426259

ABS (201) 201.0- Population by Age and Sex, Australian States and Territories, Jun
2010 http://www.abs.gov.au/Ausstats/abs@.nsf/mf/3201.0

Age

Almost one third of respondentaho provided theimge(n=150)were in the 2539 years age group
(32.7%- n=49) and another one third were in the 4D years age group 13%- n=47). Onequarter
of the total were in the 584 years age group $3%- n=38). Smaller figures were reported in the
younger age groups with those in the-28 years age group &7% (n=38), under 18 years at 3%
(n=2) and over 65 years at 0.7% (nFhjs suggestthat BPDis prevalentacrosshe prime working
decades fom 2565 yearslt is unclear how this compares withe age distribution oBPD across
the Australian populatiomhetherthe prevalenceof BPDis fairly constant across all age groups of
the population.
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Marital status

Of the 148 respondentthat providedinformation on marital statusdmost half were single &9%-
n=63), more than one third were in a spouse/partner relationshif.2¥%- n=58), 135% (n-20) were
separated or divorced, and 1.4% (n=2) were widow&gen the age of respondenasid the

national figuresfor marital statuswithin the same age groupshis suggests that people with BPD

may be more likely to bsingle compared to thelmgematchedcounterparts in the general

population. However, it shows that almost two fifths are in relationships where their spouse/partner
may by impacted by their BPD.

SourceHayes A, Weston R, Qu L, Gray M. (2011) Families then and now2ABRQAustralian
Government: Australian Institute of Family Studies
http://www.aifs.gov.au/institute/pubs/factssheets/fs2010conf/fs2010conf.html

Marriage rate 0b.5 for every 1,00 members of the population in 2008
Divorce rate oR.2 for every 1,000 members of the population in 2008

Children

Almost halfof the 146 respondentsvho provide information on dependantid not have children
(48.6%, n=7112.7% (n62) had one, two othree children, and.9%%6 (h=13) had 4 children or more
An analysis of patternsf care according to thenumber of childrerthat consumers had anthe
ydzYo SNJ 2 F OKA f RNEB ycouldyhot Bekriade QifpyirtlydaYhd Mrcfuire 6fithBlJS
surveyquestions. For example, we cannot determine whetrates of alternative care increase with
more dependentchildrenand/or offspring The mean number of children for each age group is
provided in Figure 1. With increasing age from 18 to 64 y#a@snean number of children also
increased. The mean number of dependent children was similar to the number of dependent
children within the 18 to 39 years age groups but then decreased with increasing age.

There was significant association betwedine reported number of children for consumers with
BPD and their relationship statascording to whether they were married/partnered or single
(P<0.001)Consumers witmone orone childwere more likely to be single, and thoséth 2 children
were more likey to be partnered There was no significant association between relationship status
and whetherthe consumer had dependent children or not.
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TableFour. Association between relationship status of consumers with BRDmber of children
and dependent childreri(n=146)

Relationship status
Single Spouse/partner| ¢? P Effect size
No. of children
0 53(75.71) | 17(24.29)
1 14(73.68) | 5(26.32)
2 9(37.50) 15(62.50)
3 9(50) 9(50)
4 or more 3(23.08) 10(76.92) 22.02 | <0.001 0.39
Dependent children
no 70(63.64) | 40(36.36)
yes 16(48.48) | 17(51.52) 243 | 0.119 0.13

*Data are presented as number (percentage)

Fgure One Mean number of children by age group for consumers having a diagnosis of borderline
personality disorder(n=149
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Aboriginal or Torres Strait Islander Descent

Of the 141 respondentthat provided information on originfive percent (n=7) were of Aboriginal or
Torres Strait Islandatescent and 98% were not (n£34). Thisratio approximatelyreflectsthe
overall Australian population ratid-henumber of responses obtained froAboriginal consumers
was toofew to undertake specific analysis for this population.

Country of Birth, Years in Australia, and Language Spoken at Home

Of the 25 respondents thadrovided information on this section, 24ere born outside of Australia.
Theserespondents came from a range of countries, including 10 from the UK, three from New
Zealand and one from each of the following countries: PNG, China, Cyprus, Vietnam, the
Netherlands, South Africa, Tanzania and Sri La{tijoughthe number of respondents to this
guestion wasmall, the variety ofthe responsegbtainedsuggests that the survey did capture the
views of people from diverse cultural back groundsst of the repondents had been in Australia
for 20 years of more and only four spoke a language other than English at home.

Mental Health Diagnoses

For 7..5% of the 23 respondentghat provided information on mental health diagnosgs=8),
BPD was their primary djaosisand 28B.5%(n=35)had an alternative primary diagnosibhe
followingtable (Table 5ilisplaysa crosstabulation ofprimary diagnoseby secondary diagnoses
AmongsiNB & L2 Yy RSy (ila ¢ K2 [|9yastded piBay dighdsik SideRlifiednyajorm
depression, three indicatedoth BPD andlepression as primary diagnoses, two indicaifabst
Traumatic Stress Disordd? TS two indicated Dissociative Identity Disorder, and one indicated
ADHD Thirty respondents skipped this questiovhich may indicateither that they did not wish to
respond, did not know their primary diagnosis or could not determine it due to having multiple
comorbid conditions

When asked whether they had any other mental health diagnagispeople responded amhof
these64.1% (n=B) said BPDSince the majority of respondents reported BPD as either a primary
diagnosis or another mental health diagnoskisfigurelikely reflects a problem in the structure of
the question which did nosstratify respondentauniquely. Snce respondents could tick more than
one diagnosisThis madénterpretation of the level of multmorbidity difficult. However,54.7%
(n=61) of the 1T respondents reported anxiety disorder anti%4 (n=8) reported PTSD. Much
smallerproportionsof the respondents reported other comorbid diagnoses.
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TableRve: Patterns of Primary diagnosis and Other Mental Health Diagnqse.06)

Primary
diagnosis
Borderline | Anxiety (PTSD) Bipolar Eating
Personality | Disorder Disorder | disorder | Response
Disorder Totals
(N=80 (N=9 (N=6 (N=13 (N=2

Secondary
diagnoses
ﬁg:gg;'gﬁy 55.0% 60.0% | 100.0% | 92.3% |100.0% |63.2%
Disorder (44) 3) (6) 12) (2) (67)
Anxiety 62.5% 40.0% 66.7% 15.4% 100.0% | 56.6%
Disorder (50) (2) 4) 2 2 (60)
Post
Traumatic | 45.0% 20.0% 66.7% 30.8% 50.0% 43.4%
Stress (36) (1) 4) 4 @ (46)
Disorder
Obsessive
Compulsive | 13.8% 0.0% 33.3% 7.7% 50.0% 14.2%
Disorder (11) (0) 2) @ @ (15)
(OCD)
Bipolar 13.8% 20.0% 16.7% 15.4% 0.0% 14.2%
Disorder (12) (1) (1) (2) 0) (15)
:f(lig:zt:?/e 2.5% 0.0% 16.7% 0.0% 0.0% | 2.8%
Disorder (2) (0) 1) (0) (0) 3)
Eating 12.5% 0.0% 33.3% 0.0% 100.0% | 13.2%
disorder (20) 0) 2 0) 2 (14)
Not 3.8% 20.0% 0.0% 0.0% 0.0% 3.8%
applicable | (3) 1) (0) 0) 0) (4)
Don't know 1.3% 20.0% 0.0% 7.7% 0.0% 2.8%

1) 1) (0) 1) 0) 3)
Other 26 replies 2 replies | 3 replies 1 reply O replies | 32

Of those that did not state BPD as their primary diagnosis, the majority stated it was their secondary
diagnoses.

Time sinceBPD Diagnosis

Of the 105 respondents who indicatéloe length of time since their BPD diagnos$ise majorityhad

been diagnosedithin the pastl-5 years 41.%46- n=44)(Table 6) However, givethe respondenfd

agesand the known usual pattern of the diseasige time since diagnosis unlikely to be an

acaurate reflection of actual length of time that the person has experienced BPD. Changes in systems
of care and greater recognition and acknowledgement of BPD ascaiseniental illness within the
responsibility of mental health servicestreat, may mearthat many of these respondents have
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only been told their diagnosis more recgntOnly a decade ago, it was not common practice to tell
people if they had this diagnosishereas more recent guidelines for the treatment of BrRbe
emphasisd the importance of acollaborativeapproach to be taken with the person (APA, 2010;
NICE, 2009)SeeTables Six and Sevdar further detailabout diagnosis timeframes

Source:

APA (2010) Practice Guideline for the Treatment of Patients with Borderline PersDsditgler.
USA: American Psychiatric Associa{i@RA)

NICE (2009) Borderline Personality Disorder: Treatment and Management. London: National
Institute for Health and Clinical Excellence (NICE).

TableSix Length of Timesince Diagnosis of BP(M=105)

Years since first diagnosed Respondent Respondent
with BPD Percentage Count
0¢1lyear 5.7% 6
1¢5years 41.9% 44
6 ¢ 10 years 26.7% 28
11¢ 15 years 11.4% 12
16¢ 20 years 105% 11
21¢ 25 years 1.9% 2
26+ 1.9% 2

100% 105

Of the 1® respondentswho indicated length of time in treatmen20.2% (n=2) had been in
treatment for less than a year626% (n=3) had been in treatment for-B years, 27.6% (136) had
been in treatment for M years, and@6% (n=29) had been in treatment fimore than 9 years.
Together with the reportedimes since diagnosjghese figures suggest thatanypersons mayave
been in treatment for longer than theeportedtime since their diagnosis. Thiguld confirm the
hypothesis that people have not alwaysdn told their diagnosis of BRIDthe time they stared
receiving treatment for their conditian

In univariateanalysis, aignificant association between duration of BPD and whetinerot the
participant had received an adequate explanation of the disofrom a medical professionakas
observed(P=0.049). A greater number of participants reporting to have not received adequate
explanationof their illnesshaddurationof BPD greater than 5 years (45%) compared to thate
a diagnosigeither 1 to 5 years (27.5%)go and less than one year (27.58ga
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Table ®ven:Explanation of BPD by medical professioriat106)

Time since BPD diagnosis
< lyear 1-5years | >5years c? P Effect
size

Adequate
explanation of BPD
by medical
professional

No 11 (27.5) 11 (27.5) 18 (45)

Yes 7 (14.89) 28 (59.57) | 12 (25.53)

. Sasx odzi |4(21.05 |7(36.84) 8(42.11) | 9.54 0.049 0.21

understand

*Data are presented as number (percentage)

For the majority of respondeni®=117)who responded to the question about who diagnosed their
BPD, 8.9% (n#90) said this was a psychiatrist. Only.3% (n=2) reported a psychologist making the
diagnosis and very few reported a GP making this diagno&{5=6).0f the 11 respondents who
YIEYSR W20KSNRZ Y2a4d AYyRAOFGSR GKFG | ONRAAA

Of concern, ofhe 119 respondentsvho reportedon whetheror nota health professional explained
their diagnosis to thenB7.8% (n=45%aid that no healthcarprofessional had explained to them
what BPD means, an® 3% (n=3) said it had been explained but that they had not understood the
explanation. That i§7%of those sampledad either not had an explanation or didt understand
their diagnosis.

Medication

The majority othe 122respondentsvho reported on their medication use said thexgre taking
anti-depressants for their mental health issue8.@%- n=84), 418% (n=5)were taking an anti
psychotic medication, 7% (n=3) were taking an an@nxiety medication, ¥.2% (n21) reported
taking no medications, and@b (n=2) did not know what medication they were takiQgalitative
responses from 11 respondents who did not knihv types oftheir medication but hadprovided
the medicationnames,ndicated that most were taking a combination of aptiychotic medications
and antidepressants.

Experiences of Living with and Managing BPD

Of the 112 survey respondentsvho reportedtheir experience oBPDservices, it appeared that
there were multiple issues that cause them distressid these wereelated directlyto their
attempts to seek help from services. These are displayed in the folldiging (Figure 2)The two
most highly rated concerns that caubkigh levels of anxiety were discriminatibecause of their
BPD diagnosis 751%- n=64) and not being taken seriously)(5%- n=79). Not being respected
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(53.6% 60)was the third most important concern that caused high anxiéilowed by fears

around consistency of suppof®2.2% n=59) Respondents were less concerned about services not
being available in their local ar€a3%- n =37) and the long waiting lists/times to see mental health
professional§36%- n=41). These findings reflect the needs people with BPD have for security,
stabiity, consistency of support.

FigureTwo: What Causes Consumers with BPD Anxpgty=112)

To what extent have the following caused you anxiety?

Fear of losing mental
health support

Fearoflosing a
long term therapist

Lack of long term [
consistent support

Discrimination because
of Barderline Personal .

Not being taken B Yery anxious

seriously
B Anxious
Being treated badly I NMeutral / No Effect
. A

Mot feeling respected

IUnable to access
supportwhen | need it

Lack of choice of
support services

Long waiting lists /
times to see mental.. |

I I
0% 20% 40 % 60 % 80%

All Other Responses

Ofthe 115 consumers who responded to thenge of services on offer (rated across a scale of very
unhelpful to very helpful), psychotherapy was reported to be the most helpfabf=4.28:0.97 on

a 05 scale) following by community support such as art therapy and friendship groups
(mean4.10+1.05), and then education and information about BRfDean =3.921.24)with
hypnotherapy rated as the least helpfuh¢an=2.30+1.50 (Figure3). Few respondents rated the

range of services asther very unhelpful or unhelpful. That is, theyere neutral as tdhe services
they received.
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Figure Tiree: What has Helped Consumekdanage theirBPD(n=112)

How helpful have the following been in the management of your condition?Select 'N/A’ on the
right hand side of the scale for any services you have not previously used.

|dentifying early
warning signs

Developing a crisis plan

Education and
information about BFD

Meditation

Hypnotherapy

Paychotherapy
(long term and/for...

Cognitive Behavioural
Therapy (CET)

Dialectic Behavioural
Therapy (DET)

Trauma Counselling

Hozpital admizsion

All Cther Responses

Qualitative questions about accessibility

Of the 1® respondents who answered further questions about service accessibilidf5R=5)

said that they had not been able to accéise serviceghey required The rangef reasons for this
varied with most noting probleswith waiting lists, financial barriers, services being too far away, or
having their concerns dismissed as not importansevere enough. Most responses indicasédugh
motivation to seek support, as the following example shows:

d have tried desperately to access psychotherapy which | know would be helpful for me. But |
have only been able to access 12 sessions a yhah e utterly inadequate for my needs. | have
done a LOT of work on myself, including anger management, meditation, CBT, and read
everything | can about BPD (most of which was cruel, insulting and harmful). But | have been
unable to access supports theate appropriate for the totality of my situation. In fact, the more
work | have done on myself, the more | am excluded from services, which are reserved for
"serious" patients. | feel as if | have to escalate mylssiin or suicidality to get any services
which | am not willing to do. This is a terrible, shameful situation.
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Of the104respondents who answered further questions about which services thehéekl
contributed most to theirecovery,respondents variously reported psychologigtsychiatrists, GPs
and mental health groups. Theog important component was thathe support was consistent

Those aspects of services reported to be the most unhelpful to respondents) (wege
9 Lack of acess to services either because they wereawailable in their area or they were
excluded from using them (medications, hospital admission, seeing health professional)
when they needed them
1 Nonaffordability of serviceg, cost of seeing private psychiatrist or psychologist, cost of
medications
9 Discimination and not being taken seriously as shown by the following example response:

GLUGS F2dzy R GKIG Ay OSNIFAYy dGAYSa IyR LJXI O0Sa L
the medical system, e.g. having my actions interpreted as being attargpulation rather than

a way to seldmedicate (in a very private way) in the only way that really works for me. Rather

than getting to know me as an individual, I've found that I've been seen by some professionals

through the "lens" of BPD and some loé thegative assumptions that have come to be so
a0SIFRTILHadGte AYyGSNIGAYSR GAGK GKIG RAFIAy22araceod

Of the 102respondentsvho answered questions about their hospigaimissions, 51% (n=52)

reported having had hospital admissions for their B®Min the last18 monthsand20.6% (n=21) of
respondentgeported an admission in the past 3 month@f the 38respondents who made further

comments about admission to hospital, mamported negative experiences of receiving care, as

well as lack of understanding, knaslge and skills demonstrated by the health professionals they

sought help from, andlsorelief that someone was finally looking at the BPD experience in more
detail,¢ KS F2tf2¢gAy3 NBALRYRSyiQa O02YYSyid LINRPOARSE |

GL 6Aa&K &2YS2y énl&asiRtimissed SuRon the Mest Beko when | waslBs
YR &GFNISR OdziiAy3 I'yR h5QAy3 6S5S0FdaAaS (KS Kza
LlaeoOKz2t 23240 YR aKS RARYQl 1y26 L KIR .t5d {K

depression. | ish someone made sure the therapist knew | had BPD...l would of gotten better

j dzA O7T SN ¢KIy{1 D2R F2NJ 5. ¢dpddL RARY QUG FAYR 2dzi
therapist explained it. What a waste of life with being diagnosed the wrong thingselworked

through all this and am grateful | know now but | keep coming across people over and over who
KIgS . t5 gAGK y2 ARSE gKIFG AG AaHE

The range of respondentgews acrosshe number of hospitahdmissios experienceduggests that
a goodoverallrange of views were gained, from thoséo required recent admission to those who
had not required admission for some time never required admission to hospital

The Journey of Receiving Support for BPD

The GP Role inSupporting People with BPD

Of the 107 that respondedo questions about GP support, 506 (n=8) said that their GP had
supporiedthem, whereas 2% (n31) rated GP contact as neutral or not supportive, afd2o
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(n=22) had not received any support from a (ERjure 4)Less than a quartaf respondents (2.9%
- n=25) reported always having longer appointments with their GP, wherea®3=48) reported
sometimes having longer appointments, and@®n6 (n41) reported never. Few respondents
receivel regular (weekly or fortnightlypersonalcounselling support from their GPIB%- n=15)
and 75% (n&1) reported that their GP does not provide personal counselling. Of those who did
report receiving counselling from their GP, 27 respontiekdow long this had been for. Of these,
25.9% (n=7) hadeen receiving personal counselling fet® years, and 22.2% (n=6) had been
receiving this support for-8 years

FigureFour. GP Suppor{n=107)

To what extent has your GP supported you with issues related to
BPD?

B Supported
B Meutral
B Mot supported

Have not received any
support from my GP

Many people with BPBadnot receiveal supportfor their mental health conditionfom a GP.

Instead,GPs appe&dto have referred their patients with BPD to other mental health professionals,

most notably to a psychiatrist (626- n=68), a psychologis60.4%- n=64) or a mental health team

(37.7%- n=40), withamuch smaller number of referrals madegocial workers, occupational

therapists or other counsellor®f the 1® respondents to this question, 13%of respondents

(n=12)reported that their GP did not refer them to any other mental health professiosdisost

half of thesel06 respondents 43.4%,n=46) made further comments about their GP suppand

this covered a broad range of experiences. Many commented that @egither avoided noting

BPD in documentatiqidnQ i 06 St ANIOBA RWQ R 0FSSt .02y FARSY G Ay (NX

a !yt Sa petificallyttrairfed/ experienced in mentadalth issues, my experience is that
Dt R2ydid aSSY (2 dzyRSNEGFIYR 2NJ gl yi G2 KSft Llp¢

ax
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&My GP does her best to aveferring me to Mental Health because she knows they will cause
further harmo ¢

Others noted the difference when they had a GP who know how to support a person with BPD:

oMy GP is the best, most genuine, considerate human being and professionairigialve
couldri2speak more highly of her. She is a credit to her peers and is highly regarded amongst her
community. I'm very grateful for her hard wakdkind fortitude€

d had 3 GPs take me off their books due to my unstable mental state in thgepast am very
lucky to have found a GP who is compassionate and willing to help me. This is only the case
because she has a daughter my age who suffers from bipolar. She wasdé¢beme by a
psychiatrist who knew her personally. GPs need to step digxéend services to people with
mental illness in the community. Its time they were all mental health tragned.

The Role of Public Hospitals

Respondentsvere more variable in which questions they answered in this section of the survey,
opting to answer ame and not others in greater or lesser numbers.

Of the 1@ respondents who reported their usage of hospital servic@s3%&(n=42) used only
public, 6.8% (n=18) ustonly private, 5.9% (n=17) ustmostly public and some private1 8%
(n=23) usd mostly private andome public hospital servicBs | YR ¢ ®p’2 0.y ITT0 RARY QI

Of the & who responded to the question about ever having beeimitted toa publichospital
because of issues related to their BPDA8O(NS4) & A R Yo :&1Qy A RR Wy @ Q d

Of the 54 who responded to the question about the number of public hospital admissions, 57.4%
(n=31) reported that they had been admitted five or more times for issues related to their BPD
diagnosis. Responses from 54 people about the numbaduwiissions to a public hospital in the past
three years indicated that 16 consumers had no admissions during the past 3 years, 11 consumers
had 10 or more admissions, and 18 consumers had less than 10 admissions, with 20 having between
one and five admissns during that time. That is, the median was 0 admissions, and the range was
0-50 admissions. The total number of admissions to public hospitals, for this sample over the three
years, was 391 admissions. For those who had an admission of any length theri®gears,the

mean number of days for those in public hospitals was 30.8, with the SD=11.83heifty

respondents reported that their longest stay in a public hospital for issues directly related to BPD
ranged from 24 hours to 32 weeks. Their leagstay in hospital for mental health issues generally

(as distinct from BPD) ranged from three or more weeks (5616980), two weeks (20.8%n=11),

and 22.7% (n=10) reporting admissions of one week or less. This data suggests that public hospital
treatment for persons with BPD is highly variable and that treatment for comorbid diagnoses for this
population may also vary widely
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Of the 53respondentsvho answered questions abothieir public hospital admissioexperiencs,
almost two thirds (6%- n=35) had been admitted to hospital involuntarilFigure 5and57.4%
(n=3L) reported that they had asked to be admitted because of mental health issues but been
refused.Interestingly, 2% oftheserespondents did not know who refused their admission to
hosptal, and 2%said that a psychiatrist refused their admission.

Figure Fve: Public Hospital Involuntary Admissiorfe=53)

Have you ever been admitted into hospital involuntarily (i.e. without your
request/consent to be admitted)?

B No
N ‘es
B Don't know

Twentysixof the 31respondentshat were refused hospital admissi@ook the time to report their
perceived reason for why tlyewere refused hospital admission. Tim@st common reasons given
werethat there was a shortage of beds and theandition not severe enougiThissuggests that
people with BPD experience inconsistency and discrimination in the process of seeking adtmissio
hospital.

0One timewasdue to a lack of beds, but it has usually been thatdbetorassessing me has

said that BPD is not a 'real’ mental iliness, or that there is nothing more that they can do, for me
am a lost cause and a waste of their tinsametimes they have said it is because being in
hospital is not 'good' for people with BED.

Of the D respondents who answered further questions about their experience of seeking hospital
admission their reasons for this appeared to be significanéiated to feeling in crisieeling

suicidal, feelings of selfarm, feeling unsafe)he following tabléTable 8and figure(Figure 6)
provide further detail.
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TableEight Importance of Issues wheBeeking Hospital AdmissianPublic Hospital§n=2629)

Very Imoortant Not Not Response

important P important | applicable Count
0,

Feeling suicidal 93('217? 6.9% (2) 00%(0)  0.0% (0) 29
. 92.9%

Feelings of self harm (26) 7.1% (2) 0.0% (0) 0.0% (0) 28
1 0,

Feeling unsafe 89('5’5? 10.7% (3]  0.0% (0)  0.0% (0) 28
— >

Life in chaos 63(%" 33.3% (9) 3.7% (1)  0.0% (0) 27
i 0,

Depression 69('128? 10.2% (5] 11.5% (3)  0.0% (0) 26
1 0,

Anxiety 5%‘5’6? 25.9% (7) 11.1% (3]  3.7% (1) 27
38.5%

Drug / Alcohol problems (10) 15.4% (4) 15.4% (4) 30.8% (8) 26

Fgure Six PublicHospital Users Rating of Importance of Issues wtggekingAdmission(n=29)

How important was each of the following to you when requesting a
hospital admission?

Feeling suicidal
Feelings of self harm

Feeling unsafe B Very important
B Important
Bl Mot important

B Mot applicable

Life in chaos

Depression

Anxiety

Drug [ Alcohol problems

|

20 % 40 % 60 % 80 % 100 %

=
&

Thesesamerespondentgn=29)reported high levels of distress at being refused admission to
hospital, as the followintgable and figure show.
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TableNine: Levels of Distresafter being RefusedHospital Admissior{n=2428)

si;ﬁ:‘(ichnt ad some D1 not e ot
filsea impact impact applicable Count
Angry 89.7% (26) 3.4% (1) 6.9% (2) 0.0% (0) 29
Frustrated 89.7% (26) 3.4% (1) 6.9% (2) 0.0% (0) 29
Depressed 82.8% (24) 13.8% (4) 3.4% (1) 0.0% (0) 29
Suicidal 82.1% (23) 10.7% (3) 3.6% (1) 3.6% (1) 28
Relieved 8.3% (2) 8.3% (2) 20.8% (5)  62.5% (15) 24
Alone /
0 0 9 9

isolated 89.3% (25) 10.7% (3) 0.0% (0) 0.0% (0) 28

FigureSeven Levels of Distress after being Refused Hospital Admis$iet?28)

Indicate below how you FELT and the level of IMPACT on your mental

health state when you were refused hospital admission

Anxious

Angry

Frustrated

Depressed

Suicidal

Relieved

Alone [ isolated

B Had asignificant impact
B Had some impact

I Did not impact

B Mot applicable

1
20 % 40 % B0 % 80 % 100 %
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The Role of Private Hospitals and their Comparison to Public Hospitals

Of the 72 respondents to answer questions about private hospitals, 63.9% (mediéeen for

issues related to their BPD diagnosis and 45.5% (n=20) had been admitted five or more times,
compared to 57.4% (n=31) for public hospital, as reported previously. Responses from 56 people
about the number of admission to private hospital i thast three years indicated that there were
fewer admissions to private hospitals than to public hospitals. Of these, 17 said they had no
admissions during the past three years, five consumers had 10 or more admissions, and 34
consumers had less than 1@raissions, with 29 having between one and five admissions during that
time. That is, the median was 0 admissions, and the range ¥8@sa@imissions. The total number of
admissions to private hospitals, for this sample over the three years, was 233 admissimpared

with 391 for public hospitals. For those who had an admission to a private hospital during the 3
years, the mean number of days was 24.1, with the SD=11&8se figures are not significantly
different from those reported previously for tlke admitted to public hospitalsRespondents

reported that their longest stay in a private hospital for issues directly related to BPD ranged from 24
hours to 52 weeks, compared with 24 hours to 32 weeks for those in public hospitals.

Responses from 50 pplethat attended public hospitals regarding thékngth of stayprovided a

rangeof from 24 hours to one yeara widerrangethan that observed withiprivate hospitals(24

hours to 32 weeks)Severatespondentssaid that they had stays of 3 months or mo@amparison

of questions about their longest stay in hospitéd not show any significamifferences with 56.6%

(n=30 from sample of 53) of public hospital users stating three weeks or more compared with 66.1%
(n=41 from a sample of 61) of privatespital usergp=0.24)

Of the 27respondentsvho reported that they had been refused admission to a private hospital,
psychiatrists were the grougpf practitionersreported to be most likely to refuse the respondéi & Q
admission to private hospitallQ.@6-n=11), with 185 o0y T'p0 NBa L2y RSy ida &adl iAa,
know who refused the admissioiihis compares to th82% of31 respondentsvho did not know

who refused their admission ta publichospital(p=0.24) and the 24%of 31 respondentshat said

that a psychiatrist refused their admissitma public hospita{p=0.17). Sinceonly 26 people
responded to this questioim relation to private hospital experiencnere is insufficient power to
determine if theseobserved differences were likely to be real are simply due to sampling variation
Thirty-two respondents gavesasons fotheir refusalinto private hospitalsin contrast to the
experiences of those respondents seeking public hospital admigdiere a shortage of beds was
the most common reason giveshortage of beds was mentioned by only two respondemsngst
private hospital subjectdHowever, being told that their condition was not severe enough and
actively being discriminated againggdired prominently in the responses, similar to public hospital
respondents.

G¢KS LISNB2Y 6K2 ¢l a aaSaaiy3a YS KIFIR OflaaSR Y
blrdGdSyidAaz2y &aSS1TAy3abs FYR Wt iKSGAO F2NJ FalAy3
YeasSt FoQ ¢KAA 61 a4 Y& SELISNASYOS RS&aLMAiGS 6SAy3

hospital because he was worried about me and wanted me to be admitted. | guess the main
reason | was refused hospital admission was because the staff on caligmerant on the
adzo2S0OG 2F .t5 FYR RARyUdG GF1S YS aSNR2dzaf & dé
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Giventheseresults,it is not possible to conclude whethpeople are more likely to be admitted to
public hospitals than private hospitals for issues related to their BP0 &fibjects tht hadbeen
admitted to private hospitals,&6% (n=20) hdbeen admitted five or more times. Thisas
approximately half the rate & or more admissions amongste 54subjects(57.4%)with public
hospital admission=0.00) (Table 1Q)Likewisethe overall distribution of the number of hospital
admissions amongst public hospitatassignificanty different to the distribution of hospital
admissions amongst private hospital us@rs0.001)Table 10)It is possible however that a large
majority of subjects that chose not to respond to questions regarding hospital admissions did so
because they had not had any BPD related admissions.

TableTen Comparison of Public and Private Hospital Admission Rétes/0)

Admission to Public Private
Hospital Hospital Hospital
n (%) n (%)
Never 0 0.0 28 (40.0)
1 time 11 £0.9 8 (11.9
2 times 47.) 8 (11.9
3 times
2@3.7 4 (6.7
4 times 6 (11.0) 2.9
5 or more €c2=33.3,
times 31 (67.9 20 (28.6) (5df)
p<0.001
Total 100% 100%

Asper public hospital users, private hospital users reported high importance of a full range of
feelings about their mental health symptoms when seeking admiskiowever, theresponseof
the two groupsvaried across the differérdomains of interest, with polic patients ratingfeeling

suicida¥&elings ofseltharmingQ

WRSLINBaaAz2yQ
more similar importanceHowever none of the differences in these proportions were statistically
significant due to the relatively low sample size for each group of subjects (Table 11).

YR WT¥SStAy3
YR WIyEASGEQT
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Hgure Eight Private Hospital Users Rating of Importance of Issues when RequeAtiimgission
(n=53)

How important was each of the following to you when requesting a
hospital admission?

Feeling suicidal

Feelings of self harm

Feeling unsafe B Very important

B |Important
B Mot important
B Mot applicable

Life in chaos

Depression

Anxiety

Drug [ Alcohol problems

40 % 60 % 80 % 100 %

TableElewen: Comparison ofhe Most Important Issues whergeekingAdmissiong Public(n=29)
and Private Hospital User=53)

Private BPD Public BPD p-value for

Patients (n=53) Patients (n=29) | difference*
Feeling suicidal 83.0%(44) 93.1% (27) 0.20
Feelings of self harm 83.0% (44) 92.9% (26) 0.42
Feeling unsafe 77.4% (41) 89.3% (25) 0.33
Life in chaos 69.8% (37) 63.0% (17) 0.31
Depression 79.2% (42) 69.2% (18) 0.09
Anxiety 66.7% (34) 59.3% (16) 0.43
Drug/Alcoholproblems | 23.4% (11) 38.5% (10) 0.17

Two sample test of proportions
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As with respondents attempting to be admitted to public hospitals, of3Berivate hospital user
respondents to this questigra high proportion (50%) stated that the decision to refuse admission
resulted in asignificant impactipon themin the areas of anxiety, anger, frustration, depression,
suicidality and isolatiofiTable 12)

TableTwelve HowRespondentskelt and theLevel ofImpact on theirMental Health when
RefusedAdmission to Private Hospitalgn=53)

_ Hff“_j a Had some Did not Not
significant impact impact applicable Total (n)
impact : P o
Anxious 55.0% (22) 15.0% (6) 2.5% (1) 27.5% (11 40
Angry 56.1% (23) 17.1% (7) 0.0% (0) 26.8% (11 41
Frustrated 57.5% (23) 15.0% (6) 0.0% (0) 27.5% (11 40
Depressed 53.7% (22) 19.5% (8) 0.0% (0) 26.8% (11 41
Suicidal 53.7% (22) 17.1% (7) 0.0% (0) 29.3% (12 41
Relieved 7.9% (3) 7.9% (3) 21.1% (8)  63.2% (24) 38
Alone /
0 0 0 9
isolated 58.5% (24) 12.2%(S) 0.0%(0)  29.3% (12 M

Experiences of Consumers with thieiagnosis of Borderline Personality Disord@PD)
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FigureNine: HowRespondents Felt and the Level of Impact on their Mental Health when Refused
Admission to Private Hospitalg=53)

Indicate below how you FELT and the level of IMPACT on your mental
health state when you were refused hospital admission

Anxious

Angry

Frustrated - )
B Had a significant impact

B Had some impact
B Did not impact
B Mot applicable

Depressed

Suicidal

Relieved

Alone [ isolated

BPD and Mental Health Professional Care

Respondents reported seeing a range of mental health professionals for issues related to their BPD,
with most of the1l05respondents to this question reporting psychiatrists as the main profession
(762%- n=80) and occupational therapists as thedesee profession 9.5%- n=10). A small

number (76%) reported seeing no mental health professior{gigure 10)
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FigureTen Mental Health Professionals sedor Support of BP¥n=105)

Which mental health professionals have you seen specifically for issues relating to Borderline
Persecnality Disorder (BPD)?Select all options that apply

100

Psychiatnst Mantal Haalth Worker Social Worker

Genaral Psychologist Oecupational Mone - have not accassad
Practrioner {(GF) Thermpist {OT) support from mental
healkh profezsionals

Ofthe 96 subjectshat reported havingaccesed mental health professiaal support,56.3% (n=5%

stated that they had done so for more than 10 ye&@$§concern, 65.4% of respondents (n=78)

reported that they did not feel that they were treated in a respectful manner by mental health
professionalsForty-four respondents tookhe time to make further comments tthis question. In

their responses, respondents recounted multiple examples of health professional discrimination

26 NRa (GKSY® ¢KAAa ASSYSR (2 I LILX & LJ NIAOdzZ I NI &
themandRA RY Qi KI @S | t2y3 GSN¥ NBfFGIA2YyaKALl gAGK GF
LISNOSAPSR 6KSNB NBflFGA2yaKALA |yR dzyRSNRAGIFYRAY3

oDefinitelyrespectby my Private Psych. Not by private hospital staff wiere terrible to me.
They ignored md didn@see anyone from the start of day to the end. It was awful.

Satisfaction with Mental Health Professional Support

When asked to rate how much each mental health professiondhleped them to understand

their feelings of depression, anger and frustratitine responses varied according ttoe

professional groupo whom they had sought help (Table 133yPhiatrists and psychologists

appeared to behe most helpful, mental health workers being somewhat helpBPs beindeast

helpful, and social workers and occupational therapists not being accessed by many respondents for
this form of support for their BPDThis pattern was similar when respondents were asked to rate

how much each mental health professiomad helped them to manage their mental health (eg.
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Identifying early warning signs, providing strategies); although psychsatrese reported to be only

somewhat helpful here.

Of concern36 of 92 respondentq39.1%stated thatGPshad not helped then manag their
feelings(Table 13)Similarly,29 of 83 respondentq34.9%stated thatGPshad not helped them

with managing their mental healtland 24 of 79 (30.4%) had not accessed a mental health worker
for support withtheir mental health(Table 14)See tables belowfor further details

TableThirteent Helpfulness of Mental Health Professionais Supporting the Person to

Understand Feelingén=92)

Not
Significantly | Somewhat | Hasnot | applicable | Response
helped me | helped me | helped me | / have not Count
accessed
General Practitioner (GP)| 55 404 (23] 3379 (31) 39.1% (36)  2.2% (2) 92
Psychiatrist 40.2% (37) 34.8% (32) 23.9% (22)  1.1% (1) 92
Psychologist 49.5% (46) 24.7% (23] 16.1% (15)  9.7% (9) 93
Mental Health Worker 27.4% (23) 32.1% (27) 16.7% (14) 23.8% (20 84
%:%“pat'ona' Therapist 10.0% (8)  8.8% (7)) 11.3% (9) 70.0% (56 80
Social Worker 14.5% (12) 19.3% (16] 14.5% (12) 51.8% (43 83
None 5.6% (2) 0.0% (0) 0.0% (0) 94.4% (34 36
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TableFourteen Helpfulness oMental Health Professionals in Supporting the Person to Manage

their Mental Health(n=92)

Not
Significantly | Somewhat | Has not | applicable | Response
helped me | helped me | helped me | / have not Count
accessed
General Practitioner (GP)| 55 500 1) 32506 (27) 34.9% (29)  7.2% (6) 83
Psychiatrist 34.1% (30) 38.6% (34) 25.0% (22)  2.3% (2) 88
Psychologist 50.0% (43) 24.4% (21) 17.4% (15)  8.1% (7) 86
Mental Health Worker 22.8% (18] 29.1% (23) 17.7% (14) 30.4% (24 79
%Tc)l‘pa“ona' Therapist 8.2% (6) 8.2%(6)| 12.3% (9) 71.2% (52 73
Social Worker 16.9% (12) 16.9% (12) 14.1% (10| 52.1% (37 71
None 27% 1) 0.0% ()  2.7% (1) 94.6% (35 37

When asked which mental health professionigt had beeraccessed tdbeen least helpful
understanding and managing their mental health, the viewthe84 respondentsvere that GPs
(48.8%- n=41) and psychiatrists (35.7%%=30) provided the least suppoithismay be a potential
concernif the findings from this sampler@representative of the whole BPD populati@iventhat
most people with BPD rely on the support of these two professional groups the most.
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FigureEleven Professionals who havkelped Reople with BPD thd.east(n=84)

From the mental health professionals you have accessed, who has helped you LEAST in
understanding and managing your mental health?Select all that apply

40 % —

30 % —

20 % —

10 % —

0% —

Mantal Health Warkar Saocial Waorker

Genaral Psychologist ‘Occupational
Practitioner {GP) Therapist (OT)

Responsiveness of Services

The e&ngth of timethat mental health professionals took to respond to people with BPD in crisis
varied considerablywith 48.9% (n=45) &2 respondents stating thad responseccured within

the same day and 21.7% (n=20) within two days. However, respamserisistaking either

between two dagand a weelor longer than a week were reported as occurring 22.8% of the time
(n=21), and not resporikg at all accordingvas reporteds.5% (n=6pf the time (Figure 12)
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FigureTwelve Service Response Time to BRRonsumers in Cris{a=92)

When you are in a crisis and have requested help, how long does it take for a mental health
professional to respond to you?

The same day

Within 2 days

Between 2 days - 1 week

Longer than a week

Does not respond

0%

10 %

20%

30%

40 %

50 %

From a sample of 9&spondentsvho responded todrther questions about responsiveness of
different mental health professionals the following picture was obtaifi€able 15)GPsand
psychiatristsshowed the most capacity t@spond effectivelyboth 71.2 % very effective or
somewhat effectivejollowed by psychologist®0.5% very effective or somewhat effecfivand
mental health worker$51.9% very effective or somewhat effectiigf=25.4, 9df, p=0.003Yhe
highest rate é non-applicable responses pertadto mental health worker$34.2% n=27)
suggesting that approximately one third of respondediits not have a dedicated mental health
worker to assist them in a crisis.

TableFifteen Responsiveness dflental Health Professionalsduring aQrisis (n=92)

Chi
Very Somewhat | Did not Not squared
responsive | responsive| respond | applicable test of
association
General Practitioner (GP) | 1 go5 (39 26.4% (23]  9.2% (8) 19.5% (17)
Psychiatrist 33.3% (29) 37.9% (33) 20.7% (18]  8.0% (7)
Psychologist 33.3% (27) 27.2% (22) 18.5% (15| 21.0% (17)
c?=25.4,
Mental Health Worker 26.6% (21) 25.3% (20) 13.9% (11) 34.2% (27)  9df:
p=0.003
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Of the 92subjectswho responded to questions about satisfian with services provided by

different mental health professionals, amywere generallyeither very satisfied osatisfiedwith

each of the different mental health professionalthough satisfaction was slightly lower for mental
health workers than for the other professions’$13.1, 6df; p=0.04 (Table 1&ollapsed. This

contrass withearlier results about healtthe professionals who they sghhad helped them least to
understand and manage their mental healifhere was also a higher rate of dissatisfaction with
psychiatrists thamther profession@nd also a large proportion of respondents reporting that they
had not accessed mental health workers (29.@&sults of satisfaction with social workers and OTs

were not includedin the analysislue to low cell counts.

TableSixteen Satisfaction with Service@h=92)

Not Cht
Very L _ Very applicable | squared
satisfied Sttt NI RS unsatisfied | / have not test of
accessed | association
General
0, 0 0
Practitioner | 0570  228%) 247 g g0 ) 6.7% (6)  4.5% (4)
(27) (23) (22)
(GP)
34.1%
. 26.4%| 13.2%
0 0 0
Psychiatrist (31) (24) (12) 9.9% (9) 14.3% (13 2.2% (2)
38.4%
0 0
psychologist|  (33)| 5508 93% 40506 (9)  7.0% (6) 11.6% (10
(20) (8)
Mental c?=57.0,
0 0 0
Health 19(?6? 24('270/)0 6'?5? 6.2% (5) 13.6% (11) 29.6% (24 15df;
Worker p<0.001
(Collapsed Table | Very satisfied | Neutral Unsatisfied / Chisquared test
/ Satisfied Very Unsatisfied | of association
General 0 o 0
Praciitioner (GP) 56.1%(50) 24.7% (22) 14.6%(13)
Psychiatrist 60.5%(55) 13.2% (12) 24.2%(22)
. 9.3% (8)
Psychologist 61.7 %453) 17.5%(15)
Mental Health c2=13.1,6df;
0 0, [ ’
Worker 44.5%(36) 6.2% (5) 19.8%(16) 0=0.04

The Role of Community Support Services

The 93 responses received to questions about community support semggealed thatpeople
with BPD accessdiverse range of services, in particular crisis lines, support groups, financial
services, housing suppdfigure 13)The most frequently access service was crisis lines, noted by

FOUNDATIONS FOR CHANRARTL- CONSUMERS:

Experiences of Consumers with thieiagnosis of Borderline Personality Disord@PD)

December, 2011 Pagé of 107



61.3% (n=57) of respondents. Fourteen percent (nai#)e 93 respondenthad not accessed any
community support services.

FigureThirteen: Community Support Services Accesged93)

What other community support services have you accessed?Select all that apply

Support groups

Financial support
services

Housing support services

Gambling support
services

DrugfAlcohol
support services

Crisis lines
Women's shelter

Youth shelter

Relationship [
Marriage counselling

MNone - have not accessed
other support services

0% 20% 40 % 60 % a0 %

When asked about the helpfulness of various community support sertiea®, was a significant
overall differencen the level of satisfactioacross groupscf=34.9, 18df; p=0.01) (Table 17
collapsed)Anotherfinding was that many of the 103 respondents to this question appeared to have
not accessegarticularservices for suppoifTable 17and Figure 14
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TableSeventea: Perceived Helpfulness of Community Servi¢as103)

Very . . Very N/A not | Rating
Satisfied Stz | N essrs unsatisfied| used | Average| Count
- 22.2%| 13.1% 21.2%
0, 0, 0,
Crisis lines 9.1% (9) (22) (13) 17.2% (17) 17.2% (17) 21) 3.14 99
General
0, 0, 0,
support 9.3% (9) 24.7% 9.3% 6.2% (6) 2.1% (2) 48.5% 2.36 97
groups @yl © (47)
Financial o 16.3% 6.1% o o 45.9%
support 7.1% (7) (16) (©) 8.2% (8)| 16.3% (16) (45) 3.19 98
Housing o o 7.0% o o 57.0%
Support 6.0% (6)] 8.0% (8) ) 9.0% (9)| 13.0% (13) (57) 3.35 100
Gambling 0 0 1.0% 0 0 93.9%
support 1.0% (1)] 1.0% (1) (1) 0.0% (0) 3.1% (3) 92) 3.50 98
Drug / 0 0
Alcohol 6.1% (6)] 9.1% (9) 6'(16;" 0.0% (0)  4.0% (4) 74('77 4/)" 2.48 99
support
Relationship 0 0 8.1% 0 0 66.7%
counseliing 3.0% (3)| 5.1% (5) ®) 5.1% (5)| 12.1% (12) (66) 3.55 99
Women's 2.0% 90.8%
0, 0, 0, 0,
shelter 0.0% (0)| 6.1% (6) @) 0.0% (0) 1.0% (1) (89) 2.56 98
Men's 0 0 0.0% 0 0 95.8%
shelter 0.0% (0)] 3.1% (3) ) 0.0% (0) 1.0% (1) 92) 2.75 96
Youth o o 0.0% o o 94.7%
shelter 0.0% (0)] 2.1% (2) ©) 3.2% (3) 0.0% (0) (90) 3.20 95
Satisfied / L
Very Neutral Unsat'Sf'.eqvery Chisquared test
o unsatisfied .
Satisfied of association
Crisis lines 39.7%(31) | 16.7%(13) 43.6%(34)
General
support 66.0%(33) 18.0%(9) 16.0%(8)
groups
Financial 0 0 0
Support 43.4%(23) | 11.3 %(6) 45.3%(24)
Housing 0 0 0
Support 32.6%(14) | 16.3 %7) 51.2 %(22)
Gambling 0 0 0
support 33.3%(2) 16.7%(1) 50.0%(3)
Drug /
Alcohol 60.0%(15) 24.0% (6) 16.0%(4)
support
Relationship 0 0 0
counselling 24.29%(8) 24.2%(8) 51.5%(17)
Women's
0, 0, 0,
shelter 66.7%(6) 22.2%(2) 11.1%(1)
Men's
0, 0, 0,
shelter 75.09%(3) 0.0% (0) 0.0%(1)
Youth c?=34.918df;
0, 0, 0, 1 ’
shelter 40.0%(2) 0.0% (0) 60.0%(3) 0=0.01
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We assessed whether or not a relationship exidtetiveen levels of satisfaction with crisis lines and
length of diagnosibut observed no statistically significant associatjpn0.16)Table 18)However,
the analysis was based orarly small number of respondents (186).

Table Eighteen: Satisfactiomith support from crisis linegn=86)

Duration of BPD
<1year 1-5years > 5 years CA&aKSNRa
value
Satisfied 4 (15.4) 15 (57.7) 7 (26.9)
Neutral 4 (30.8) 6 (46.1) 3(23.1)
Unsatisfied 4(12.9) 11 (35.5) 16 (51.6)
Not used 4 (12.9) 11 (35.5) 16 (51.6) 0.16

*Data are presented as number (percentage)

FigureFourteen Perceived Helpfulness of Community Servi¢es86)

From the following community support services that you have accessed, how HELPFUL /
SUPPORTIVE have the services been?Select "N/A’ on the right hand side of the scale for any
services you have not previously used.

Crisis lines

General support groups

Financial support

Housing support

Gambling support

Drug [ Alcohol support

Relationship counselling

Women's shelter

Men's shelter

Youth shelter
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The Issue of Suicide and Suicidal Ideation

Subjectsvere asked if they wished to continue with this section of the survey%n2%4n=10Q of

the 105respondentsi | A R OwWehéndréddercent 0B6 respondentshen stated that they had

had thoughts of ending their lifé©f 97 respondents to the question of whether they had ever made

a serious attempt to end their life, 85.6% (n=83) stated that they had, 13.4% (sta1] they had

not and one respondent did not wish to answer the question. Respondents were asked to rate how
supportive various health professionals were when they were experiencing suicidal thoughts,
whether their suicidal thoughts are taken seriously by othargl the longest time ook to get

support after requesting it. However, only two respondents answered these questions. This may be
a reflection of an overall lack of support felt by respondemtshe fact that not many respondents

may have sought spéic help

The Issue of SedHarm

Subjecs were asked if they wished to continue with this section of the survey%nti% (n=98) of
103respondentsi | A R WHén%iske&d df thepad ever had thoughts of harmintipemselvegfor

example cutting, burningngesting fluids/medications, etc where you have caused themself harm)
ofthe99subjectss K2 NBALIRYRSRX 12 oyldpcyv alAR WasSaQo 2K
harmed, of the 95ubjects tharespondel> ¢y ddi’z 6 Yy lngafetenca tsdlfRarmirdy,S & Q ®

48.3% (n=42) of the 87 respondents said that thagisought help from a GP. The range of

professional fronwho they sought help from is shown in the figure bel@igure 15)

FigureHfteen: Support Sought After Selflarming(n=95)

After self harming, did you seek support from any of the following health professionals?
Select all that apply

General
Practitioner (GP)

Psychiatrist

Psychologist

Mental Health Worker

Occupational
Therapist (0T}

Social Worker

Did not seek support

Skip this section

0% 10% 20% 30% 40 % 50 %

When asked who they sought medical attention frommelation to their seltharm, 82.5% (n=52) of
63 respondents said their psychiatrist and 54% (n=34) said their doctor. Many of the 13 respondents
gK2 aidlkiSR W2IiKSNR | G4Sy RfyRvo tespondekitSiriNer oided Ra G KS Y
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their longest time waitingn emergency departments for their sélirm to be addressefFigure 16)

Of these, 926.5%) reported being seen withirdlhours, whereas 23.5% (n=8) reported having to
waitmorethan8hoMBE YR | FdzZNHKSNJ Ho®dp: O0yTy0d RARYyQG 1y2
FigureSixeen: Longest Waiting Time in the Emergency Department for Self Harn32)

What is the longest time you had to wait in an emergency department for your self harm?

Immediately

1-4 hours

5 -8 hours

More than 8 hours

Don't know

Prefer not to answer

Skip this section

10 % 15 % 20% 25% 30 %

Of the 69subjects whaespondedto the final survey question about whether they were referred to

a mental fealth professional as a result of their s&lf- NY' > co ®0’2 6yTlno0d &F AR We
one third were not(Figure 17)

Figure 8venteen Referral to a Mental Health Professional Following Self Hgnm69)

As a result of your self harm, were you referred to a mental health professional (for example
psychiatrist, psychologist, social worker, mental health team, etc)

20 %~

T
No Yes Dont know Skip this section
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APPENDIX:1 QUALITATIVBATA FROM
CONSUMER EXPERIENGQESARE SURVEY

Quantitative data is in itself, reliable data however a critical component especially in the survey
construct was the offering to consumers of the opportunity to exptredr commentsn a number
of questions.

Set outhereunder is that qualitative data which enriches the content aridrms theoutcome of
the survey.

SECTION ON: IMPAGH MENTAL HEALTH BORT SERVICES

Question 1. To what extent have the following caused you anxiety?

Answered question 112
Skippedqguestion 41

9 I've been offered DBT but it takes a 20 week, two days a week commitment, very hard when
studying atUniand singing professionally

1 DBT not available iKXX (major rural town)

1 Terrifiedof being hospitalised and at the same time despeffatet. They treat you really
badly in psych. hospitals if you have this label but at least they are not looking straight
through you and not seeing a person at all like it is when nobody will even look at you.

1 ManyGPgo not see bpd as a real mental Hisaissue
1 Lack of professional expertise, breaches of confidentiality, and ignoring conflict of interest.
9 Lack of understanding of BPD

1 Some specialists cost extra so have to travel to get héd.allowed to get some help
becauseBPD

91 Derogatory commets from paramedics and other health staff, psych nurses and
psychiatrists telling me | don't have a mental iliness, or not a 'real' mental iliness, health
professional ignoring physical health symptoms because of my mental health diagnosis

1 Would love to doDBTcourse but too expensive and time consuming

9 Lack of community understanding & support about BPD. Stigma attached to diagnosis.
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9 Stigmabecause I'm youmand people cafdsee it & alarge part of my family claimeldvas
making it up and were hurtful and gave no support to me or my motheir(fister and
daughter)

9 Sow foolish people who have no expenmce

1 My local Area Mental Health team have told me that | am not eligible for any supports
because | do not havemsychotic diagnosis and am not currently suicidal. | have been told
this in 3 different residential areas.

1 I'was kicked out of community mental health team because | was diagnosed with borderline
personality disorder

1 Refused treatment for anorexia b/cf@o-morbidities including selharm

1 Private therapist cost too much

Question 2. How helpful have the following been in the management of your condition? Select
‘N/A'" on the right hand side of the scale for any services you have not previously
used.

Answered question 112
Skipped guestion 41

CONSUMER RESPONSES

9 Political groups fighting for the rights of children who were abused, neglected or
traumatised have been very helpful as has something knew | have just come across. It is
called Our Consumer R andfighting for the rights of people who have a diagnosis of
PostTraumatic Stress Disordérhe Mental Health Legal Centre whiwds rescued me from
cruel treatment and taught me about the value of Advanced Directives but they need to be
legalised. have one now and it makes me feel stronger and more empowered.
Empowerment is the best medicine in the treatment of d&fm...

1 XXXclinic private day hospital
1 MyGP
9 AlcoholicsAnonymous

9 I attend a day program 3 half days a week forgeavith amental illness in XXgalled XXX
very supportive were have access to my OT.

1 Long term, 12 month, DBT group program
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9 All not used answers given because | can't access it. | do have a psychologist who does use
CBTandDBT | am able to attend one groufart therapyXXXout no other support groups.

1 Mental healthXXXveryhelpful. Creating a lot of structure, purpose, and meaning in my life
- very helpful

91 People who ignore the stigma society puts on us are more likely to treat me normally
1 PersonalGrowth, SeHAwareness Courses, Rehabilitation Program (private).
1 Selfmanagement and research on internet as well as mindfulness CD training bought myself

1 Politicalinformation - Merinda Epstein's websit@as the most useful thing | ever came
across. It changed my whole life!

1 HOSPITAL ADMISSIRURAL DOES NOT COPE WITH MENTAL {INONESAINING NO
STAFF.

1 DBT was suspended after 6 sessions as | attempted suicide and has never been offered again

1 Integrating and getting involved in a "normal" community and its activities. | also attended a
group program specific to BPD which has since ceased to exist unfortunately because it was
simply brilliant and combined many types of work in anger management, comneation
skills as well as CBT and DBT

1 I have an individual disability support package through state disability services

1 Much of the support | did have has been removed®d{insurance for my condition so now
don't have much support other than my fromy psychiatrist

1 Acceptance and Commitment Therapyery Helpful!

Question 3.  From the above services, are there any you wanted to access but were/have not
been able to?

Answered question 108
Skipped question 48

CONSUMER RESPONSES

1 XXXDialectical Behaviour Therapiard XXXeating disordemward) not sure about "group
therapy" stigma is strong when known as a professional singer in a small ckd&m
also very busy but often suicidal so am awamduld be good for me. Transport difficult
(no car and on DSP). | also suffer greatly from Anxiety on public transport, some days are
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fine but some days are not at all. Hard to commit to a service when I'm not even sure if | can
make it. | really want tgo back to unit in 25 days after 2 years off due toliolise

(spaghetti wrist) hand laceration in suicide attempt. | severed 11 tendons, both radial and
ulna arteries and 3 major nerves. Very serious attempt. Extremely concerned | will succeed
if | don'tget therapy or work it out for myself via internet resources etc...

A full DTB course as there was only a very short limited course availabté@nd now that

They cancelled the group, because there was not a worker to teke u
Adequate trauma counselling which | can afford as well as professionals who can handle me

All public services. They hate us. They tell us we have to cut up really badly or have to
threaten a policeman or something or end up in casualty all the tiwe ifvant to get any
help. This is silly isn't it? You have to prove you are the worst in order to get through the
door and even then they treat you really differently from everyone else.

DBT-too far away from my area

As | am employed and not on the DIS® not qualify for most of these things. | pay to see a
private psychologist as | can no longer access Medicare rebates. | am often discharged from
hospital after 24 hours as | am intelligent and have "insight" into my illness.

All of the above as | k@ no medical help other than séilp sites online
Hospital admission

Mental Health Support Groups Community Support Groups

DBT isn't available where | live.

Mental health facility that is not scary. Too many people with drug problems at mental
health part of hospital thus do not use services at them.

Identifying early warning signs, Education and information about BPD, Trauma counselling.

Been trying for past year to get a psychologist who specialisgBhkeep running into
brick walls

Art and craft group, and BPD group therapy support

Psychological therapy

Appropriate hospital treatment, art therapy Long term therapy for trauma counselling
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Tried to accesXXX returned call 9 months later.

It is reasonably hard to find groups progra therapy in this area that is suitable and
inexpensive

DBT Group, but was told | had to use their psychologist and stop seeing my private one
whom | had been seeing for 2.5 years (the longest | had ever stuck with the same person)

Once support groum local area closed down, nothing available that was easily accessible.
eg 7.30pm and 35km drive there.

DBT ongoing support

XXX Community Health Servgzed they cannot help people with BPD. No access to
psychiatrist. The hospital has one mental health nurse workibgr 9 days a fortnight, but
often she is so busy she can't see all patients. Majority of other nurses don't have training

for mental healh so ignore patient except when medication given. After hours emergency
doctors cost money so many cannot afford to get help.

Long term access to a psychiatrist to see and talk about treatments available dbsveo
expensive for me to afford it.

It took many years of lobbying by myself to get DBXXX Trauma counselling if it had been
at the actual time if trauma, .g. in my childhood.

Many times | needed a hospital admission but there were no beds or | was not taken
seriously; therefore | waseat home with no support or followap.

DBT-where? Little info on web, only public one | could find had to be in public health
systemand XXX clinione too intense

Trauma Counselling

Nutrition

DBT

Community mental health services
Qupport groups

Community support groups for BPD & depression. -Gllow cost services not readily
available.

Yes but find services to be the same old same. | find my own exploration to have helped me
the most
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Non-Mainstream services are very expensive.
Narrativetherapy, only limited availability and need more sessions but unable to attain

Art therapy

I have tried desperately to access psychotherapy which | know would be helpful for me. But
| have only been able to access 12 sessions a year, which is utteldygirze for my needs.

| have done a LOT of work on myself, including anger management, meditation, CBT, and
read everything | can about BPD (most of which was cruel, insulting and harmful). But | have
been unable to access supports that are appropriatatertotality of my situation. In fact,

the more work | have done on myself, the more | am excluded from services, which are
reserved for "serious" patients. | feel as if | have to escalate myhasti or suicidaly to

get any services, which | am notllimig to do. This is a terrible, shameful situation.

Community support groups. Would have appreciated an opportunity to make friends.
Friends disappear when you go into a pskiokpital.

The system here is that some services are excluded to a person who does not have a mental
KSFHfGK g2N] SNJ a2 OFyQd 3SiG KSt Lo ¢CKS LJAae&OKAI
need a service anymore.

DBT
Group therapy

Access hospitateatment when on death's door from anorexia but refused treatment due
to seltharm. Refused treatment at DBT at several hospitals due to anorexia, have just got
into XXX DBT Community Mental Heakfused to treat me, telling me to go private,

private sevices told me | was too complex and needed to go public

Yes the psychologist (private) the 18 Medicare only last until May then | need $3700 for the
rest of the year (I have private healthjan't get well from a personality disorder in 18
sessions!! get prety suicidal when the 18 sessions run out for fear of not getting treatment
to make my life better

Having one therapist on a continuous, long term basis would be helpful.

I would like to try hypnotherapy, but can't afford it, long term affordapkychotherapy is
very hard to find, | don't know how to find community groups that suit my needs now,
having accessed them in the past through various settings. Mental health support groups???

DBT- unable to access initially because of cost
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People tend to complain about not being admitted R2y Qi KI @S I QDNRo6f SY

and unconscious so they have to respeitK S& R2y Qi Gdz2NYy YS | g1 &
Support groups, counselling, respectful emergency departments

Trauma counselling, hypnotherapy

mental health support groups,

D.I.D specialists

AXXXoased healing week calléd- - - Q

Psychotherapy (long term and/or regular therapist) Dialectic Behavioural Therapy (DBT)
Mental health support groups (e.g. depression, anger management, PTSD, epitalHos
admission Community support groups (e.g. art therapy, friendship groups, etc.)

I had to wait more than 6 months before there was a place available in a DBT group.

Question 5. From the above services, what has been least helpful/ prevented / interfered the

most to your recovery? For example, unable to access support when | need it, am
not taken seriously, affordability or availability of support services, etc.

Answered questiorf5
Skipped question 58

CONSUMER RESPONSES

T

Explained at Q3
Admissiorto hospital

Unable to access support when | need it, am not taken seriously, affordability or availability
of support services, etc.

Not taken serious and waiting list.
Affordable access to services and threat of involuntary hospital admissions

Psychabgists- they have all been destructive (3 different ones). They were all pompous,
treated me like an idiot and played games that | could see straight thrandht was

stupid. | think any therapist | see has to be at least as intelligent as | am or it is useless. All
behavioural approaches gave me were useless and they annoyed me. Once again | just
played games with them because it was all a big gaheiousy so. We all played games

and they were stupid enough to think we were being honest. That's dumb. Psychiatrists who
charge far too high a gap fee for people like me who can't work full time. It took me ages to
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find my psychiatrist and he has a sliding fééen I'm working | have to pay a bit (about
$20.00- $40.00 per 50minutes session each week. When I'm not working he bulk bills me.
CATT Teams constantly tell me I'm too higlctioming What they should recognise is that |
am good at protecting myselfve been doing it all my life.

All three as above
Affordability of private health care is a problem, accesses, and bed space.

Affordability, no support from Medicare or private health insurance for psychotherapists.

Acute care in hospital, inabilitp access services due to not being eligible.

GP or Psychologist, Group Therapy, Mental Health Team, My condition is not taken seriously
and no help has been offered to me

Unable to access support when needed, poor treatment, affordability, lack ofcesrin
regional areas

Affordability
Mental Health team unavailable when | needed
CBT, unable to access support when in crisis

Having said that | have the best psych. on 3 occasions in 10yrs she has threatened to dump
me that was the least helpful thin@ut | understand why she did it, even if | don't agree
with it.

Hospital admission

Unable to access support when | need it, not being taken seriously/being stigmatised
because of the BPD diagnosis.

Well, for 20 years my situation was taken seriouslyewen equated to a mental health
disorder by theGPs baw

Costs of Dr's and medications, professionals not wanting to listen to the details of my SI, ED
staff too busy to talk with me, crisis phone centres intolerant of BPD behaviour.

Professionals, both lack of access and that they didn't help widkchget them

Lack of professional expertise, breaches of confidentiality, and ignoring conflict of interest.

Psychiatrist over medicated and given little feedback
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Finding groupsherapy, support usually it's through my own searching and asking around
GKIFG LQ@S O02YS I ONRPaa aSNBAOSa®

It is costly to see my private psychologist and | am disappointed that the Federal Budget has
withdrawn money from the Better Access Program

CBT, auéability and cost of support services

Shame, affordability of services in a private hospital as a day patient for programs

Lack of understanding by private hospital staff, and lack of respect

Lack of understanding, group psychotherapy is intimidat®BT is very logical but unusable

Hospital as ignored which feeds depression, anxiety, and feelings of invisibility and
unworthiness.

Unable to access support or afford support

'Attitude’ and discrimination from health professionals, including thosaémtal health,
and the resulting selétigma.

Trauma counselling

Fnancial constraints, living with parents

Some medications, general psychotherapy

Treated badly when in crisis situation

Lack of emergency app with psych

BPD stigma and negative attites by workers, not being treated as a person first
Hospital admission

Cost of vitamins to combat damage done by medications
Community mental health hospitalization

Poor diagnosis from three psychiatrists

Affordability to long term treatment re-emermes

ED
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Public Mental Health Services
Affordability of services

[ AYAGSR | O00Saa G2 YSyidlt KSIFItftdK GSFY 2dzi 2F |
stigma from staff

When | was diagnosed with BPD, nearly every time | went to hospitahfiedacal problem

| was not taken seriously. | got to the point that | would not tell any of the doctors or nurses
that | have BPD. If | had not had private health insurance | still believe that | would be dead
at this point as the illness had total contmler my life. Services for people with BPD are

not very good at all and withouteédtrelink payments and the health care card | would not

be able to afford the medications that | am on.

Saff attitudes from private psychiatric hospital
Sigma, not being aken seriously

Lack of understanding / support from family & partner; cost of accessing suitable services
(e.g. private hospital vs. public system); not being taken seriously by health care
professionals

PsychologistGP
Hypnotherapy

Once | was on recd for being diagnosed with BPD, if | went to hospital for a real medical
problem | was not taken seriously

Feltlkelg I & Lddzi Ay GKS (22 KIFINR o6F&18d0 YR Y& yS§¢

Sigma behind borderline personality diagnosis and not being taken seribysiyental
health professionals

Only staying in hospital for 1 day, at times you need longer to build strength and confidence
G2 FFOS 6KFG Llzi @2dz Ay GKSNB Ay (GKS FANRG LI
most times

Hospital Admission
Not taken seriously
All were useless @ept my GP

Affordability, Lack or Resourcei(in the country in the past).
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Unable to get the support needed when struggling or in crisis and if | am able then being
treated like a 'naughty' person by hospitals etc.

CBT it was horrible there was no room for negotiation but to told what must be done, no
thanks

Trying to access a bed for inpatient treatment and the Dr's at emergency

CBT-it's utterly useless for me when | am acutely unwell and it ignores my history o
trauma. | am angry that this Basld is being pushed onto us. It is extremely delegitimising.

Not taken seriously by nursing in hospital

Psychiatrist

Day groups at the hospital

Meditation

| wasn't taken seriously until after my 1st Suicide attentipén they started to listen to me.

HOSPITAL AS YOU ARE DISCRIMINATED/IGNORED IF YOU ARE ADMITTED AS A MENTAL
HEALTH PATIENT

I've found that in certain times and places I've felt a very strong sense of stigmatisation
within the medical system, e.g. hagimy actions interpreted as being acts of manipulation
rather than a way to sefinedicate (in a very private way) in the only way that really works
for me. Rather than getting to know me as an individual, I've found that I've been seen by
some professionalthrough the "lens" of BPD and some of the negative assumptions that
have come to be so steadfastly intertwined with that diagnosis

Poor service at emergency department, being treated as an attergamkerby locum
doctor, and no after hours service in regioxad{X

Availability

When | didn't know about my diagnosis, just trying to get a GP support was awful
Getting transport to and from psych ward 130 km away

Being refused treatment when | was ready to fpetter

Trauma therapy was horrificalmost suicided going over my abuse with someone wholsaid
had dissociative identity disorder instead of BPD

Non understanding psychiatrist
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Having to change psychologists often. | am now on my 5th one in les& 2haonths!

Not being able to access medication for a crisis, not being believed at all BProging
dumped in hospital and then not even being given an opportunity to even speak to anyone

Cetting an admission to hospital
Affordability of treatment/therapy

Not been taken serioushi was involuntarily detained in an acute adult inpatient service
and suicidal and a nurse actually said | was doing it for atteaBmwrongd KS RA Ry Qi
know anything about me just my diagnosis

Not being treatedseriously, no follow up or discharge plan, treated as though | am an
attention seeker; no discussion at all about why |-kalfm... just the standard questions
about what day of the week is it, who is the prime minister etc.

Support Groups didn't help maccess in emergency, cost of private therapist
Hospital admissions

Hospital admissions, not shown respect, unable to access medical support
Identifying early warning signs

Unable to get preemptive support so end up in psychotic states because | apjpeo well'
S0 not taken seriously

Hospital admissions. Workers that don't believe you or are only in it for the pay (not a
vocation)

Drugs CBT

For Q.6 Unable to get admission to hospital now duX¥Xinsurance refusal, causing
much distress &ecline in my mental health

Being taken to hospital and losing all freedom. Being administered medication without
giving consent.

Question 7. Do you have any further comments about this section?

Answered question 38
Skipped question 115
CONSUMERESPONSES
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No, now in tears but thanks anyway :

Now days they sometimes have these ridiculous contracts and you are sometimes allowed

in hospital for three days when you choose but you get kicked out if yotnaeti. They

reckon these contractsand Treay' i t f ' ya I NBS gNRGGSYy O2ff 1 62N
arguing any more. They are going to write what they want to write anyway so what's the

point. The contracts are demeaning and they just make me want tdhaeth. Stupid. The

worst thing to do to ne is to treat me like a child or fail to recognise my intellect. If you do

that you've lost the plot.

Find it difficult when professionals have different view on your diagnosis, one says yes you
have Borderline the other says no, was really unhelpfutrEatment options

| was referred to my Mental Health team, and my case manager has probably seen me 3
times in the last 5 months. Because | have a support system in place, technically speaking |
should be able to cope and manage on my own andssioelldn't really be seeing me at all
anymore. Because my problems are personality related it is more difficult to learn to
manage and I've reached a standstill. | feel like I'm a burden on an already stretched system
and telling me | shouldn't be supportiryou anymore, because "the system" says so,

doesn't really do much for my mental health at all. People should be assessed and treated
according to how they are progressing, not because some guidelines say you should be
better.

No
Why not???

| have topay $246 a month for Seroquel because | do not suffer from psychosis,
schizophrenia or schizaffective disorder. It is a real struggle to pay for it as well as other
medications | take. It would be great if the Government could PBS such medicationy as the
often work very well for BPD and depression.

Getting help and understanding for borderline disorder is really difficult. The common
perception is that it is just temper tantrums and you need to grow up and get a life. The
stigma is high, a lot more thasthers such as depression, bipolar. Hopefully over time it will
improve.

al NEKIFI [AYSKFYyQad wmMH Y2y (iK 5.¢ LINRINIY al gSR °
mindfulness at 50.

Hospital admissions are more like respite as | am also a carer for my husbarthsa
degenerative neurological condition and can only have me as a-cafises all other help

Training seems to be limited in any area of mental health for nursin@Bleven less It is
discouraging and feels like a hopeless situation®@Pgoesnot specifically helBPDjust
helps me and all my issues
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I'm glad there is finally someone looking into this seriously instead of just treating it like
Bipolar- I've suffered from this since | was 16 and still have occasional relapses but | have
learntto deal with them in my own way (which is not always constructive or good for me)
because | simply can't afford to see someone regularly to deal with this and | am not aware
of any free services or low cost options. And just to put it out there, | dbimktanyone

ever becomes a 'Borderline Recoverat'just becomes part of who you are and you learn

to live with it.

Hospital admissions that do NOT have day programs are very counterproductive and often
lead to more problem behaviours. If a patient miseto be admitted, medication on its own

is not enough; there needs to be a balance of therapy (DAILY) and social activities (such as
cooking, art, dance or moweight).

So glad this is being looked at

Over the past 15 years when any person inttiental health sector has related to me as a
fellow human being, shared a little of themselves and really heard what | was saying | have
always grown but when | have been treated as an undesirable illness and not been heard
then | have always regressed

| have been fortunate enough to have the money to access these services. Not so for
everyone. | don't know how | would have recovered if | was on a pension

L Rnhg reital health at all helpful.lost a xxx thankso slack mental health

| strongly feethat if | had had the diagnosis of Borderline/Bipolar disorder made much
earlier in my life, and effective treatment had been received, my life would not have been
so traumatic.

I had a hospital stay 16 years ago and was diagnosed with tARRBhasnever been

explained to me and | have been treated for depression ever since. | am a survivor of sexual
assault. | have a number of friends who are psychologists and they believe | was wrongly
diagnosed as BPD but | don't know.

| find it difficult to dealwith nurses and doctors not taking my issues seriously they tend to
ignore my wishes when | am unwell.

Staff seem to lack awareness or understanding@D Seen as a pain by the staff and not
taken seriously.

Nursing staff attitudes have been awfulvas curled up in the corner when a nurse came
and dragged me down to the medication window. She left me there! She did not administer
any medication and | felt ill, then went back to my room.

BPDis considered a behavioural disorder by many mental hgaibfiessions so the sufferer
is deemed to be deliberately choosing their behaviour, especially in the case-bégalf
which is regarded by many as attentisaeking
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| believe BPD is a relatively unknown disorder & thus, community awareness, understanding
& support are minimal (in my experience). Whilst my involvement with the 1 year DBT
program atXXXClinic in2007/8 was useful in me understanding & managing my diagnosis,
there was no official follovap program or system put in place to monitor & maintany

condition after I'd finished the DBT course.

Sometimes having security guards threatening you when you are trying to get into hospital

odzi @2dz GNASR (2 20SNR24S 2y o6Syiz2a a2 e&2dz Ol
nurses etc. deserve faireatmentdo dziT A G Qa GKS K2alLAGlFf 3Idzr NRaz
security that treat you like you are going to hurt everyone else because they have no idea

because you just want help and may want to hurt yourself.

A specific type of therapy that wouldehefit the client suffering from the mental illness

would be therapy for the family members or people who are directly involved in the

persor@ life. This could help inform and help others to gain understanding of the situations
that arise that may causeonsiderable distress and therefore help the professionals in
maintaining consistency in management across the therapy setting and across general daily
living.

I really feel the need to address the urgency of handling/keeping patients of BPD that have
especially exercised suicidal intentions physically (not verbally) need to stay in hospital for
2/3 days to build their strength, have support systems into plactep can slowly face

what put them in that very state in the first place. This can be accessed by the amount of
recent attempts to take on@ life.i.e. any more than once in a month ought to be viewed as
serious. Re verbal threats, indeed these need twibeed as serious with the notion in the
0Ol 2F @2dz2NJ YAYR UKI @S (KSeé LKeaAoOlffte asSSsSy
perhaps a safe place to be allocated where BPD people when in distress could get the
additional warmth of professiwals in person not just over the phone where interruptions

can be distorted where often it can push the person over the edge as it has done with me in
the past.

| think that if my hospital plan was removed then | would be more happy to attend a

hospitaldNJ 3S0 GKS KSfLI L ySSR ¢6KSy AdQa ySSRSRo |
that if | turn up before acting then | will have access to a mental health nurse. If | turn up

after then they will treat me medically but will not be allowed to get the emadidmelp,

which mean | leave in the same head space and do the same thing over again. | have tried

turning up to a hospital before but sat in the waiting room for 3hours and got handed a

brochure on BPD and sélarm and was sent on my way. It did not hatpall. | understand

that they are trying to make me think before | act and can see how this may help some

LIS2LX S o0dzi AG R2SayQi FT2N SOSNEh@whdvddone2 ¢ L 2 dz
something stupidL G Q& FNXza G NJ G Ayd&8 W&Ee QK OR YNzl § K Ra (&5dz
change. Is it better to try and prove a point to people with BPD and get them to come in
SENIASNI 2NJ FNB GKSNBE 20KSNB 2dzi GKSNB ¢gK2 2dz
day end up dead or seriously unwelltjbiecause the 'system' has put a mental health plan

there that they can no longer get the help they need?!

I have been repeatedly admitted to hospital, three times because the GP thought | was a
danger to myself when | wasn't. | was just upset and hendidrust me or believe me or
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take me at my word. So once labelled always labelled which is not necessarily true. Where is
room for growth, education and change?

I have found emergency department treat people with BPD badly and simply sedate and
dischargeand go against recommendations from Mental Health Unit which have said to
sedate till a bed become available for inpatient treatment. This has happened about 6 times
in the last 12 months and | now refuse to go to emergency.

Yes, BPD is structuratliscriminated against when we talk about "serious mental iliness"

and "high prevalence disorders". Both of these categories exclude us (and have always
excluded us, even when they were called "psychosis" and "neurosis." Our distress is real. It
is also gedered- | think young women are easily dismissed as unimportant. That has been
my experience.

We need to have access to a full DBT programme in regional areas and a different attitude
of nursing staff when in hospital

The only really unhelpful thing théibthered me was abuse and/or putdowns from nurses
because of my diagnosis. | was even thrown across a room into a cement wall by a bully
nurse.

When | am at my worst, | am unable to pick up the phone to get help. Usually it is worst at
night times when g support team are not contactable. | am scared that | will be
hospitalized again and that they won't let me leave when | want to leave. | am scared that
other patients in the mental health unit will hurt me or make my mental situation worse.
The Mental halth unit scares me to death. It would be good to have a support person that |
could contact 24/7 if | was total out of contrahd in fear for ny safety and my life.

It is discouraging and difficult to cope on my own mostly. Fortunately there is one non
government agency that will accept clients without a referral from the mental health team.
If admitted for suicidal thoughts 3 days. If admitted for attempt as soon as possible even
hours if not too bad. How can this be the same for everyone eaclopassdifferent and
recovers differently? Nurses have no time for mental health patietsly to give
medication¢ otherwise you do not see anyone at all. Discharged with no plan.

MH practitioners need to realise that conditions do not occur in isohatiby having
exclusion criterias they are boxing people out of any treatment.

| wish someone explained BPD wHevas 18l missed out on the best help whemvas 16

My YR aGFNISR OdzidAy3a YR h5Ay3a otadd dzaS (G KS
LINR @1 S Llae OK2f 2 IhadBPD sifersaldiall &présdioRS6 fehtedmé 2 &

for depressionl wish someone made sure the therapist knewad BPD and was getting

treatment. | wish they put me ithe mental health system threl would of gotten better

quicker... thank GOD for DBTgot a therapist who saitiwas BPD in the second session

got hospital files and found out they sdidad BPD whehwas 18| had no idea!! ..I feel

really angry about this2eople MUST explain diagnosét just hand themout. RA Ry Qi  FA Yy R
out what BPD was untilvas 38 years old and a therapist explained it. What a waste of life

with being diagnosed the wrong things. | have worked through all this and am griateful
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know now butl keep coming across ppte over and over who have BPD with no idea what
it is!

1 Isayiflhad to rely on the public hospital and without my private psychiatrist | say | would
be dead

SECTION ON:  GHML PRACTITIONERS

Question: Do you have any further comments about théection?
Answered question 46
Skipped question 107

CONSUMER RESPONSES

1 GP of 8 years has now moved to different clinic but hope to see him tomorrow at new one

f When he did, he did not write thahadBPDH | S LJdzi RSLINB & & A 2feél | YR
the treatment plan out right!

1 | started seeing the GP for anorexia and she is now helping to address the underlying issues
related which have BPD traits

1 Sometimes it is better not to trust health practitioners. Just because they are trained
clinicians does not mean they are prejudice free. Actually services and clinicians are worse
than the ordinary public. My previous GP was terrified of me. | shouldn't have let him
experience me so distressed. He was too young and immature and | now regret ringlook
after him properly. | get cross with myself about this. This is why my present GP doesn't
know and | don't go anywhere near him if | am $&lfming or hearing dissociative voices.

1 My GP- XXX is the best, most genuine, considerate human being arfiegsional | have
YSiGd L O2dzZ RYQU &aLISIF] Y2NB KAIKE& 2F KSNW
amongst her community. I'm very grateful for her hard work kind fortitude.

1 1 had 3 GPs take me off their books due to my unstable mental istale past year. | am
very lucky to have found a GP who is compassionate and willinglpame. This is only the
case because she has a daughter my age who suffers from bipolar. She was referred to me
by a psychiatrist who knew her personally. GPs neestép up and extend services to
people with mental illness in the community. Its time they were all mental health trained.

1 Avreferral to a Psychologist was only given after | had requested it from the GP

1 | saw the same GP for 10 years she diagnosewitheanxiety and depression but never
mentioned BPD

1 GPs have no idea about BPD in my experience.
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My GP doesn't have a cluee just refers me. Doesn't care.

TKS O2dzyaStt2N gla 61aidsS 2F GAYSBPREARATANRG NB
named A @3Sy 6KSy GKSe& OFlyQid ¢2N)] 2dzi SEIFOGte& gKI

| have attended the same (private) GP clinic for 21 years but since | moved out of the area, |
have to drive 100km (there and back) to see the GP each week. | continue to do this because
| believe tle continuity of care and consistency is important. The GP | am currently working
with is very caring and supportive. It is difficult trusting people.

No

My GP does her best to avoid referring me to Mental Health because she knows they will
cause furthetharm

Psychiatry counterproductive.

2 AGAy3 GAYS yR Oz2aid 2F 3AFL) 0SGs6SSy aSRAOI NJ
only see psychiatrist for scripts.

| found my psychiatrist myself, long tormented process of eliminating ones who | don't feel
comfortable with. Social workers are useless; too busy with a client overload to help

I do not understand why a mental health team cannot cope with BPD...I thought it was a
mental health issue...

My current doctor knows | am on meds but does not offeantal health servicesl have
not discussed this with him because | woptéfer to speak to someone who works in
psychiatric services.

Referral wasn't BPD related, it was for pain management.

GP stated that she was not confident to work with me onchsjogical issues as too
complex

| had to ask!

I have had to tell doctor that | wanted referrals, and to whom. My psychiatrist stopped
seeing me about 5 years ago as he said that | was too well. | have jusiGRIcedeferral
to psychiatrist

I thinkthat my GP knew for a very long time that | was Bipolar/Borderline but the
psychiatrists to whom | was referred, treated me for depression (about 20 years)

Referred when feeling really depressed
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Have had the best GP. This made a HUGE difference

Without private health cover | would not have been able to see a Psychiatrist as soon as |
did. With the help from both the private and public services | was able to start to function
better. | know realise why many health care professional do not take on paaieBPD. |

once tried to find a Psychiatrist when the one | had went on maternity leave and did not
come back. Many said that they were not taking any patients with BPD. | was later to find
out that it is because "we are hard work and very demanding"iaiscbetter to be in a

place where there are more than one health care provider. That is a mixture of Psychiatrist
and clinical Psychologist and a hospital that they are affiliated to.

At one point, | was seeing my GP, private psychiatrist and a stafibereof a private clinic
each week. | now only see my private psychiatrist once per week or fortnightly depending
upon myself and there being a free consultation.

I's the worst diagnosis you can get

Unless a GP is specifically trained / experienced intakdealth issues, my experience is
that GPs don't seem to understand or want to help.

The mental health system does not provide enough support for someone wanting to see a
Psychologist. You are only allowed 12 visits per year, and when | havemoney | cannot

get the ongoingupportthat | need to help maintain a balanced life. | still have issues that
need to be address especially around stress from everyday life. At times | still have back and
white thinking which has always been an issue fer m

My GP knows$need some support/counselling but doesn't refer me to anyone
Counsellor was fantastic.

On the whole the GP was good but | also had to educate him on what is available out there
in the world and so it was a mutual learning curve, maidilg to him being a registrar Dr

There is good communication between my GP and local Mental Health Unit

| have educated my GP#m particular, the one that | had the longest connection with (until
she went on maternity leave) was HORRIFIED by the |aekwices available to me when |
was desperately suicidal but lucid and not a candidate for involuntary admission. She tried
so many different supports, called many times, advocated on my behalf, and learned the
hard way that there really is terrible disarination against people with BPD.

This was nearly 20 years ago and a different GP from now.
Dt Qa FTAYR GKIFG f20Ft YSydlf KI&tddibkseelmatyY aSSY

clients. Process to refer is long so-ptitting to GPs under pressurblany GPs do not deal
with mental health. Our local Clinic has 15 GPs only 2 will deal with mental health!!!
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1 Some of this is hard to answer due to dual problem of being BPD and caring fopoligrbi
(but probably BPD daughter)

1 GPis very supportive and understand BRfien we talk about BPD and miss physical check
ups

1 My current GP, although respectful of mental iliness, states she doesn't "get involved"

f Inolonger even botherto attendnGPr & L Q@S 6SSy RAaAYAAaSR Yy
aSSy | R2O00G2NJ F2NJ 20SNI MH Y2y(iKad 5AaYAaa
said it does. recentlytbok out of date antibiotics for &TIrather than try to deal with my
GP

1 my psychiatst has provided long term support

1 GPreferred meto psychologist but they sent me to a mental health doctor who only
wanted to talk about my hard marriage not ways to help me with the stress of it without
leaving husband.

1 My GP specialize in nutrition drare available on short notice

1 Main support is from local community team

SECTION ONHOSPITAL ADMISSIONSUBLIC

Question3.  Briefly describe the reason why you were refused hospital admission

Answered question 26
Skipped guestion 127
CONSUMERESPONSES

1 Lack of beds...I empathise and am lucky to have friends to support me when "unsafe" and
need to not be left alone to selfarm.

1 Sorry, wrong diagnosis? Often they talk in euphemiseng/ou don't have a Serious Mental
lliness i.e. Psychotiltness. Sorry, your plan for suicide is not real because you have the
wrong diagnosis we don't believe you We know you lie all the time it is written all over your
file notes so why should we take any notice of you now; Hospital is a bad option for people
with BPD because it can become a-gelfm competition this is callous and harmful to say
things like this; Your overdose wasn't bad enough; you only needed stitches and meore self
control, not hospital We are oveun by people with real mental illnesgpu are in control
of your actions we are here to help real people who don't have the luxury of that control;
LiQa 2dzald o0SKI @A 2 dzNJ €
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No beds available, my condition not severe enough

| am not 'acute' enough they believe it would not help me they needotbe: for someone
else who is more ill they saw BPD as a "behavioural problem" and not a mental illness that
was "organic".

.S0FdzaS 2F Yeé lFaaAradlryOS R23 IyR 06S0OlFdzasS (KS«
even though | was severely suicidal.

No bedsand under the influence

Would not deal with me as | was too angry. At other times | did not fit the criteria at which |
was not informed.

It wasn't that | was refused admission, it was that | was told to leave when | was stithsick
patient with schimphrenia became enamoured with me and along with me notlsatfning
myself in 3 days (only because | couldn't get hold of anything that | could hurt myself with)
they decided | should go home. My mother had to admit me to an expensive private
hospital inorder for me to receive treatment and to be monitored (even though I tried to
run away from there a few times).

One time due to a lack of beds, but it has usually been that the Dr assessing me has said that
BPD is not a 'real' mental iliness, or that taés nothing more that they can do for me...I am

a lost cause and a waste of their time. Sometimes they have said it is because being in
hospital is not 'good' for people with BPD. | have also been refused admission for pain
management because they do noglieve | am actually in pain at all, that it is

psychosomatic or | am making it up to get drugs.

Not enough beds

The mental health unit had a policy of not admitting BPD patients who were chronically
suicidal and/or setharming

Because | wamisbehaving due to the huge amount of benzdged to od on, the security
came and threatened me and menaced me so | was wound up when the admitting nurses
tried to talk to me and was asked to leave because after takgand XXX was rude and
aggresi/e but not violent.

They said my problems were circumstantial diiA Ry Qi ySSR G2 06S K2 aLJ i
I was suicidal and said so

I have never been refused to be admitted but the refusal comes wWhkeow within myself

that | need more than one day inside perhdpgeed more days like 2/3days. The

LJa & OKA I OFNRYBAG] @o2kyAQDIK A a OSNE ¢ NRyddetthehA { K SOSNE
AYLINSB&aaA2Y &aKSKkKS KlFa y2 ARSI ¢gKFd LQ@S 0SSy

whyandhow32 i GKSNB® {2YSGAYSa 2yS RI& A& adzFFAo
Ol y Q (ESm@BrhyRhoughts and distress.
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T WHayQid G118y aSNAz2dzate FyR y2 o68SR& FOFAtlofS

1 The emergency Dr and mental health liaison nurse say that as | have ancaste/with the
mental health unit there is no point in hospitalising me. This is despite my case manager and
psychiatrist wanting me to be admitted. This has happened on a numlmrcakions?

9 Inrural if suddenly unwell there is an emergency systéth a rotation of GPs. If you do
not get your GP often it is extremely difficult to get help!! This is very scary to feel
abandoned and rejected. Some consider a person will become institutionalised but | believe
it is better to have someone alive thaead!! Even if admitted there is little help in a
ASYSNIf K2aLAdlf gAdK y2 YSyidlt KSIFIfOGK ¢g2NJ S|
0KSe R2YQUOKK L Y Ay@AraArotsSx

1 I can't remember the reason why | was notaémitted. But | had recently been disclyad
from a 3 week stay in hospital, and had been asked to change my medications whilst back at
home. Was very depressed and suicidal in the changeover from ondeprssant to
another.

1 Once in the environment of the hospital my problems seem irrelegad any suicidal
thoughts disappear due to empathy with doctors nurses and other patients

1 Iwas told | was an attention seeker, (I was making it up, and to go home. | was told there
glra y2 NB2Y L ¢gla G2fR O0KIG Fa LOQR KFEFR | RNR)

I I1don't know the reason
1 Don't know... it wasn't explained to me.

9 |feel it was becauskwas calmer once got to hospital and was taken there by my partner,
so they knew had support if they sent me home. | believe if my partner had dropped me
off at the doa or flatly refused to have me back at the house things would have been
different.

1 There was a lack of beds available, and | was deemed able to keep myself safe. Even though
| was extremely suicidal and told them this.

1 Due to myWork Cover insurancall psychological services except a once monthly (was
fortnightly) appointment with my Psychiatrist. Since having been in the Public system twice
in the past 15 years most recent in the last 18 months I'm terrified of going into the public
system as my Rshiatrist is unable to treat me there

91 Didn't think it would serve any purpose, that | needed to face my problems and not hide

SECTION ON: HOSPITAL ADMISSIONBRIVATE
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Question7.  Briefly describe the reason why you were refused hospital admission

Answered question 32
Skipped question 121

CONSUMER RESPONSES

1 I no longer have this option because my private psychiatrist is a consultant in the public
sector so | only have the option if public hospitals now

1 Not sick enough.

i l'was living overseas at the time and it was due to lack of beds being available so | was
transferred to a hospital far away from where I lived which made it difficult to receive
support from family and friends at the time. My choice was to go to that italspr go
home?

1 He told me to use the public system, refused to admit to private hospital.

1 Re: private hospital admissions, mainly because my psychiatrist wanted me to learn to cope
without using hospital excessively. Re: public hospital admissitniekla lot of the time
when they knew | had a private psychiatrist they bumped me way down as a priority. And |
guess they have an important triage ranking system that | probably didn't meet.

T [lwasn't.

1 Because of my XXX and they said BPD people shoulxkrin hospitat even though | was
severely suicidal.

1 Not sick enough
T N/A

1 I was initially refused because of how close it was to Christmas, but the psychiatrist my GP
contacted at that hospital said he would admit me, however he was going on hoitighyes
end of that week and asked my GP to continue care for aghe too had admitting rights
to the private hospital.

1 Sent home as no beds available

i Private psychiatrist was tough, refused to admit me. She said it was in my own best interest
butshes I ay Qi Ay Yeé alAyo LG 61 a 0SOFdzaS L ¢l & dz

glayQi GKIFIG L ySSRSR G2 (118 NBalLlRyaroAfAGeT

1 Iwasn't refused admission to a private hospital, only public, as describedebef
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I | am seen as too much of a skHrm/suicide risk, and | also set fire to a bathroom at a
private hospital in 2003 in an attempt to kill myself.

I The person who was assessing me (at a public emergency room hospital) had classed me as
"not depressed";manipulative", "attention seeking”, and YES THIS IS AN ACTUAL QUOTE:
"Pathetic for asking for help instead of growing up and taking care of myself." This was my
experience despite being guided by my private psychologist to go to that hospital because
he was worried about me and wanted me to be admitted. | guess the main reason | was
refused hospital admission was because the staff on call were ignorant on the subject of
BPD and didn't take me seriously. (NOTE: | was seen by this hospital for less thateS m
before | was asked to leave. Personally, that is not enough time to have an accurate
LISNRLISOGAGS 2y | LI GASYyidQa alrFSdeovo

1 It was winter and | walked in off the street to emergency. It was, | believe, thought that |
was after accommodation to get oof the weather, rather than that | needed admitting.
This was for public not private hospital admission.

T 52y Q0 dzyRSNEGIFIYR 1jdzSadAzy y2d ¢ KI @S ySHSNI o
asked my psych he has put me in straight away as he knows idsking am at risk to
myself and others.

1 1 overdosed orXXXand they kept me in Emergency The staff did not call the psychiatrist for
2 days Th®rsaid that trying to kill myself was boring couldn't | think of something else
They just treated me like | was the problem. When | asked to go to the toilgidftene
hooked up to the drip and then locked me in the room for 2 hours.

1 The Doctor thoughiny suicidal thoughts were just an act to gain attention and said that |
should go home. | had to ring my Psychologist at 10pm to get the doctor to admit me into
hospital. | had been taught that if | was not feeling in a safe place to act upon it before the
feeling started to cloud my judgement. | was at the same timelsglining but this made
no difference to the doctor's attitude towards me. At one stage | got so frustrated with the
doctors and the total health care system | wrote a two page essdnpen felt having BPD. |
wished that | had cancer because people with cancer have the best team that is available to
them and family and friend stay with you. | know it is wrong to wish to have cancer but |
needed love and support as well.

1 The private psychtast felt that hospitalisation was not needed. She was however not in my
skin.

1 As above.

1 1 was taught that when | feel suicidal to go to hospital. | was in a bad state and the Doctor at
XXX hospital tolche that it was an act and asked my friend who kelden me to hospital to
leave so | did not have an audience. | rang my Psychologist and she advised him to take me
seriously as | had a record of suicidal acts in the past. | was then admitted, | was very hurt
because | was following the advice that wageg to me.

T N2 0SRa FyR ¢glayQi aSOSNB Sy2dzaAK
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1 Never refused for private hospital

I GP did not believe in mental health. Once there was no local bed. GP could not
O2YYdzyAOF(GS 2NJ KSINJ gKIFEG L alFARX, 2dz Ydzad NBI f
2 AF @2dz I OOARSydGlrffte R2 y2i alre (G4KS 1S& 62N

1 1don't know why. | had been recently discharged from 3 weeks in hospital. | was back at
home, and had been instructed to withdraw from one agi¢ipressant and onto another,
but the transition was very unstable for me. | went into the emergency department to seek
admittance to a safe environment, but was not accepted.

9 Able to prove | wasn't going to hurt myself or others

1 Comorbid conditions cannot go to medical unitX¥XX (pulat) due to psychiatric and self
harm reasons. Cannot go to psychiatric unikeX (publicjue to medical complications on
AN Cannot go t&XXX (privatediue to selfharm. Cannot go toXXX (privatehecause of self
harm and "far too ill to come to hospital" We don't treat eating disorders It would affect
other patients having someone so ill on the unit You are too old for treatment, you have had
the ED for too long, you will never get better

1 Whenl got suicidal again aftdieft the inexperienced shrinkasked the new one If
'should’ go he said he knelzould get through itlt did!

1 Talking to ER staff made feel lieidiot and | change the seriousness of my state of mind
to get out of therel was not actually refused admission.

1 It wasn't explained to me.

SECTION ON: S SERVICES MENHIEALTH PROFESSIONALS

Question2.  From the mental health professionals you have accessed, rate how much each has
helped you UNDERSTAND y®&EELINGS the most? (e.g. depression, anger,
frustration, etc.)

Answered question 95
Skipped question 58

CONSUMER RESPONSES

1 My OT formy hand laceration is brilliant...I couldn't speak more highly of XXX, XXX Medical
Centr& { SYA2NJ he¢ X

1 My casemanager has really helped me understand my feelingS¢he best!
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Surprisingly | have sometimes found the CAT Teams very useful and helpful. I think this is
because of their relationship with my psychiatrist.

| have a psychologist who is a B&fiacialist.

Many professionals | feel know very little about BPD and or stereotype which makes it
difficult for me to value anything they say.

All my supports are very supportive and all keep in contact with each other so they all know
whereL QY | fHat's-ggirig onpwith me.

Staff in day program at XXX clinic

There a good and poor professionals. Being quite transient is an issue in accessing
professionals.

The mental health team changes so often so sometimEXx or XX.Psychiatrist left town

Social worker was only used to assist wimtrelink issues etc., not in relation to actual
BPD but in relation to being in locked ward.

DBT outpatient therapy program.
BPD psychologist have helped me and others have not

ONE psychiatrist helped me sificantly. He then retired. All since then have never talked to
me longer than 15 minutes except when hospitalised, and only want to give me drugs most
2T 6KAOK R2y Qi KSfLI FYyR GUKS 2ySa GKIFIG R2 | NB

Public system is HOPELESS. The best ttinddl do was get out of it and go to private
sector

| have spent hundreds of dollars on treatment which has not helped me at all.

| believe that without a group of professionals helping someone with BPD it is harder for the
person to start to lead a norat life.

Social Worker being my Counsellor

Counsellor should be listed here

I have had incredible variety amongst the professionals | have been in contact with. The best
ones have a political critique of BPD and refuse to label me with it becausertbeyhiow

harmful that is. They see me as a person with legitimate suffering.

XXXSociety hasignificantly helped me.
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1 Government and noigovernment agencies have to justify why they see a client. So it is
easier to dump them and lessen the waiting list.

1 Some psychiatrists and psychologists have been quite awful and it has been easy to lose
faith in asking for help. However, there have also been some very good ones.

1 Once someone told me what my diagnosis was, (it was at least a month after accessing
treatment before | was advised of my diagnosis), | was able to ask questions and they were
able to respond with the correct information. It was my Social Worker who asked if | knew
what was wrong with me, and told me | had BPD. | found this diagnosis extreffezlgive
as | thought it meant that there was something wrong with my personality...and my
personality is who | am...so therefore 'who | am' is all wrong. That was awful and I'll never
forget that moment.

1 GPA&a OSNEB adzLJLJ2 NI A @S tanddéeli@e Say Qi KSt L) YS dzy RS

1 A mental health nurse who understands BPD was/ is the most helpful foamdethey don't
appear on this list. Alsahe invaluable understanding and explanation received from peers
with the same diagnosis has made my journey easier.

Question10. Do you have any further comments about this section?

Answered question 17
Skipped question 136

CONSUMER RESPONSES

1 These professionals are only able to respond appropriately to particular issues. They do not
respond well to setharming or suicidal feelings and behaviours often getting angry as a
result and not supportive or helping to work out crisis plans and stiaseg

1 My psychiatrist has taught mieow to manipulate the mental health system to my better
advantage. It is a really useful skill. For example, if | am admitted to a public psychiatric unit
he generally emphasises that | havepBlar and underplays thedthplex Post Traumatic
Stress Disorder. He tells me which psych. nurses are the good eggs and tries to manipulate
so they become my contact nurses if at all possible. He says to try really hard not to self
harm but if | do its OKdon't make it worse by sime-based escalation. Say sorry if you
mean it and don't say sorry if you don't. He says, "Make sure people can see you about. They
panic if they can't find you'. Most importantly of all he assures me they won't kick me out
because he won't let them. Thisings peace | allow myself to rest and not be concentrating
so hard on staking a claim by skdrming and being desperate. Other patients always teach
you stuff too. Listen to their insight about places like acute units. They know what to do to
achieve pur goals which might be to stay in or might be to get out without bringing the
wroth of the unit down on your head. It is very easy to be seen to be bad rather than mad
when you have a diagnosis like BPD
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| saw a psychiatrist for 12 years who treated mednxietyand depression The last 4 years
of which | became more unstable and alcohol dependent It was not until my new GP
referred me to a new psychiatrist for treatment and admissioiX¥X clinic thdtwas
diagnosed with BPD | felt cheated and let dhotlvat | could have received treatment sooner

Give me the money so | can manage my own plan.
Bit confusing to me

So the only way in rural to get help when in a crisis is to present at emergency dept. who has
GPs on a roster system so if you geG®who does not understand mental health then you

do not get help. Even if admitted no mental health help until mental health nurse on duty
mon-ri 9 days a fortnight $pm. Then wait foGPto help when back on duty.

No

Here is no real Emergency Team. | know there is the CAT for public hospitals, but that does
not include critical cases which require transport. For instance, there is the police for crime,
fire brigade for fires, and ambulances for physical emergencies;daoie one call if there is

a chronic panic attack or psychosis episode?

| believe that the degree and swiftness of response in my time of need, has been due to the
fact that | was using the private sector. | have found the public sector to be extremely
unhelpful and very much disrespectful; therefore | do not use their services if | can help it.

| consider myself to be one of the lucky ones as | had both the help from the private and
public sectors. | know other people with BPD that only had the puldiesyto rely on and
went backwards because of the lack of funding and understanding from the public system

| consider that | am one of the lucky ones who always kept up my private health cover.
Without this | would not have had the opportunity to be adtad into a private clinic. | saw
many people with BPD that did not have the same opportunities that | did and they had to
walit for a long period of time for the help that | got straight away. More money is needed for
people with BPD (to help with services) this horrible infliction is caused mostly through
people from dysfunctional families. | was very demanding at the height of the disease
(Wrong word to you | know) and | did not realise it.

Again, | think that the issue of support and treatment of egearcy departmenstaff and
ambulance officers should be included as they are the least trained to support people with
BPD but are often used at times of emergencies.

Yes, my biggest problem has not been in crisis situations. That is when help is avdijable
problem has been any other time, when | feel distressed and know that | am on the path to
seltharm or suicide. There are no supports available then, except Lifeline and Suicide line,
neither of which are ongoing supports. This feels crazy!!! | amgdibie right things in
developing sefawareness, but | am having to do so with utterly inadequate supports.

During admission there is no questions regarding whether your children are being looked
FFGSNXPISNE ol RXGKS gK2tS FlLYAte ySSR G2 o06S8 .|
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illnesswww.copmi.com.athas atraining elearning that is excellent and should be a
compulsory part of training and education any person involved with mental health. Keeping
families together is important.

1 There is a lot of variability XX (privatelave been fantastic to methe art therapist there
saved my life big difference to other hospitals. Have just started seeing one excellent
psychologist who is much better than any others | have seen, so this can be an individual
thing

1 The psychiatrist had for two years did not helat all she tried to counsel me amnavas
going weekly as well as my psych and this made me worse bl f A 3SR &4KS RARY
what she was doing it does NOT help talking about abuse. | have the new shrink who knows
BPD and my psych who is the expestdnon BPD anbam doing much much better

1 Services are available but | do not access them easily because of Borderline trust and safety
issues. This is my current professionals that | had handpicked in the past | seen professionals
that did more harm tha good. My advice to others is seek doctors till you are understood
and respected

SECTION ON:GENERAL SUPPORT $ERY

3. Do you have any further comments about this section?

Answered question 19
Skipped guestion 134

CONSUMER RESPONSES

1 1am now, as | get older, so much more committed to solutions which involve people
working with each other and getting away from the oppression of too much therapy. | am a
writer but | don't want writing therapy. | am an artist but | don't want art theraplgave a
tertiary education and | need a job but | don't want a sheltered workshop or a cleaning job
I would last five minutes and probably lose my pension. | want my career back again. | want
to help others and in return others help me. This limits ttamage of very uneven power
whichdestroysmany secalled 'therapeutic' relationships. My present psychiatrist checks
0KS LI26SN aidzF¥F gAGK YS O2yadlyidted 1S ala i
sometimes | say, "yes". Sometimes | want hintake over for a while. | had a good
counsellor once and she used to have a stone which we would pass back and forward as a
concrete (but much more beautiful) token of me passing my power to her for a while and
then her giving my authority for my own lifabk to me when | am ready. This worked really
well. She made a tape which | could play when she was on holidays. Just to hear her
reassuring voice was enough to avert crisis during these holiday periods that | often find
very difficult. She also talked toe honestly about power and how you have to have
enough trust to give and take power in a healthy relationship with anyone who calls
themselves a therapist. If this trust is not there then find someone else. | have found it is
very difficult to leave a batherapeutic relationship' when you should. | reckon this is a
major flaw in many relationships. | have stayed far too long in destructive therapeutic
relationships because | didn't know how or have enough personal power within that
relationship to move n. What a waste of time!
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I am not eligible for anything. Although | work, | also have massive debt and therefore have
little disposable income.

The drug and alcohol support services has been the 12 step fellowships.

Information is still not easily and readily acceptaldemetimes it is a fluke or sometimes
you find out years later that something close to home was available

My seltharming and addictions are around shopping and food and wasting money and sex,
dangeraus driving, impulsivity etc. These are not seen and understood akagetf but they
are.

| thought trying to buy my own home would be a wise move but it is expensive and difficult
to cope and am scared to make decisions

Centrelink support is pretty ba@r people with mental health issueshey don't really care
about what's happening with you, as long as you fill in the right forms and tell them the
right thing.

Public housing services are very difficult to deal with; many times | have had to go to a
politician to get anyone to actually do anything. | do have a very nice flat in central city at a
low rent, but there actual customer service is woeful. Very defensive, hostile
even...absolutely shocking.

All community services that | have tried to accassnot equipped for fast action. | had to
spend 3 nights in my car before | had an emergency housinggdoelcthen | was left to my

own devices to find longerm accommodation (despite not knowing anything about real
estate). And Centrelink were hopele$sam forever in debt to pay my medical bills and
medication because Centrelink does not provide enough income to balance rent, food and
bills.

Lifeline was woeful, in as much as it put me on hold for hours. The local CAT contact was
much more helpful im more reasonable amount of time.

Love lifeline, they are fantastic
Have not had a relationship for 16 years

| on my volition | attend a twelve step progrgdXXXXX

XXXhave been good at supporting me when initiated by my case manager (checking | am
safe over a long weekend or on new medication) but when | have called when having an
emergency they have always referred me straight to emergency.

Very few people are aware of what help they can get. Information not readily available.
Centrelink give ogl minimal assistance regarding what money you can access. No money no
F22R y2 K2YSXalatz2¢Qa [ X
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9 Itis bestl found to have minimum services in my life. It is better for me and my BPD to be
around well people or others who have recovered from BPD or kmmwto manage itlt
never helped hanging around other mental health patiehtdo best now becaudehave
part time work some uni .hobbies and community groups that have well people in tdgm.
BPD can 'make' me act like peoplem aroundsol be withwell peoplel learn to act more
well

1 What about employment support providers?? | have had federal disability employment
support for over a decadelots of people with borderline personality disorder work. We can
and want to work- but sometimes need sumpt. Getting and keeping a job is important to
adults. What about parenting support groups? While I'm not a parent lots of people with
borderline personality disorder are

9 Services are available but getting myself into them is a major problem.
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APPENDIX.
JURVEYEXPERIENCE OF CONSUMERS WITH THE DIAGNOSIS OF
BORDERLINE PERSONALTY DISORDER

Page: Demographics
1. In which State/Territory do you live?
QLD

NSW

ACT

VIC

TAS

SA

WA

NT

2. Location
Capital City
Regional Town
Remote Town
3. Gender

Male

Female

4. Age

Under 18

1824

25-39

40-49

50-64

Over 65

5. Marital status

Single
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Spouse/Partner
Separated/Divorced

Widowed

6. How many children do you have?

None

2

3

4 or more

7. How many are dependent children?

None

2

3

4 or more

8. Are you of Aboriginabr Torres Strait Islander descent?
Yes

No

9. What is your country of birth (if not Australia)

10. If you were not born in Australia, how many years have your lived here?

11. What language do you speak at home (if other than English)?
PAGE: BACKGRODMNFORMATION

1. What is your main or primary diagnosis?

Borderline Personality disorder (BPD)

Anxiety Disorder

Post Traumatic Stress Disorder (PTSD)

Obsessive Compulsive Disorder (OCD)

Bipolar Disorder
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Schizeaffective disorder

Eating disorder
PAGE: BACKGROUNBORMATION

1. Do you have any other mental health diagnoses? Select all options that apply
Borderline Personality Disord¢BPD)

Anxiety Disorder

Post Traumatic Stress Disorder (PTSD)

Obsessive Compulsive Disorder (OC)

Bipolar Disorder

Schizeaffective Disorder

Eating disorder

Not applicable

52yQiG 1y26

2. What medications do you currently take for mental health issues?
None

5 2 ykebiv

Anti-Depressants

Anti-Anxiety

Anti-Psychotic

3. If you are not sure of what the medications are fqulease list the names here

4. How many years ago were you diagnosed with Borderline Personality Disorder?

5. | have been in treatment for borderline personality disorder for:
Less than 1 year

Between 13 years

Between 35 years

Between 57 years

Between 79 years

More than 9 years
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6. Which medical professional made the diagnosis of BPD?

General Practitioner (GP)

Psychiatrist

Psychologist

Mental Health Nurse

52y Qi 1y26

7. Did that medical professional explain to you what Borderline Personalitgdder means?
No

Yes

834 oddi RARYQO dzy RSNEGE YR

PAGE: IMPACT OF MENTAL HEALTH SUPPORT SERVICES

1. To what extent have the following caused you anxiety?
Very anxious Anxious Neutral/No Effect N/A
Fear of losing mental health support
Fear of losing a long term therapist
Lack of long term/consistent support

Discrimination because of Borderline
Personality Disorder diagnosis

Not being taken seriously

Being treated badly

Not feeling respected

Unable to access support when | need it
Lack of choice of support services

Long waiting lists/times to see mental
Health professionals

Services not available in my local area
Financial cost of accessing services

2. How helpful have the following been in the management of your condition?

SeBOl Wbhbk! Q 2y (KS NRARIK:G KIyR &AARS 2F GKS aoltS F2N I ye

Very unhelpful Unhelpful Neutral Helpful Very Helpful
Identifying early warning signs

Developing a crisis plan

Not used
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Education and informtion about BPD
Medication
Hypnotherapy

Psychotherapy (long term and/or
Regular therapist)

Cognitive Behavioural Therapy (CBT)
Dialectic Behavioural Therapy (DBT)
Trauma Counselling

Hospital admission

Mental health support groups

(e.g. depressioranger management,

PTSDetc)

Community support groups (e.g. art therapy,
Friendship groupstc.)

3. From the above services, are then any you wanted to access but were/nave not been able to?

No
Yes

4. From the above services in the past, what has contributed most to support your recovery?

For example, support from GP or Psychologist, Group Therapy, Mental Health Team, medication, etc.

5. From the above services, what has been lehasipful/prevented/interfered the most to your recovery?
For example, unable to access support when | heed it, am not taken seriously, affordability or availability of support

services etc.

6. Have you been admitted into hospital for issues related to BREhe past:
3 months

6 months

9 months

18 months

More than 18 months or no admissions

PAGE: GENERAL PRACTITIONERS

1. To what extent has your GP supported you with issues related to BPD?
Supported
Neutral

Not supported

FOUNDATIONS FOR CHANRARTL- CONSUMERS:
Experiences of Consumers with thieiagnosis of Borderline Personality Disord@PD)
December, 2011

Pa@y of 107



Have not received any pport from by GP

2. How often do you have longer appoints with your GP (i.e. double appointments)?
Always

Sometimes

Never

3. How often does your GP provide you with personal counselling?

Weekly

Fortnightly

Monthly

More than monthly

N/A does nofprovide personal counselling

PAGE: GENERAL PRACTIONERS

1. How long have you been receiving personal counselling from your GP?
Less than 6 months

6-12 months

1-2 years

2-5 years

5-10 years

Longer than 10 years

2. Has your GP referred you to amf the following mental health professionals? (Select all than apply)
Mental health team

Psychiatrist

Psychologist

Social Worker

Occupational Therapist

Counsellor (other)

No referral given

PAGE: PUBLIC & PRIVATE MENTAL HEALTH SERVICES

1. Select fom the following options which one best describes your access to public and/or private mental
health/hospital services

Only use public mental health services/hospitals
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Only use private mental health services/hospitals

Use mostly public mental healervices/hospitals and some private
Use mostly private mental health services/hospitals and some public
52y Qi 1y26

PAGE: HOSPITAL ADMISSIONS PUBLIC

1. How often have you been admitted to hospital for issues relating to BPD?
Never

1 time

2 times

3times

4 times

5 or more times

2. How many hospital admission have you had in the past 3 years for issues relating to BPD?

3. Have your ever been admitted into hospital involuntarily (i.e. without your request/consent to be admitted)?
No

Yes

5 2 ykebiv

4. Approximately, how many days/weeks was your longest stay in hospital for issues relating to BPD?

5. What has been your longest stay in hospitat mental health issues?
Not applicable

1 day

3 days

1 week

2 weeks

3 or more weeks

6. Have you ever asked to be admitted into hospitaécause of mental health issues but been refused?
No

Yes

PAGE: HOSPITAL ADMISSIONS

FOUNDATIONS FOR CHANRARTL- CONSUMERS:
Experiences of Consumers with thieiagnosis of Borderline Personality Disord@PD)
December, 2011 Pa@9 of 107



1. How important was each of the following to you when requesting a hospital admission?
Very important  Important Not important Not applicable

Feeling suicidal
Feelings of self harm
Feeling unsafe
Life in chaos
Depression
Anxiety
Drug/Alcohol problems
2. If you asked to go to hospital, who refused to admit you into hospital?
General Practitioner (GP)
Psychiatrist
Psychologist
Case Manager
Mental Health Nurse
Director of Nursing
Clinical Director
52y Qi 1y26
3. Briefly describe the reason why you were refused hospital admission
4. Indicate below how you FELT and the level of IMPACT on youtahbaalth state when you were refused hospital

admission

Had a significant Impact Had some Impact Did not Impact  Not applicable

Anxious
Angry
Frustrated
Depressed
Suicidal
Relieved

Alonel/isolated

PAGE: HOSPTAL ADMISSION PRIVATE

1. Have yowver been admitted to a private hospital/clinic because of issues relating to Borderline Personality Disorder
(BPD)
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No

Yes

PAGE: HOSPITAL ADMISSIQORRBIVATE

1. How long have you been admitted to a PRIVATE hospital for issues relating to BPD?
Newer

1 time

2 times

3 times

4 times

5 or more times

2. How many hospital admissions have you had in the past 3 years for issues relating to BPD?

3. Approximately how many days/weeks was your longest stay in hospital for issues relating to BPD?

4. What has been your longest stay in hospital for mental health issues?
Not applicable

1 day

3 days

1 week

2 weeks

3 or more weeks

5. How important was each of the following to you when requesting a hospital admission?
Very important  Important Not important Not applicable

Feeling suicidal

Feeling of self harm

Feeling unsafe

Life in chaos

Depression

Anxiety

Drug/Alcohol problems

6. If you asked to go to hospital, who refused to admit you into hospital?

General Practitioner (GP)
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Psychitrist
Psychologist
Case Manager
Mental Health Nurse
Mental Health Unit Manager
Director of Nursing
Clinical Director
52yQli 1y26
7. Briefly describe the reason whyou were refused hospital admission
8. Indicate below how you FELT and the lee€IMPACT on your mental health state when you were refused hospital
admission?
Had a significant impact Had some impact Did not impact  Not applicable
Anxious
Angry
Frustrated
Depressed
Suicidal
Relieved

Alone/isolated

PAGE: SUPPORT SERVUGHSNTAL HEALTH PROFESSIONALS

1. Which mental health professionals have you seen specifically for issues relating to Borderline Personality
Disorder (BPD)? Select all options that apply

General Practitioner (GP)
Psychiatrist

Psychologist

Mental Health Worker
Occupational Therapist (OT)
Social Worker

None have not accessed support from mental health professionals

PAGE: SUPPORT SERWGHESNTAL HEALTH PROFESSIONALS

1. How long have you been accessing support from mental hepittfessionals?

Less than 6 months
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6-12 months

1-3 years

3-5 years

5-10 years

More than 10 years

2. From the mental health professionals you have accessed, rate how much each has helped you UNDERSTAND your
FEELINGS the most? (e.g. depressiomes, frustration,etc.)

Significantly helped me somewhat helped me  Has not helped me Not applicable/
Have not accessed
General Practitioners (GP)
Psychiatrist
Psychologist
Mental Healthworker
Occupational Therapist (OT)
Social Worker
None
4. From the mental health professionals you have accessed, rate how much each has helped you MAIQAGE
MENTAL HEALTH the most? (e.g. identifying early warning signs, provided strategies todgigentifying triggers,
know whenl am more at risk, helped me maintain relationships, etc)
Significantly helped me somewhat helped me  Has not helped me Not applicable/
Have not accessed
GeneralPractitioners (GP)
Psychiatrist
Psychologist
Mental Health Worker
Occupational Therapist (OT)
Social Worker
None
5. From the mental health professionals you have accessed, who has helped you the LEAST in understanding and
managing your mentdiealth? Select all that apply
General Practitioners (GP)
Psychiatrist
Psychologist

Mental Health Worker

Occupational Therapist (OT)
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Social Worker
6. Do you feel treated in a respectful manner?
Yes
No
7. When you are in a crisis and have requested help, how long does it take for a mental health professional to respond
to you?
The same day
Within 2 days
Between 2 daysg 1 week
Longer than a week
Does not respond
8. How responsive have each ofetollowing mental health professions been in a crisis?
General Practitioners (GP)
Psychiatrist
Psychologist
Mental Health Worker
Occupational Therapist (OT)
Social Worker
Non were responsive
9. In general, how satisfied have you been wihbrvices provided by the following mental health professional that you
have accessed?
Very satisfied Satisfied Neutral Unsatisfied Very unsatisfied Not applicable?
Have not accessed
General Prattioners (GP)
Psychiatrist
Psychologist
Mental Health Worker
Occupational Therapist (OT)

Social Worker

Non were responsive

10. Do you have any further comments about this section?

PAGE: SUICIDE
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1. Have you ever had thoughts offending your life?
No
Yes

If you b not wish to answeSkip this suicide section

PAGE: SUICIDE

1. If you sought support after having these thoughts from any of the list below, rate how supportive they were

General practitioner (GP)
Psychiatrist

Psychologist

Mental HealthwWorker

Hospital
PAGE: SUICIDE

1. What is the longest time it took to get support after requesting it?
Same day

1-2 days

2-3 days

3-5 days

5 daysg 2 weeks

Longer than 2 weeks

Did not get a response

Skip this section

PAGE: SUICIDE

1. When you have suicidahoughts and request support, are you generally taken seriously?
No

Yes

Skip this section
PAGE: SUICIDE

1. Have you ever made a serious attempt to end your life?

No
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Yes
Do not wish to answer

Skip this section
PAGE: SELF HARM

1. Would you like tgproceed with this section?
No¢ | want to skip this section

Yesg Proceed with this section
PAGE: SELF HARM

1. Have you ever had thoughts of harming yourself (for example cutting, burning, ingesting fluids/medications, etc
where you have caused yourselfdrm)

No
Yes
Prefer not to answer this question

Skip this section
PAGE: SELF HARM

1. Have you ever self harmed ? ((for example cutting, burning, ingesting fluids/medications, etc where
You have caused yourself harm)

No

Yes

Prefer not to answer

Skip this section
PAGE: SELF HARM

1. After self harming, did you seek support from any of the following health professionals? Select all that apply
General Practitioners (GP)

Psychiatrist

Psychologist

Mental Health Worker

Occupational Therapist (OT)

Social Worker

Did not seek support

Skip this section
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PAGE: SELF HARM

1. As aesult of your self harm have you ever sought medical attention?
No

Yes

Prefer not to answer

Skip this section
PAGE: SELF HARM

1. Who did you see for medical attention relating to your self harm?
General Practitioner (GP)

Hospital/Emergency Department

Prefer not to answer

Skip this section
PAGE: SELF HARM

1. What is the longest time you had to wait in an emergency departmémtyour self harm?
Immediately

1-4 hours

5-8 hours

More than 8 hours

52y Qi 1y26

Prefer not to answer

Skip this section
PAGE: SELF HARM

1. As a result of your self harm, were you referred to a mental health professional (for example psychiatrist,
psychologist, social worker, mental health team, etc)

No
Yes
52y Qi 1y2¢

Skip this section
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APPENDIS.
H ECTRONIC COPY OF EMAIL USED FOR DISTRIBUTION OF SURVE

Would you support us in forwarding this email throughout your networks requesting recipients to do
the same. This is a first of its kind in Australia and we are inviting people to complete a
survey. Extensivenational distribution and completiois vitd.

Are you a consumer or carer affected by the diagnosis of Borderline Personality Disorder?

We are undertaking a national survey to better understand the needs of consumers and
carers affected by BPD, to know what supports assisted most and whatrsaarid gaps

there are in accessing help in the current mental health system. The information gathered

will be used to infornturrent andany future initiatives and advocate for improvement and
change in the treatment and care for persons affected by BiRRQreeir carers. A brief report

2F GKS FTAYRAYy3IA gAff 0SS gNRGGSY YR gAff 0
www.pmbhccn.ordater this year.

w»

The surveys will not identify you!
Survey links:
ConsumelExpeaiences of Care for people affected by Borderline Personality Disorder

https://www.surveymonkey.com/s/CVCCZJT

CarerExperiences of Care for people affected by Borderline Personality Disorder

https://www.surveymonkey.com/s/CVWJ63K

Go into the draw for one of ten $50 prepaid Visa card

The surveys are very comprehensive and will take a while to complete, but please be patient
as this is the fst opportunity of gaining as much information from consumers and carers as
possible. To acknowledge your assistance, we are offering five $§tamtd/isa cards to
consumers and five $50 pyqeaid Visa cards to carers who complete the survey and the
voucker link. We will randomly select these people to receive these cards.
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2SS NB | f a2 IfanialCorisimériaidyCarerdsaal itpeople affected by
the diagnosis oBorderline Personality DisordeFhe purpose is to have a consumer and
carer group which we can refer to and obtain information from, to assist the continuing
advocacy for the provision of better services thghout the Australian public and private
mental health sectors.

People joining, can choose only to be identified by their email address.
To join, click onto this link:
Informal Consumer Carer Group for people affected by Borderline Personality Disorder

https://www.surveymonkey.com/s/QDZRZYN

Thank you for your interest and support in distribution this email throughout your networks.

Regards, Janne

Ms. Janne McMahon OAM

Independent Chair

Private Mental Health Consumer Carer Network (Australia)
PO Box 542, MARDEN SA 5070

www.pmhccn.org
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ACRONYMS

AMA
APA
ASPD
BPD
CBT
CDMS
CSA
CVvT
DBT
DSM
ED
ERG
ICDB10
ITP
MACT
MBT
MBCT

NESARC

NICE
NCSR
NSW

NZ

ONS
PMHA
PMHA CCN
PTSD

QIP

QoL

Australian Medical Association
AmericanPsychiatric Association

Anti-Social Personality Disorder

Borderline Personality Disorder

Cognitive Behaviour Therapy

Centralised Data Management Service
Childhood Sexual Abuse

Comprehensive Validation Theory

Dialectical Behaviour Therapy

Diagnostic and Statistical Manual of Mental Disorders
Emergency Department

Expert Reference Group

International Classification of Diseasgs0™ Edition
Interpersonal Therapy

Manual Asisted Cognitive Behaviour Therapy
Mentalizationbased Therapy

MindfulnessBased Cognitive Therapy

National Epidemiologic Survey on Alcohol and Related Conditions

National Institute for Health and Clinical Excellence
National Comorbidity Survey Replication

New South Wales

New Zealand

Office of National Statistics (UK)

Private Mental Health Alliance

Private Mental Health Alliance Consumer and Carer Network

Post Traumatic Stress Disorder
Quiality Improvement Project

Quiality of Life
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SFT
SRO
TFP
TOR
UK
USA

Schemdocussed Therapy

Senior Research Officer
Transferencdocussed Psychotherapy
Terms of Reference

United Kingdom

United Statesf America
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