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Medicare Item Numbers for Eating
Disorders

Executive Summary

Thank you to butterfly and the Avs. governmeniforimplementing these changes. lthashelped enormously ond hos lified o
huge weightoffmy shoulders. lisstressfulenough getting treatmentwithoutihe odded financiolpressuresond ilshelped ease
ot

Background and methodology

An online survey aimed atundersianding the experiences of accessing freatmentunder M edicare ifem numbersforealing
disordersamong eating disordersufferers and theircarershasshown the M edicare Benefits Schedule items (MBS items]

fo be ofincredible benefit.

InNovember2019 the Commonwealth Governmentintroduced 64 new MBS itemsnumbersio provide care for
eligible patients living with an eating disorder. The aim of this survey wasfo understond the experiences ofindividuals
who have accessed freatmentunderihis scheme and fo gain insights info any barriers/challenges experienced in

accessing the benefits.

An anonymous online survey comprising both open-ended and forced-choice questions was distributed through Butterfly

Foundation's social media platforms, organisational networks and lived experience community.
Key findings

Atotalof 237 respondents who complefed the survey had lived experience ofaneating disorder orwere carers of
individuals who have,/had a lived experience of eating disorders. A Inostall parficipants were female [99.3 percent| and
identified as Australian. M ost (63 percent] lived ino metropolitan suburban area.People with Anorexia Nervoso were

also over-represenied.
A very high level of awareness of the MBS items exists

The majority of the sample were aware of the new MBS items with only 15% of the total sample being unaware or unsure if they

were aware of the new items.
Media stories and Butterfly’s communications played a critical role in driving awareness

Both the media and Butterfly Foundation have played a critical role in creating awareness of the MBS items among eating
disorders sufferers and their carers; 29 per cent of respondents said that they heard about the items from the media, while 24

per cent cited Butterfly as the source of information.

Butterfly was also mentioned as an important source for recommendation to participants in accessing allied health care

professionals who had specialised knowledge in treating eating disorders

The first mental health professional did notidentify an eating disorder after ot 4 visits when my doughier was in desperate
]

need. Once we confacied the Butterfly Foundation and received o recommended psychologistwe were hankfully on the

rightirack.
Widespread improvements in accessibility

The findings from this survey suggest that the MBS items have provided significant benefits to many individuals suffering from

eating disorders and those that care for them. The scheme has made treatment more accessible and affordable. Just over 95

BUTTERFLY.ORG.AU 2



per cent of those respondents who were able to access Eating Disorder Management Plans (EDMPs) perceived the new

MBS items as helpful to them or the person for whom they care.
Respecitful, empathic care supporting recovery

The vast majority of those who had obtained an EDMP (87.7 per cent) believed their values, needs and preferences had
been respected in the development of their EDMP. A smaller, but substantial majority (60 per cent) found the development of
the EDMP had helped them to better understand their ED and treatment goals. Only 20 per cent believed it had not helped

them.

The maijority of respondents (83 per cent) reported receiving empathic and competent care. Some commented that the Plan

had been instrumental in their journey towards recovery:

This new scheme has provided me with the supporilreally needed and could never have accessed before. I'm forever

grofeful Tjusihope Icankeep accessing freatmentuniil I'm fruly ready, withoutitbeing cufshori.

Icannofexpressenouvghhow muchifchanged my life.

Most Eating Disorder Management Plans are developed by GPs

Under the new MBS items only general practitioners, psychiatrists and paediatricians are allowed to provide an Eating

Disorder Management Plan (EDMP). The vast majority of respondents (93 per cent) reported a GP had completed the EDMP.
Lack of awareness among GPs is a significant barrier to care

While many had benefited from the scheme there were sfill barriers to access for a number of the participants. One of the
biggest barriers to accessing the scheme was gaining access to general practitioners who are aware of the scheme and have

the knowledge needed to fill out the forms.

When lwentio getthe M edicare plan, the GP had no ideo whatitwas and had fo contact 3 other GPs before finding

someone who knew aboutil
Out-of-pocket costs remain a barrier to care
Another big barrier is that even with the MBS items, treatment for some is still unaffordable.
Other challenges and barriers

Other barriers mentioned included the need for psychiatrist reviews, the eligibility criteria, and the narrow range of therapies

covered.

For some respondents, geographic location and lack of access to health professionals who specialise in eating disorders

created a barrier to accessing the MBS items:

eveloping plons, di

Overallgreatbufcould be improved with improved clarily re

{: fi: P .
ficulties getiing speciolisireview ave fo

costsand waillists, very restricied "confent' asfo whaican be discussed orworked on when billing vnderihis MBS number

as ED treatmentisnota one size fits all

Recommendations

Recommendation 1: Commission additional research to assess the impact of the MBS items on underrepresented

cohorts

As a sample derived through Butterfly’s existing community of supporters and followers, it is not necessary reflective of
experiences overall, and findings should be read in conjunction with other research. One particular limitation is that the sample
in this survey overwhelmingly identified as female, had a low representation of people identifying as non-binary or male, and

had limited representation of people identifying as Aboriginal and Torres Strait Islander and from a range of cultural and
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linguistic backgrounds As such, Butterfly recommends that additional research be carried out in partnership with community

organisations that can assist in eliciting survey responses from these cohorts.

Recommendation 2: Promote the MBS items on a recurring basis in order to maintain current levels of awareness over

fime

Widespread media coverage and dedicated promotion by Butterfly was effective in driving awareness of the MBS items,
facilitating improved access to treatment. To continue the current high level of awareness among people with eating disorders

and their families and carers, ongoing promotion is required.
Recommendation 3: Invest in targeted awareness raising of MBS items among GPs

Given that GPs are the most likely source of referral, Butterfly, other eating disorder organisations and GP professional bodies
should work to improve awareness among GPs. Potential interventions include the development of clear step-by-step instructions

on how to complete an EDMP, and adverfisements and editorial in indusiry publications.
Recommendation 4: Continue fo engage people with eating disorders and their families and carers

The views of people with lived experience situate administrative data within real world contexts and provide a crifical
counterweight o clinical perspectives. An eating disorder can be a disesmpowering experience, and person-centred care that
values the individual and understands freatment from the patient’s perspective helps tailor care that will support long term
recovery (Butterfly Foundation, 2016). Butterfly recommends that the views of people with current or previous experience of

eating disorders confinue to be sought in relation to the impact of the MBS items.
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Introduction and background

This report outlines the findings from a survey underfaken in Australia in June 2020, six months after 64 new Medicare Benefits
Schedule (MBS) item numbers were introduced to support a model of evidence-based care for eligible patients living with
eating disorders. The main aim of this survey was to understand the experiences of individuals in accessing these new Medicare
provisions, so Butterfly Foundation can better understand their needs and advocate on their behalf. The survey focused on
individuals with a current eating disorder, individuals who have previously experienced an eating disorder, and carers. Results

from forced-choice questions and open-ended questions are outlined in the findings below.

Methodology

An anonymous online survey comprising both open-ended and forced-choice questions was sent throughout Butterfly
Foundation’s social media and organisational networks. The survey contained 31 questions. The quantitative results were

analysed through SPSS. The qualitative results were analysed by a researcher who utilised a thematic approach.

The Sample

The overall sample comprised of 246 respondents. The data from nine respondents could not be included in further analyses as
they did not have lived experience of an eating disorder. The remaining respondents (n=237) could be divided info three

separate cohorts:

1. Individuals currently experiencing an eating disorder (80.2%, n=190)
2. Individuals who have previously experienced an eating disorder (7.2%, n=17)

3. Carers of individuals who have /had a lived experienced of eating disorders (12.7%, n=30)

The sample overwhelmingly identified as female (99.2%, n=235), with two respondents identifying as non-binary (0.8%, n=2).
From Table 1 it can be seen that three-quarters of the sample, identified as 'straight/ heterosexual’ (78.9%, n=183), 11.4% as
‘bisexual’ (n=27) and 4.2% as 'gay or lesbian’ (n=10). Eighteen respondents (6.7%) chose to self-describe their sexuality or
indicated they ‘preferred not’ to complete this question. One person stated they thought this question was ‘not relevant’ to the

subject matter of the survey.

Gender Identity

Number of respondents

Percentage of respondents

Straight/ Heterosexual

183

/8.9

Gay or Lesbian 10 4.2
Bisexual 27 114
Asexual 2 0.8
Pansexual 2 0.8
Queer 4 1.7
Prefer not fo say 8 3.4

Table 1. Self-reported sexual-identity of sample

The majority of respondents were aged between 18-30 years of age (see Figure 1). Nobody over the age of 60 completed

this survey.
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Age group
16

30
12%

7%

68
29%

m Under 18 = 18-30 = 31-45 = 46-60

Figure 1. The percentage and number of the sample in the different age groups

The maijority of the sample selected ‘Australian’ as their ethnic identity (n=214, 90.3%), with a small minority indicating they

identified with different ethnicities (see

Table 2).

Ethnic Identity Frequency Percentage
Australian 214 20.3
Aboriginal or Torres Strait Islander 4 1.7
Asian 3 1.3
Indian 2 0.8
Middle Eastern 2 0.8
European 7 3.0
North American 2 0.8
European- Asian 1 04
White Zimbabwean 1 04
Prefer not o say 1 04

Table 2. Self-reported ethnic identity — frequency and percentage
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The maijority of the sample reported living in a metropolitan suburban area (n=149, 62.95) (see Figure 2).

= Central Business District = Metropolitan suburb = Peri-urban

Figure 2. The frequency and percentage of respondents who live in different area classification

Results — Quantitative and Qualitative Findings

CEDs, PEDs and Carer Cohort characteristics

The overall sample was predominantly female (99.2%), which means it was not possible to explore differences between groups

based on gender identity. In terms of age (see Table 3), there was no significant association between age groupings for the

Where do you live?

23 12
10% 5%

33
14%

20
8%

CEDs and PEDs (. ?=2.70, p>0.05).

Regional City = Rural Area

CEDs PEDs Carer
Under 18 14 (7.4%) 0 2 (6.7%)
18-30 109 (57.4%) 12 (70.6%) 2 (6.7%)
31-45 56 (29.5%) 5(29.4%) 7 (8.6%)
46-60 11 (5.8%) 0 19 (63.3%)
Over 60 0 0 0
Total 190 (100%) 17 (100%) 30 (100%)

Table 3. Cohort demographic characteristics

No significant differences associations were found between the cohorts and other demographic characteristics (i.e., area where

they live, sexual identity or ethnic identity (Australian/ other identity)).
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Table .
2
0
0 0
0 0
0 0
0
Total 30 (100%)

and
-binary







































































































