
 

1 
 

 

Evidence from Experience 
A summary of information provided to  

the National Eating Disorders Collaboration  

by people with experience of eating disorders 

June 2011 

 



 

2 
 

Evidence from Experience 

June 2011 

Acknowledgements 

 

This report presents feedback from members and supporters of the National Eating Disorders 

Collaboration who have experience of eating disorders, collected through a qualitative survey and a 

focus group. 

The Evidence from Experience project was conceived and implemented by the Co-chairs of the 

National Eating Disorders Collaboration’s Evidence from Experience reference group and facilitated 

by Partners in Practice. 

The focus group and report were made possible by a grant from the Mental Health Council of 

Australia. 

The development of this report has been a collaborative effort involving many people with 

experience of eating disorders and supported by staff from the Eating Disorders Foundation of 

Victoria and the Butterfly Foundation.  

The National Eating Disorders Collaboration and Partners in Practice gratefully acknowledge the 

commitment, time, effort, and courage that people have brought to this process and extend thanks 

to everyone who participated in the Evidence from Experience project. 

 

 

Kirsty Greenwood       Lesley Cook 

June Alexander        Director 

Madeleine Sewell      Partners in Practice 

Co-Chairs 

Evidence from Experience Reference Group 

National Eating Disorders Collaboration 

       

       

 

 

 



 

3 
 

Executive Summary 

The information in this report has been collected in consultation with members of the Evidence from 

Experience group, a reference group of the National Eating Disorders Collaboration. 

Members were given an opportunity to complete an online template of open-ended, qualitative 

questions. A smaller group of people, representing each state, were invited to participate in a focus 

group to review and add to the feedback from the online consultation.  Eighty eight people 

participated in the online consultation and twenty four people attended the focus group. 

The consultation questions started from findings from stakeholder consultation in the first phase of 

the National Eating Disorders Collaboration, published in the first national framework for eating 

disorders ‘Eating Disorders: The Way Forward’ in 2010. The purpose of the consultation was to 

confirm the continuing relevance of findings from phase one and expand on these findings with 

more practical examples of how treatment and support services can best meet the needs of people 

with eating disorders. 

While a variety of questions were posed, similar responses were received to all questions. An 

analysis of feedback identified five dominant themes: 

 Person centred and recovery oriented approaches that ensure that the person with an 

eating disorder is at the centre of the care they receive.  

 

 Early intervention, defined as strategies that enable people to access services as soon as 

they are needed; early in the development of illness and early in recurrent episodes of 

illness, with immediate access to the treatment and support people need to reduce the 

severity, duration and impact of the illness. 

 

 Flexible, multi-disciplinary treatment options able to meet the different needs at each stage 

and level of illness supporting real choice and individually tailored treatment pathways at all 

stages of illness and recovery.  

 

 Collaboration in treatment involving all of the service providers working together with the 

person and their family or carers to plan, implement and evaluate treatment.  

 

 Community awareness of eating disorders as serious illnesses. Educated and resourced 

families and frontline professionals able to contribute to prevention and early identification 

of eating disorders and to provide a supportive environment in which people who have 

eating disorders can work towards recovery.   
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Evidence from Experience 

Background to the Evidence from Experience Project 2011 

The Evidence from Experience Group is a reference group of the National Eating Disorders 

Collaboration (NEDC). The group is made up of people with personal experience of an eating 

disorder, carers or family members of a person with an eating disorder, and representatives of 

community organisations supporting people with an eating disorder, all of whom wish to contribute 

to the work of the NEDC. 

The first National Framework for Eating Disorders ‘The Way Forward’ published by the NEDC in 2010 

concluded that “Consumer and carer opinion needs to be better coordinated into all stages of the 

prevention, treatment and management of Eating Disorders (The Way Forward, p 8). 

 

The NSW Mental Health Consumer Perceptions and Experiences of Services (MH‑CoPES) (NSW 
Health, 2006) identified that: 
 
Consumers’ perceptions and experiences of the services they receive are central to the outcomes that 
are achieved. The growing body of literature focusing on recovery from mental illness also 
establishes the importance, from consumer perspectives, of things frequently not considered or 
prioritised by health services, as affecting health outcomes. 
 
The Evidence from Experience group was formed to ensure that evidence, based on personal 

experiences of an eating disorder and/or living with or caring for someone with an eating disorder, 

will be included in the design and content of all of the reports, outputs and activities of the NEDC. 

To enable members of the group to participate in consultation and to contribute in a meaningful 

way, the Evidence from Experience group developed a stakeholder consultation tool (Appendix 2) 

and a focus group (Appendix 3). 

 

The questions asked in the survey and focus group were based on findings from the Consumer and 

Carer Review Forum from phase one of the NEDC. The purpose of the activities was to confirm the 

continuing relevance of these findings and to develop a more detailed description of what the 

recommendations from phase one could look like in practice. Identified themes from the 

consultation will inform the development of the Eating Disorders National Framework and Gap 

Analysis reports. 

 

Consultation Principles 

 

The principles of empowerment evaluation detailed by Wandersman et al. (2005) have been used as 

for this consultation strategy with an emphasis on:  

 Community ownership with stakeholders taking joint responsibility for designing and conducting 
the consultation process  

 

 Inclusion and democratic participation based on shared decision-making, deliberation, 
communicative action and authentic collaboration. 
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 Community knowledge, information and experience is valued and respected and used to make 
decisions, understand the context and interpret evaluation results. 

 
Stakeholder Consultation Questions 
 
A number of open-ended questions were posed to collect qualitative responses. This was an 
exploratory approach designed to help people shares ideas in their own words. 
 
The questions were based on findings from phase one of the NEDC.  
 
Group 1: Questions about Treatment 

In phase 1, we found that people want a comprehensive, holistic approach to treatment that 

provides for all stages of illness and offers choices for individuals and families. 

 If  ‘choices for individuals and families’ are an important part of the approach to eating 
disorders,  what does ‘choice’ look like in practice? 

 “Collaboration to provide seamless transitions between care levels” was identified as an 
important part of treatment. What do you believe helps to make transitions ‘collaborative’ 
and ‘seamless’? 

 What would you want frontline professionals (e.g. GPs, counsellors, and teachers) to know 
about eating disorders and about the personal experience of eating disorders to help them 
respond in the right way to people who are seeking, or appear to be in need of, help? 

 If we could design the ideal service for people with eating disorders and their families, what 
would it look like? Another way to think about this is to ask yourself ‘what are the most 
important points at which people need to receive help and what kinds of treatment should 
be available? 

Group 2: Questions about Information and Promotion 

In phase 1, we found that getting access to good information was an important issue for prevention 

and early intervention. We also found that community attitudes played a significant role in people’s 

lives and that overcoming stigma was an important issue. 

 What is the most important information or advice that you have received, and where did it 

come from? 

 What is the most important information you would like families, friends or carers to have 

access to and at what stage in the eating disorder journey would this be most helpful? 

 What is most important for families, young people and the community to know in order to 

prevent eating disorders? What single message would you like to give them? 

Additional questions were asked about the NEDC website and participation in the NEDC. The 
responses to these questions will be presented in a separate report. 

Two separate surveys were used based on the same questions: one for consumers and one for 

carers. 

 
 



 

7 
 

Different ways to participate 
 
Participants were encouraged to provide their responses to questions using an online survey form. 
However, each participant was provided with a hard copy of the survey and details on how to return 
this to the Project Evaluator. For people who wanted to make comments but did not want to answer 
all of the questions, feedback was accepted by email. 
 
Recruiting participants 
 
An invitation to participate, together with an information pack including all of the consultation 

questions, was emailed to members of the Evidence from Experience group. Community 

organisations that are members of the group were invited to extend the invitation to their own 

members and service users.  

 
Participation was limited to adults of 18 years or over. 

 
The people who responded to the consultation process  

 

54 people with experience of an eating disorder and 34 carers responded to the consultation 

questions. 

The majority of participants, from both consumer and carer groups, were female. Participants 

represented all states. The majority of Carer participants were from Victoria (62%) followed by 

Queensland (24%). Nearly half (43%) of the people with personal experience of an eating disorder  

came from Victoria, followed by Queensland (19%), NSW (17%) then WA (9%), SA (6%), and 

Tasmania (2%) and ACT (2%). The high representation from Victoria and Queensland reflects the 

active promotion of the consultation process in these states. 

Participants were given an opportunity to indicate if they had experience with more than one eating 

disorder. On average, people with eating disorders cited 1.5 eating disorders. The majority of 

respondents had experience with Anorexia:  

 Anorexia - 28 carers (82%) and 39 people with eating disorders (74%) 

 Bulimia -  carers (38%) people with eating disorders (21%)   

 EDNOS (other diagnosis) - 26% of people with experience  

 Binge eating – carers (9%) and people with experience (11%)  

Other health conditions were commonplace with people with experience of eating disorders citing 

on average 1.5 additional other health conditions. Anxiety (60%) and Depression (57%) were the 

most prevalent conditions. OCD, Food Allergies and Obesity were also present. 

The average age of onset for eating disorder was in the age range 10 to 25 years, with 47% of carers 

indicating that they first became aware of the eating disorder when the person concerned was aged 

between 15 and 18 years. 12 people with an eating disorder indicated that they had first become 

aware of their eating disorder as adults over the age of 26 years. 



 

8 
 

Most participants reported that the ED sufferer was in recovery and not receiving treatment. This is 

a function of the recruitment strategy used and an intentional outcome to ensure the safety of 

participants. (Refer to Appendix 1 for further details on the participants in this consultation) 

Analysis of feedback 

An external research consultant was engaged to analyse responses to the online stakeholder 
consultation. The Creative Catalyst Insights consulting team has extensive experience in using 
research for strategic development and has a division dedicated to online qualitative research. 

A thematic analysis approach was used, coding open ended responses to identify themes and sub-
themes within the individual consumer and carer responses. A comparison was made between 
consumer and carer themes. 
 
The output from the analysis identified core overall themes from all questions, as similar responses 
were identified across all questions. 
 
Focus Group 

An Evidence from Experience focus group was held in Melbourne on 18th June 2011. 

The meeting provided a small group of people who have experience of eating disorders with an 

opportunity to interpret and respond to feedback from the online consultation and contribute to the 

development of the draft national standards schema for eating disorders treatment and prevention.  

The focus group ensured that the analysis of data accurately represents the perspective of 
experience and to generate further insights and questions which are relevant to service 
development. 
 
Objectives for the day included:  

 To review and contribute to analysis of feedback from the recent Evidence from Experience 

online survey 

 To review and contribute to proposals for a national standards schema  

 To develop approaches to ‘tell the story’ on behalf of consumers and carers within the NEDC 

project outputs including the National Framework, the Gap Analysis Report and the 

Prevention Report. 

(Refer to Appendix 3 for further details on the agenda for the focus group) 

A general invitation to express interest in attending the focus group was emailed to all members of 

the Evidence from Experience group. Some individuals were specifically invited to attend to ensure a 

balanced representation from all states. 

Twenty four participants attended the meeting. All states were represented: 

VIC WA SA NSW QLD TAS 
4 6 4 4 4 2 

 

This report has been reviewed by the people who participated in the focus group. 
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An Eating Disorders Continuum of Care  
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An Eating Disorders Continuum of Care  

Eating disorders are serious, complex and long-term mental and physical illnesses. They can happen 

to anyone, at any age; they do not discriminate. Recovery is a challenging experience in which 

relapse is an expected occurrence.  

The experience of an eating disorder is very individual and treatment pathways need to reflect this 

individuality. 

Objective: 

To help people with eating disorders to engage with the right treatment and support to meet their 

individual needs at the earliest possible point from the onset of illness or the onset of an episode of 

illness. 

Early access to treatment and support will reduce the severity, duration and impact of the illness. 

 

Barriers to early intervention include:  

A continuum of care for eating disorders must address the known barriers to early intervention and 

on-going engagement with treatment. In this report, these are identified as: 

 Denial of illness by the person concerned which is a characteristic of eating disorders  

 Hidden nature of eating disorder behaviours, often masked by the socially accepted desire 

to be thin and misconceptions about healthy eating and exercise  

 Social stigma associated with mental illness in general and eating disorders in particular 

 A lack of awareness or understanding of eating disorders in the community 

 The need to meet diagnostic criteria before referral to eating disorders treatment 

 The high cost of receiving services from multiple service providers over a long time period 

 Lack of clearly identified entry points where people can feel confident that they will receive 

appropriate information and support 

 Lack of access to a full suite of services to meet individual needs at different points in illness 

and recovery 

A continuum of care diagram 

The following diagram of a continuum of care is based on one drawn by participants during the 

Evidence from Experience focus group meeting.  

The diagram should be read from the centre outwards. The diagram is supported by a key to the 

essential elements of the continuum. 

The continuum is based on the principle that all treatment and support is person centred and 

recovery oriented.  
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1.  Person: the person with an eating disorder is at the centre of the care they receive. Service 

providers listen to and work in partnership with the person to provide treatment and support in a 

way that makes sense to them. Recovery is always the goal, defined in individual ways that have 

meaning for the person. 

2. Family: People develop eating disorders in a social and family context. They need support from 

their personal network of friends and family to engage with treatment and recovery. ‘Family’ may 

include relatives, friends and in some cases professional carers such as teachers. Family and carers 

need to be educated, supported and included as part of the treatment team. 

3. Professional: The professional who is the first point of contact for the person or their family plays 

an important role in helping people to engage with the right treatment and support. This role may 

be filled by many different professionals including GPs, psychologists and eating disorder support 

organisations. People who act as first point of contact need access to consistent information, 

resources, and referral pathways.  

4. Entry to treatment: A clearly signposted entry to eating disorders treatment and support will 

make it easier for people to engage with treatment at all stages of their illness.  A well equipped 

entry point would provide information, individual planning and facilitated referral to services which 

are accessible and affordable for the person.   

5. A range of service options: A full suite of eating disorder services will meet the needs of people at 

all the stages and levels of intensity of their illness. Flexible entry, exit and transition between 

services will support individually tailored care planning. The suite of services will include outpatient, 

intensive outpatient, day programs, residential programs and inpatient treatment. 

6. Coordinated multi disciplinary treatment and support: treatment will be provided by a multi-

disciplinary team who work collaboratively together with the person and their family. The multi-

disciplinary team will be able to treat physical, mental, nutritional and occupational needs. The team 

will work collaboratively with other health providers treating co-morbid health issues.  

7. Accessible specialist support: People and the health professionals supporting them have access to 

specialists in eating disorders who can provide consultation, support and supervision, and when 

necessary, access to specialist programs.  This support is available on request and does not require a 

full diagnosis of an eating disorder.  

8. Professional training: all health professionals, and frontline professionals with a duty of care, are 

trained to recognise and respond appropriately to eating disorders. Training includes the 

development of attitudes and practices that support recovery oriented approach.   

9. Environmental support: One consistent message is provided to everyone to make sure that the 

community is aware of eating disorders as serious illnesses. Families and frontline professionals are 

resourced, and the media is regulated, to prevent eating disorders and to respond supportively to 

people who have eating disorders.   
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Responses to Consultation Questions 

  



 

14 
 

It is a 
mental 
illness  

No blame 
or 

judgement 

Not a 
choice or 

bad 
behaviour 

Recovery is 
possible 

and long-
term 

Early 
intervention/ 

recognition 
critical to 
recovery 

Community Awareness 

A key issue from the first phase of the NEDC was access to accurate information. From a consumer 

and carer perspective this meant both reducing exposure to negative messaging in the community 

and awareness raising and education about the reality of eating disorders. 

Priorities included in the first national framework included (The Way Forward, p55): 

Awareness Raising Campaign Strategy: Increase public awareness of Eating Disorders in the general 
community using a ‘no blame’ model aimed at eliminating the stigma and shame experienced by 
individuals experiencing Eating Disorders. 
 
Media Regulation: Reduce exposure to negative media coverage of Eating Disorders and related 
issues, promotion of positive body issues and health messaging for community members, especially 
youth, through media regulation and voluntary codes of conduct 
 
Prevention programs: Produce programs that help schools, families and communities build coping 
skills, self esteem, well-being, positive body image and a healthy society. 
 
ED prevention focus in obesity prevention programs: people with knowledge of Eating Disorders to 
be involved in the development of obesity prevention programs and communication strategies. 
 
Disseminate information: Deliver information through a central clearing house as well as a through 
a range of mediums e.g. ongoing education workshops, DVD’s, television adverts, mail outs and web 
based resources. Include a number of resources for parents and primary care, for example, a brief 
checklist of warning signs or assessments.  
 

Responses from the Online Consultation: Key Messages to the Community 

Consultation Question: What is most important for families, young people and the community to 

know in order to prevent eating disorders? What single message would you like to give them? 

The key communication themes identified from responses included the need to: 

 Gain recognition of eating disorders as mental illnesses 

 Develop understanding that eating disorders are not a choice 

and that the person with the disorder should not be blamed 

or judged for their illness. This understanding is seen as not 

only reducing the stigma but providing a source of 

focus and belief in recovery 

 Provide information on warning signs and early 

identification of eating disorders 

 Promote awareness that recovery is possible and 

long-term 

 The importance of early recognition and intervention 
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Carer perspectives on key messages 

 

 

 

 

 

 

 

 

 

 

 

 

Education at the start and you can never stop 

learning... Information needs to be made available 

from the very beginning even if the diagnosis is 

unsure...the average parent/carer has no real idea 

what they are facing. They need access to good 

education immediately and have the patient 

assessed by an experienced professional team. 

Eating disorders affect everybody and are so much more treatable if 

detected early. If your child is withdrawing or seems defensive or 

secretive...talk to them as much as possible! 

I think the more information available from the start is most 

helpful. Information pertaining to how an eating disorder 

manifests, to how to communicate with someone with an 

ED, to what help and services is available is crucial. 

... the fact that this is an organic illness not a choice. Not all 

dieters develop an eating disorder; parents do not cause it. 

This is an illness that can strike any family, just as cancers. 

best ways of support and approaches to help 

persons with eating disorders...Learning how to 

actually talk to the person (communication skills) – 

what to say and more importantly what not to say. 
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Perspectives of people with eating disorders 

 

 

 

 

 

 

 

 
 

 

 

 

 

 

 

 

Listen to your children and 

communicate with them – 

their fears are real to them 

I would like people to get rid of the 

stigma attached to EDs. I think the 

reason many people don’t admit they 

have a problem is fear of being told to 

‘get over it’. I know I still haven’t told 

most of my family and friends 

because of this problem. 

People need to be told it can take a long 

time to heal (as in years, not months) 

Understand from the beginning and throughout the process that the 

eating issue is a small part of the person and that one of the best things to 

do is to move the focus away from the issues and to focus on the 

individual’s values, hopes, aspirations, desires etc. 

Encourage and promote a different way of relating to 

ourselves and our bodies. Promote a culture in which we 

focus on the whole person and allow the body to be a part 

of the person but not the primary focus. I imagine this 

happening in practice by: Families modelling a healthy 

approach to eating and to body image, promoting strengths, 

encouraging a focus on character and internal values etc. In 

young people – helping them learn to challenge cultural 

ideals or peer pressure, to value themselves and as part of 

an overall cultural shift towards a more holistic view of what 

makes an individual worthwhile (and beautiful) 
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People don’t need to look thin to 

have a severe eating disorder   

“You don’t look like you have an 

eating disorder” prompting the 

feeling that you have to lose more 

weight in order to be taken seriously 

 

Promotion and Prevention in Practice: Feedback from the Focus Group 

Community Messages: What needs to be known about ED? 

The focus group agreed that the key message for the community is that eating disorders are serious 

mental illnesses, not lifestyle choices. However, the group also expressed concern about 

representing eating disorders as mental illnesses, as mental illness in Australian society is strongly 

associated with stigma and may prevent people from seeking help.  

The views of the group supported other themes from the online consultation, identifying the 

following facts and messages that they would want the community to know about eating disorders: 

 No one is immune – ED could happen to anyone; ED don’t 

discriminate. This happens to people of all ages, 

backgrounds and intelligence 

 Eating disorders are not about size, weight or shape – 

they are about thoughts and feelings 

 We are all valuable 

 Ed are not a choice 

 It takes time to heal 

 ED cause severe disruption to personal wellbeing, physical, 

mental and emotional health  

 Communicate the stats about ED – help people to understand how prevalent it is 

Resources for families and frontline professionals 

Information and education for families and frontline professionals was identified as an important 

approach to enabling prevention and early intervention. Information resources for the community 

should explain the facts about eating disorders and provide information on access to treatment and 

support. An important resource for families and frontline professionals would be a set of 

standardised screening questions and guidance on how to ‘start the conversation’ about risk 

behaviours. 

The group agreed that it would be better to start with one consistent message to all audiences than 

to have multiple messages and perhaps fail to develop a consistent response to eating disorders. The 

resilient person does not exist in a vacuum. They live in a world of relationships and messages from 

many different sources. To be effective, prevention messages must be consistent from the whole of 

the person’s sphere of influence. 

To ensure a consistent environment, particularly for young people, there is a need to: 

 Provide education  for frontline professional s (e.g. for teachers)  

 Ensure that all information resources and prevention programs are able to be contextualized 

to different cultural, religious and social settings, including different school settings. 

 Provide media standards or guidelines on acceptable representation of images and topics 

related to appearance and food. The group expressed the view that mandatory standards 

would be more effective than a voluntary code.   
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Early Identification 

A key issue identified by the Consumers and Carers forum in phase one of the NEDC was: “a 

comprehensive and coordinated approach to early identification which covers information and 

referral options in an easy, accessible format that facilitates entry, if needed, to the health care and 

community systems. An educated and informed workforce and community members dealing with 

at-risk individuals was seen as the most effective way to achieve this.” 

The first national framework (The Way Forward, p39) noted that: “Improved access to services for 

people in all locations in Australia is a high priority for consumers, carers and families. Increased 

access to services will involve reduction of the current barriers to access which stem, in part, from a 

lack of access to information and skills on how to identify Eating Disorders at the early stages when 

diagnostic criteria are too limited a tool. Increasing access will require action in the following areas: 

 Geographic access to services:  

 Clear signposting of referral /care pathways 

 Removing diagnostic criteria as a point of access to services and adopting more lenient 

 criteria for referral that do not exclude any Eating Disorder diagnosis 

 Utilising technology in the delivery of care including video conference, email, telephone, 
online services, DVD/telephone counselling formats, whilst retaining the opportunity for 
face to face services “ 

 

From information to action:  

What helps people to do something about eating disorders? 

The focus group discussion continuously returned to the important issue of enabling people to 

engage with and access treatment and support at the earliest point in illness and whenever it is 

needed. 

The understanding of early intervention encompassed: 

 Intervention early in the onset of the illness – at the point of warning signs rather than full 

diagnosis 

 Access to treatment and support as soon as 

help is requested – people with eating 

disorders often deny that they have a problem; 

a request for help may be the only ‘window of 

opportunity’ to intervene early 

 Intervention early in each episode of illness - providing help as soon as it is asked for in 

episodes of relapse or recurrence of illness 

 

For access to treatment and support, there is a need to broaden the definition of eating disorders 

beyond the existing diagnostic criteria.  Early symptoms or concerns should be addressed. People 

who seek help early should be validated with a prompt response.  

Prompt diagnosis and treatment – the time 

between the two needs to be as little as possible, 

for there is nothing worse than being diagnosed 

but not able to begin treatment 
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The focus group identified 4 approaches that help a person take the step from being aware of an 

eating disorder, or a relapse after treatment, to taking appropriate action: 

 

1. Having someone to talk to – the importance of informed and supportive people in first 

contact roles who are able to engage people in a non-judgemental, empathic way 

 

2. Soft entry points – non clinical settings, located in the community, in which people with 

eating disorders at any stage in their illness and carers – both personal and professional and 

families - can feel comfortable making contact, asking questions and sharing their story 

 

3. Information and referral tailored to meet individual needs at any given point – an 

opportunity to explore options and plan individually appropriate referral pathways. 

 

4. Opportunities to hear from people who have 

recovered from an eating disorder. Speaking 

to someone who has recovered was identified 

as very helpful in motivating people to start or 

continue to engage with treatment.   

 

Underpinning all of these approaches is the need to be 

able to develop a relationship of trust with an informed person in order to engage successfully with 

treatment. 

 

The importance of informed first contact 
 

Responses to the online consultation indicated that for people with an eating disorder, the first 

person they saw was critical in drawing attention to a) the severity of their condition and b) that it is 

an illness apart from themselves. In general, psychologists/counsellors made the most significant 

comments that resonated with consumers:  

 ‘one thing I remember is that my psychologist said that there is nothing wrong with me, that 

I am capable and smart and amazing and caring and motivated, the only problematic thing is 

how I treat myself. It helped because sometimes with an eating disorder things are all black 

and white, and because I am going through this, it makes me think that I am completely 

useless and worthless in all aspects, even if that is not true.’  

 

 The thing I remember most vividly is my 

dietician first asking me what was going 

to happen when I reached my goal weight 

- I couldn't give her a logical answer, and 

that began breaking down the belief that I 

had that stated happiness and perfection 

was only a few kilos away  

 

It wasn’t advice or information... it was support...I 

was so terrified that people would give up on me 

ever being able to recover because I wasn’t doing it 

as quickly as I thought they wanted me to and once 

I realises that people weren’t going to give up on 

me or abandon me I could focus more energy on 

recovery. 

Breaking my own denial was the most 

important thing. That only came from 

spending a lot of time with other people 

with eating disorders who were about the 

only people I felt I trusted to talk to. 
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 A GP who was the first professional I saw telling me I had 12 months to live if I continued the 

same behaviour. 

 

 I also found it really helpful when a counsellor who I had a very good relationship with (who 

wasn't directly treating my ED at the time, but was aware of it) reminded me that she didn't 

want to see me thin but rather wanted to see me happy, healthy and at peace with my life 

and experiences. Hearing that so explicitly really was a turning point for me in my recovery. 

 

 I received a good recommendation for a therapist from my GP. This was the start of my 

journey to healing. I was also challenged often by my dietician on my assumptions about 

food  

 

Alongside these comments indicating 

positive experiences there were also 

many responses indicating that some 

people had very negative encounters 

with frontline professionals. People 

want professionals to understand and 

recognise the characteristics of eating 

disorders and to distinguish those 

characteristics of illness from the 

person. 

What do you want frontline professionals to know? 

The first national framework identified professional development as a priority: “Develop and deliver 

information, training and protocols to enable professionals encountering people experiencing Eating 

Disorders, including nurses, frontline and gatekeeper staff, to possess the appropriate attitudes, 

knowledge and skills”. 

 

In response to the question “What 

would you want frontline 

professionals to know about eating 

disorders?” participants in the online 

consultation provided the following 

answers: 

 

Carers 

Early intervention and action is so important... How to recognise 

someone has an eating disorder. The physical and mental health 

signs to look for... they need to be able to recognise the signs of 

an eating disorder. Then have enough education to be able to 

communicate with that person and know the appropriate 

treatment options that would help them. 

Education, education, education. GPs need to 

believe a mother when she says there is a 

problem not let it manifest for months before 

allowing further treatment (by which time it 

was straight into hospital) 

EDs are a particularly dangerous and difficult to treat 

response to severe anxiety. The behaviours do make 

sense if you understand they are attempts to cope with 

intolerable thoughts or feelings. Sufferers describe 

having a tyrant yelling abuse, threats and instructions 

in their heads 24 hours a day. This tyrant began as a 

friend, helping protect the sufferer from a world that 

for many reasons is perceived as threatening. 

That it is not a deliberately induced illness .. you are not 

someone who is behaving badly but someone who is often 

scared and in need of compassion...... that I'm not being 

attention seeking or argumentative - that I don't like being 

this way - I am a normal person with a medical disorder, 

not a 'weirdo pig' - I deserve your respect .... That it is not 

a personal choice. That it is not rebellious behaviour 
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...access to options available to me. What are the 

processes? Where do we go from here? What are likely 

outcomes? What is early intervention? What can I do to 

help? How serious is it? Will it go away on its own? Is it 

just a phase? How common is it? Information should also 

be stated through recovery and carers educated. I can’t 

express myself enough how important education is!! 

 

 

People with eating disorders 

 

 

 

 

 

 

 

 

 

An eating disorder is a mental illness and requires 

intervention on a multiple of levels e.g. 

individual, social, clinical, physical. Eating issues 

are a cover for other deep seated issues such as 

low self esteem. 

Having an eating disorder is like being in a 

personal hell, where no matter what you 

do or don’t do, everything is wrong. It 

involved a lonely isolated world of shame, 

guilt and a feeling of utter failure. 

Frontline professionals should be 

aware that EVERY case is different and 

probably needs a different approach. 
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In summary, the two main needs for frontline professionals were identified as: 

 Early intervention recognition and intervention – education of recognising the signs 

 Education that it is a mental illness, not necessarily about food 

Armed with this knowledge, and acceptance of eating disorders as serious illnesses, frontline 

professionals also need to be able to provide: 

 Sensitive & respectful listening for both the person with the eating 

disorder and any family members or carers involved  

 Clear information on treatment options and referral pathways  

 

Education on eating disorders is key for the community of frontline professionals – including 

teachers, counsellors, GPs. 

Resources for frontline professionals 

The focus group identified the following information and resources as important tools for frontline 

professionals: 

 A screening checklist to support recognition of symptoms  – a simple set of questions for 

health professionals to ask (similar to domestic violence screening) 

 

 Training or resources on how to support someone in denial including motivational 

interviewing 

 

 An understanding of recovery 

 

An important first message for people with eating 

disorders is that recovery is possible. Motivation to 

take action and to continue to engage with 

treatment was influenced by an understanding of 

what recovery looks like. 

People who act as the first ‘point of contact’ need to have an understanding of recovery including an 

understanding of relapse, and how this may be a helpful and necessary part of the healing process. 

 

 

 

 

 

Recovery is possible... this should be stated at 

the very start...It is possible to recover, the 

road is bumpy and long but it does happen.  

That recovery is a fluid process; that it is an 

ongoing process that is never completed. 

 

Recovery isn’t weight gain 

 

Please always aim for complete recovery. We are all 

capable of recovery. Please do not belittle my 

thoughts. They are so real in my head. Often all I 

really need is for someone to listen...no advice. 

Don’t judge. Don’t ridicule. 
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Peer forums were identified as a vital source of support and understanding that could help a person 

to engage, and stay engaged with treatment. 

 

What helps people to take action? 

Having someone to talk to... 

The focus group considered this question and 

identified a number of important factors that 

contribute to the ability of people – both carers 

and people with eating disorders – to take the 

first steps towards treatment. 

The most important factor was having access to 

someone to talk to who could listen, provide information and help the person navigate the 

treatment options. This was described as ‘the single thing that makes the biggest difference’.  

While described in the personal sense as ‘someone’ discussion of the characteristics of this contact 

person focussed on the characteristics of service agencies: 

 An independent service not directly connected with any one treatment approach  

 A recognisable (i.e. accredited or credentialed) agency that inspires confidence  

 Really well trained staff able to listen with a non judgemental, empathic approach and the 

ability to provide positive reinforcement and 

motivation 

 Capacity to provide credible information and assist 

with referral  

 Providing personal contact through face to face 

meetings, with the opportunity for phone and 

email contact when face to face contact is not 

possible 

 Access to resources in everyday language, 

supported by research information that validates 

treatment approaches  

 Continuous access that allows you to come back repeatedly 

Important characteristics of the referral options provided by the first point of contact included: 

 Local services: talking to someone who has local knowledge about services 

 Referral to people with expertise not just ‘go and see your doctor’ 

 No waiting lists:  the importance of receiving immediate help when you ask for it; having to 

wait to access services reduces the motivation to engage 

 Reducing the barriers of cost by having free services or the capacity to plan for low cost 

services 

 

Initial visit to GP is so important. From there the timely 

referrals to professionals such as psychologists and 

dieticians can be put in place...... I had a wonderful GP 

who actually listened to me and "colluded" with me. 

....The most important time to receive help is when a 

family member raises the alarm. The patient cannot 

easily see the illness, in their mind they are fine, and 

it’s so often the parents that notice the changes first.  

 

There needs to be a clear pathway of 

what happens when seeking care, 

having at least a 'blueprint' about 

possible options available would be 

very helpful. A flow chart of 

hypothetical scenarios would be useful 

in showing possible courses of action a 

person can take.  
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Challenges and barriers to early help seeking  

People identified a range of barriers to seeking help which included: 

 Denial of illness by the person concerned which is a characteristic of eating disorders  

 Hidden nature of eating disorder behaviours, often masked by the socially accepted desire 

to be thin and misconceptions about healthy eating and exercise  

 The long term nature of eating disorders with the high probability of relapse or recurrence, 

often associated with feelings of shame or failure 

 Social stigma associated with mental illness in general and the lack of awareness or 

understanding of eating disorders 

 The need to meet diagnostic criteria before referral to eating disorders treatment 

 The high cost of receiving services from multiple service providers over a long time period 

 Lack of clearly identified entry points where people can feel confident that they will receive 

appropriate information and support 

An argument was made for the promotion of ‘soft entry points’: professional information, referral 

and support services located in the community providing a clearly signposted entry point that is 

approachable and non-threatening.  Organisation based in the community were described as playing 

a key role in facilitating access to services; for the person with an eating disorder, this could be 

explaining the journey that they could take; for the carer it could be the provision of information 

about eating disorders and treatment options and on how to support the person with the eating 

disorder. 
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Approaches to treatment from the perspective of service users 

The consultation process in phase one of the NEDC found that “for many people across Australia the 

experience of an Eating Disorder was associated with feelings of alienation from a system that left 

them depleted emotionally, spiritually, physically, socially and financially” (The Way Forward, p51). 

A key issue for people with experience of eating disorders consulted in phase one was the 

development of “A comprehensive, holistic approach to treatment that provides for all stages of 

illness and offers choices for individuals and families” 

The small amount of evidence for effective strategies from a service user perspective (The Way 

Forward, p 53) provides support for: 

 A range of treatment modalities, housed within a continuum of care 

 Treatments that target psychological support 

  Active strategies that involve loved ones in treatment  

 Knowledgeable or specialist staff 

 The importance of the attitude, values and approach of professional staff 

 A recovery oriented approach that attends to wider dimensions than reduction of eating 

disorders symptoms. 

 

The online consultation and focus group in phase two identified four factors that would contribute 

to an effective treatment system from a service user perspective: 

1. Multi-disciplinary approaches  

2. Collaboration in treatment 

3. Individually tailored approaches supporting choice and flexibility 

4. Skilled professionals with appropriate attitudes for a person centred and recovery oriented 

approach 

 

 

 

 

 

 

 

 

 

 

Need a multi-
disciplinary 
approach  

Psychologist/  
counsellor 

Nutritionist
/ dietician 

Family/carer 

Others 
dependent 

on co-
morbidities 

GP support 
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A multi-disciplinary approach  

A multi-disciplinary approach emerged as a dominant 

theme in the feedback from the online consultation.  The 

disciplines identified as essential to the team included the 

medical (GP), psychological (Psychologist) and nutritional 

(Dietician). Occupational therapists were also identified as 

important members of the multi-disciplinary team. 

 

Participants emphasised the need to: 

 Include families and carers as part of the team wherever possible 

 Integrate treatment for co-morbidities into the multi-disciplinary 

team 

 

 

Access to treatment for the long term 

An important issue for the focus group was gaining recognition that people with eating disorders 

require long term intensive help to recover. The vulnerability to illness continues long after weight 

restoration and potentially throughout life. There is therefore a need for services that are sensitive 

to adults seeking support and for health services to provide treatment for adults as well as youth 

Comprehensive Treatment Options 

What does choice look like in practice? 

A comprehensive, holistic approach to treatment that 

provides for all stages of illness and offers choices for 

individuals and families was identified in phase one of the 

NEDC, as a priority for people with eating disorders and 

their families. 

The online consultation and the focus group considered the question “If ‘choices for individuals and 
families’ are an important part of the approach to eating disorders, what does ‘choice’ look like in 
practice? 

Participants in the online consultation said that they had limited choice in practice and most 

expressed a desire for more choice. Having a choice was described as: 

 Having a choice of programs/interventions available in all areas/locations, with an emphasis 

on community based services at all levels except inpatient care 

 Having access to a choice of trained medical professionals/multi-disciplinary teams 

 Having access to affordable choices regardless of economic status 

All parties need to be involved (GP, 

nutritionist, psychologist, health care 

professionals etc) and carers should not be 

dismissed due to their lack of medical 

training. .... Working together to ensure 

everyone is on the same page, as 

sometimes the carer is left out of the loop.  

 

assessment of treatment needs 

by a multi-disciplinary team 

(Psychologist, GP, Dietician) 

Choice looks like a variety of programs 

and interventions available to both 

individuals and families, friends etc... 

Choice is access to a team focussed on 

your recovery – psychologist, GP, 

financial adviser, dentist 

Skilled specialist 

psychological care is vital 
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 Everyone – carers, people with eating disorders and health professionals - being aware of 

the range of choices  

  An acknowledgment that in practice people need to be able to revisit and make new choices 

as their needs change  

The characteristics of a system that offered choices were 

identified as: 

Carers 

 

 

 

People with eating disorders 

 

 

 

To me, choice is getting to choose the type of treatment I receive –  I only had 

choice of inpatient or outpatient, making the transition between inpatient or 

outpatient was extremely stressful; I could have benefited from an intermediate 

level of care, such as attending a day treatment facility... it would be helpful to 

have more accessible lower support or transitional programs  

Choice looks like seeing each consumer as an 

individual and unique human being...not one 

size fits all... Age appropriate treatment 

Choice means being able to choose an 

appropriate health professional who 

doesn’t cost you a fortune – preferably free 

Choice of evidence based treatment 

methods, a one size fits all approach 

does not work for everyone.  
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The predominant theme for the type of 

services required in a service system 

was a stepped range of services, 

varying in intensity from outpatient to 

inpatient, with an emphasis on 

treatment accessible from community 

locations wherever possible. 

Services which support families were identified as an important part of the continuum of care. In 

addition to access to education, support and, where required, counselling for adult carers or family 

members, the focus group identified a need for support for siblings and the children of parents who 

have eating disorders.  Support groups were suggested for these children and young people, 

modelled on the ‘children of parents with mental illness approach (COPMI).  

The characteristics of an ideal service related to the diversity of options and the way in which 

services are delivered, as much as particular types of service.  Education for frontline professionals, 

compassionate, caring service delivery, timely access to treatment and affordable services were all 

strongly articulated themes. 

A comprehensive service that provided a choice of evidence based approaches was described in the 

following terms:  

Carers 

 

 

 

Ideally, types of treatment that should be available are 

inpatient, day patient, intensive outpatient and 

outpatient. These levels of care should be able to be 

stepped up or stepped down at any time depending on 

how the patient is coping. This care should also include 

support for families  
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People with eating disorders 

 

‘One stop shop’ 

A number of participants in both the online consultation and the focus group mentioned the concept 

of a ‘one stop shop’. This was discussed in detail by the focus group. It seems that the concept has 

different meanings for individuals ranging from a single point of entry to the system, to a ‘no wrong 

point of entry’ approach to co-location of treatment and support services. The primary issues appear 

to be that people: 

 Can get all the information they need from the first point of contact and that this 

information will be consistent across all service providers  

 Can get assistance in locating and planning contact with the best service providers to meet 

their needs 

 Can minimize the ‘running around’ required to access services at a time when they may be 

fragile and exhausted 

The idea of a ‘one stop shop’ seems to encompass two main types of service model: 

 Clearly identified community based ‘entry points’ where people can go for all the 

information they need on eating disorders and on treatment and support options and also 

receive support for referrals. The benefits of a clearly signposted entry point included 

reduction in stress, confidence in the information received, and facilitation of individual 

choice.  

 

People are currently finding a variety of different entry points to treatment and support. The 

most commonly identified first points of contact were GPs, psychologists/counsellors and 

eating disorder support organisations. The criterion for a successful ‘entry’ to treatment was 

the development of a relationship with a knowledgeable and supportive professional. 
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 Co-located services which could include varying combinations of primary health care 

providers and specific types of specialist service such as intensive outpatient or day 

programs in one centre. The benefits of co-located services were identified as a reduction in 

stress and the personal resources (time and money) required to access services and the ease 

of communication between different members of the multi-disciplinary team.  

 

Potential difficulties with this type of ‘one stop shop’ approach were identified as: 

o The desire of individuals to find the right clinicians for their own needs rather than 

being restricted to working with people within one centre 

o The need to provide a range of different ‘one stop’ locations for different stages of 

illness and for different age groups 

o Difficulties in developing this approach in smaller communities  

The focus group concluded that the concept of co-location of services has benefits but that the 

implementation could look quite different in different community contexts. A one stop shop could 

realistically be a community organisation or a health service. It could be collocated with another 

accessible service such as Headspace. It could include ‘virtual one stop shops’ linked by shared 

information and referral strategies rather than physical co-location.  

The common objective of each of these approaches to a ‘one stop shop’ is to help people to access 

and navigate their way through the treatment system as an important step in ensuring timely early 

intervention at each stage of illness. 

 
Collaboration in Treatment 
 
The first national framework identified as a priority the provision of diverse treatment options, 

supported by protocols and professional development to encourage collaboration (The Way 

Forward, p56). 

A key theme from both the online consultation and the focus group was the need for collaboration 

between members of the treatment team and between the treatment team and the person with an 

eating disorder and their family or carers.  

The description of a multi-disciplinary 

team addressing physical, mental, 

nutritional and occupational health needs 

included the additional requirement that 

each profession worked collaboratively 

with the others to provide consistent and 

coordinated treatment. 

Focus group discussion on collaboration in treatment noted that: 

 The person with an eating disorder must be at the centre of the collaborative approach 

 

Professionals need to consistently collaborate about my 

treatment in a ongoing fashion. My GP should conduct 

consistent phone calls to my dietician, psychologist, 

psychiatrist etc. If one professional is offering a advice, 

they shouldn't really conflict with another's advice.  
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 All parts of the ‘team’ are important, though the ‘lead’ may vary during the 

recovery/treatment process. 

 

 Carers and families want more inclusion. This is balanced by a perspective from people with 

eating disorders that they would 

prefer to make an individual 

choice on this type of inclusion. 

Online feedback and discussion 

acknowledged that sometimes 

people with eating disorders may 

be too affected by illness to 

exercise choice. There was 

consistent recognition that carers 

need support and education themselves. 

 

 Other health conditions were common amongst the participants in this consultation and 

discussion identified that treatment for other conditions needed to be integrated with 

treatment for the eating disorder 

 

 As for other issues raised in this consultation, professional training was identified as a key to 

consistent coordinated service approaches.  

The focus group noted that collaboration and communication between service providers helps to 

make the best of the services that are already in place.  

An effective treatment system would support different professions working together; breaking down 

the professional barriers through training and case coordination. Coordinated, collaborative care 

would involve case conferencing and shared referral pathways ensuring access to services. 

The definition of case coordination seemed to be ‘all members of team working together in 

collaboration’ rather than any one specific approach to coordination. However, the value of a 

specific person taking on the role of case coordinator was mentioned by a number of participants.  

The terms ‘case coordinator’ and ‘case worker’ were used to describe a professional role that can 

support people to engage with treatment. The characteristics of this role are essentially the same as 

those described for the first point of contact. 

“One professional who can help the person to connect with the services they need, assessed on the 

basis of presenting needs, individual personality and circumstance, and changes in needs and 

circumstances over time. A ‘case coordinator’ who knows the system: 

 who is empathic 

 able to break down options into baby steps 

 someone to keep coming back to 

 re-assessment support 

 accessible in the local community – face to face or by video conference, teleconference or 

online support 

More help for the carer would be an advantage to 

coping at home..... Carers need to be educated as 

much as possible during this time so that they fully 

understand what is going on. They need to be made 

aware of support services and even have regular 

calls to 'check-in' on progress.  
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 able to screen and assess 

 facilitating access to multi-disciplinary care at different levels 

 liaising and communicating with clinicians” 

Coordinated Individual Care 

The analysts working with the feedback from the online consultation noted a seemingly paradoxical 

expressed need for clear, systemised referral and treatment pathways and also the need for 

individualised treatment plans. 

The focus group discussed the fact that the experience of eating disorders is really individual and 

that therefore there is no single ‘blanket’ approach that can be adopted.  

Treatment approaches need to be tailored to meet the needs of the individual, taking into 

consideration the whole person in their context.  A ‘personal strengths’ approach was preferred, 

which recognises and works with the individual’s strengths to support recovery. 

To achieve individually tailored treatment, flexible ‘step up and step down’ approaches are required 

with a continuum of services at different levels of intensity between outpatient and inpatient care. 

Transitioning between treatment services 

Coordination and collaboration are particularly 

significant when people transition between types or 

levels of service. The online consultation and the focus 

group considered the question: ‘what helps to make 

transitions collaborative and seamless?’ 

Smooth transitioning and handover between teams 

was identified as imperative, with clear pathways 

understood by all participants.  

Follow up protocols are required for service providers 

to ensure that follow-up is planned and occurs. People with eating disorders and their carer also 

need to know the indicators when it is necessary to get back in touch with a treatment provider.  

Analysis of responses to the online consultation identified the following key themes for seamless 

and collaborative transition: 

 Clear, ego-less communication and handover 

meetings between teams 

 Listening and open communication 

 Involvement of parents/carers /family in meetings with healthcare professionals where 

family is available 

 Transition criteria for people who are not supported by family to ensure that they have 

adequate support in the community 

Seamless would indicate that the support 

guidelines for everyone involved was set out from 

the beginning to be clear and concise and direct, 

so that the person suffering from the eating 

disorder could have some stability in the 

knowledge of how the support team would work 

together to help them, with clear boundaries, 

actions and indicators of what would happen in 

the event that things went downhill..... 

Communication is the key... with clinicians 

and patients ... not just paper work and 

answering the same questions repeatedly.  

 

too much important information was 

missed in handovers that I experienced 

and it was a long time later that I 

realized it hadn't made the record.  
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 Clear, well managed plans (discharge plans) and good record-keeping 

 This also assumes responsive professionals – handing over access 

 Potentially an assigned case-worker that assists in transitioning between old and new multi-

disciplinary teams; or continuity of care with the same inpatient/ outpatient team  

 Training and support services for carers 

 For people with eating disorders, there is an identified 

need for 

o Transitional step-down facility between 

inpatient and outpatient options 

o A need for education to acknowledge and normalise relapse as part of the journey 

and how to deal with it 

 Consistent levels of treatment for adults as well as children with appropriate transition 

strategies for people as they move between child and adult treatment providers to ensure 

that there is no loss of continuity in treatment.  

 

 

 

 

Perspectives of people with eating disorders  

 

 

 

Ensuring the same level of care available to children and adolescents is 

available to adults. It is appalling to think adolescents suffering an eating 

disorder will suddenly not have access to the same level of assistance 

once they turn 18. And that support for carers also disappears.  

 

Step down facility (to bridge the 

gap between) inpatient and 

weekly appointments with 

private practitioners. 
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Perspectives of Carers 

 

 

Principles for the National Standards Schema 

Following discussion of the results from the online consultation, the focus group was provided with a 

copy of the working draft of the national standards schema. 

Discussion focused on the five draft principles and the continuum of care diagram. 

 

Draft Principle: Evidence informed and evidence generating approaches 

Research and evaluation are integral to the design and delivery of all prevention and care 

approaches, ensuring that people have access to the most effective approaches and that all 

approaches continuously develop in response to emerging evidence. 

The focus group supported the principle of ‘evidence based and evidence generating approaches’. 

The group expressed a strong preference for treatment approaches that are supported by evidence 

whilst at the same time looking for opportunities to examine the effectiveness of new approaches.    

The definition of evidence was understood to include evidence from experience. The observation 

was made that the draft principles and continuum model did not adequately include the lived 

experience and that this should be clearly explained in the principle. 

The group confirmed the principle from the first national framework that people with eating 

disorders, and their families and carers should be involved at all stages of service development and 

evaluation (The Way Forward, p 54). 
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Draft Principle: Tailored approaches that address the needs of individuals 

People have access to services that are tailored to meet their personal, cultural and family 

circumstances. Prevention approaches are tailored to meet the needs of different groups including 

different age groups, gender and life circumstance. 

The principle of individually tailored approaches was supported by feedback from both the online 

consultation and the focus group. For clarity, the group felt that it would be helpful to separate the 

concept of targeted approaches to prevention from the concept of individually planned treatment. 

There was general support for the definition of recovery included in the draft schema. However, the 

group observed that the need for a person centred and recovery oriented approach was not 

sufficiently spelled out in the principles. It was also suggested that the definition of recovery could 

be refined to include different definitions or criteria for recovery at different stages of illness. 

 

Draft Principle: Integrated approaches that work together to provide comprehensive prevention, 

care and support 

People have access to a range of service options that work effectively together to meet their 

individual needs at each point from risk to recovery. Eating disorder prevention integrates with wider 

physical and mental health promotion strategies to provide consistent health information that 

promotes wellbeing 

The principle of a range of service options which work together was supported by feedback from 

both the online consultation and the focus group.  

Emphasis was placed on the development of a system that recognises and responds to the different 

requirements/needs for service and support during each stage of illness, including recovery. There is 

a need for integrated approaches that take into consideration the long term nature of the illness and 

adequately provide for adults as well as young people. The underpinning principle for this type of 

approach would be ‘no exclusion from care due to age or co-morbidities’. 

The principles and continuum of care diagram need to more effectively represent relapse prevention 

and the need to move in and out of services. The diagram of integrated treatment needs to 

encompass wellness and recovery as well as treatment in one single integrated system. 

Access and entry to services were also identified as critical issues which do not appear in the current 

principles, although they do appear in the table of principles. From a service user perspective there 

is no point in having services which you cannot gain access to. The underpinning principle would be 

‘affordable and accessible treatment for whole of life’.  

The focus group noted that the lived experience needed to appear more explicitly in the continuum 

of care model with the inclusion of peer support, family and carer support and sibling support.   
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Draft Principle: A network of professional and social support within the community 

Family members and carers play an instrumental role in supporting and caring for individuals with 

eating disorders. People with or at risk of developing eating disorders, their families and carers are 

supported to achieve good health within a local community network of support 

 

Discussion indicated that people would prefer the ‘network of support’ concept to be broken into its 

component parts, clearly indicating the roles of family, carers, professional carers and support 

organisations, perhaps in separate principles. 

A broad understanding of ‘family’ and ‘carer’ should be adopted, reflecting that not everyone has a 

family to support them and that carers may be in a variety of different relationships.  The concept of 

carers should include parents, partners, children, friends, and siblings.  

Draft Principle: Access to skilled and comprehensive assessment, prevention and care  

An effective system is founded on a skilled workforce. All health professionals should be able to 

identify, assess and contribute to the treatment of eating disorders, while the people who influence 

young people should have access to training to prevent and identify the risk of eating disorders.  

The focus group agreed that professional training on eating disorders was required for all health 

professionals and for all people with a duty of care such as teachers, fitness coaches, and youth 

workers. 

Positive professional attitude as well as knowledge 

The group stressed the importance of the attitudes of health professionals as well as their technical 

knowledge and skill. For a person centred approach health professionals need to be able to work 

with empathy in a non-judgemental way. One issue was the ability of professionals to avoid 

categorizing people or their experience in life by their illness – not putting people into boxes or 

labelling them – but being able to work with each individual’s unique experience. 

General observations about the draft schema 

People found the schema a useful starting point to consider the eating disorders continuum of care. 

Overall, observations indicated that people found the table of principles easier to follow than the 

five broad overarching principles. There was a preference for simpler statements, separating 

concepts such as prevention and treatment under different headings, even if this resulted in a longer 

list of principles. 

The diagram of the continuum of care was not accepted by the group. There was a stated preference 

for a more flexible diagram that emphasised the principles of person centred, collaborative and 

individually tailored treatment and support. 

Some members of the group noted the need for continual review of any national framework and the 

way in which it is implemented in each state
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Appendices 

 

 

1. Demographic details from the online consultation 

2. Consultation questions from the online consultation 

3. Agenda for the focus group 
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Appendix 1 

 

Age of Participants 

 

State 
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Carers: The person I care for is... 

 

Type of Eating disorder 
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Other health conditions 

 

Age became aware of eating disorder 
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Appendix 2 

Background Information on the ‘Evidence from Experience’ survey 

Who is being asked to participate? 

All of the community organisations that support people who have an eating disorder and their 

families and carers, are members of the NEDC. We are inviting people who are connected with these 

organisations to take part in the survey. Participation is limited to Australian adults aged 18 years or 

older who have experienced an eating disorder and adults who have cared for someone with an 

eating disorder (consumers and carers).  

Participating in this survey 

You are invited to have your say by sharing your opinions in this survey.  Your information will be 

combined with other people’s opinions and analysed to identify any common themes and issues. 

You may choose to provide feedback on the analysis to ensure that it accurately reflects your 

thinking.  

What will I be asked to do? 

The survey can be completed whenever you want up until 3 May 2011. 

If you agree to participate, you will be asked to do the following: 

1. Acknowledge that you have read and understood the information on this page, prior to 
completing the questionnaire.  
 

2. We will ask you for some basic information about your age, gender and the particular type 
of eating disorder that you know about.  This includes information to make sure that you 
meet the criteria for completing the questionnaire (i.e. aged over 18 years)   
 

3. Complete the short survey – online or in writing by responding to questions about your 
opinions on treatment and support services for people with an eating disorder and their 
carers. These are “open-questions” which means that you can write as much or as little as 
you like in response to each question. You can also choose to skip a question if you do not 
want to answer it. 
 

4. You will be asked if you would like to receive a copy of the final report and if you would 
like to participate in the next stage of the research by attending an Evidence from 
Experience forum. If you would like to participate, you will be asked to provide your name 
and contact details, such as an email address.  

Participation in this project is voluntary. If you do not wish to take part there is no obligation to do 

so.  If you decide to take part and later change your mind, you are free to withdraw from the project 

at any stage.  

 

 



 

42 
 

How will the survey results be used? 

The report from this study will be distributed to the Steering Committee of the NEDC for use in the 

development of the Eating Disorders National Framework and other NEDC reports.  

Every person who completes the survey will receive a copy of the final report. 

What about my privacy?  

The information that you provide will only be accessed by NEDC staff and will be used only with your 

permission, subject to legal requirements. At the end of the questionnaire you will find a consent 

question. Your information will only be used for this project if you tick the consent statement. 

 

Your answers to the questions will be separated from your contact details so that data will not be 

traceable and no one will be able to identify you.  

Are there any risks? 

Thinking about treatment and support for people with an eating disorder may trigger stressful 

memories for some people. If you feel stressed before you start this survey, we suggest that you 

choose not to answer the questions at this time.  

If you feel stressed after completing this survey, we suggest that you talk to someone who is able 
to support you. 

Telephone support is available from: 

Butterfly Foundation    1800 ED HOPE         1800 33 4673 

Eating Disorders Victoria  1300 550 236 

Returning your survey to us 

 Complete the survey online  - the easiest way to participate is to go to the following web 

address and follow the instructions : 

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

 

 Complete a written survey – if you prefer to write your answers, please complete the attached 

survey form and return it to the Project Evaluator :  Lesley Cook, Partners in Practice 

PO Box 312, Galston, NSW 2159    or Email: partnersinpractice@bigpond.com  

 Add your comments – if you would like to provide us with feedback but do not want to 

complete the survey, please email your comments to partnersinpractice@bigpond.com or go to 

the NEDC website and send us your comments from the feedback page www.nedc.com.au  

 

https://www.surveymonkey.com/s/evidencefromexperience
mailto:partnersinpractice@bigpond.com
mailto:partnersinpractice@bigpond.com
http://www.nedc.com.au/
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Survey Questions for Consumers 

Personal Information 

1. Do you have, or have you ever had, an eating 
disorder?       

YES          NO 

If you answer no, please do not complete this 
survey 

 
2.  Are you a carer or family member of someone who 
has an eating disorder? 

YES          NO 
 

3. How old are you?   
Please note that you must be an adult aged 18 years 
or over to participate in this survey 
 

 

18 -25  26-35   

36-45   46-55   

                         Over 55  

4. Which state or territory do you live in? 

 

ACT      NSW     NT       QLD     
SA        TAS     VIC      WA  
 

5.  Which type of eating disorder do you have personal 
experience of?  

If none of these descriptions seems appropriate, please help us to 
understand your experience by providing a brief description 

More information       

 

Anorexia    Bulimia 

Binge Eating Disorder     

Other eating disorder  

 
 

6.  Do you have any other health conditions that affect 
your eating disorder? 

If you do not identify with these diagnoses, please help us to 
understand your health condition by providing a brief description 

Other   

 

Anxiety  Depression Obesity    
Obsessive Compulsive Disorder        
Food intolerances or allergies       

 
 
 
 
 
 

7. How old were you when you first became aware of 
the symptoms of eating disorder? 

 

Under 10 years     11-14      15-18    

                  19-25   26-36   Over 36 
8. What is your gender? 

 

Male  Female   

I prefer to use another gender description 
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9. How would you describe where you are in your journey with eating disorders?  

 Just identifying the issue and giving it a name 

 Receiving early intervention support from my GP or counsellor 

 Just started to receive treatment from a clinician in my community (within the last 12 months) 

 Receiving on-going treatment from a clinician in my community (more than 12 months) 

 Receiving or recently received hospital treatment (within last 12 months) 

 Recovered and not receiving treatment  

 Experiencing relapse but not yet receiving treatment 

 A long term sufferer but have not received treatment or support 

If these sentences don’t describe your experience, please help us to understand where you are in your journey by providing a 
brief description 

Other 

 

 

10. Do you have a support organisation or a support person who can help you if you feel stressed?(e.g. 
if you need to talk to someone after completing this survey) 

YES, I am supported by the following people or organisations (please tick as many as apply) 

 Consumer support organisation 

  Health professional (e.g. GP/dietitian, counsellor, Eating Disorders specialist)  

 Peer support group 

 Carer, family member, friend or mentor 

 Other (Please help us to understand how you get support by providing a brief description)  

 NO , I do not have access to support  
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The following questions provide a guide to help you to share your point of view. We invite you to 
share your opinions in your own way. If you need more space for your answers please attach more 
pages. 

Your Point of View: Treatment 

In phase 1, we found that people want a comprehensive, holistic approach to treatment that 

provides for all stages of illness and offers choices for individuals and families. 

11. If  ‘choices for individuals and families’ are an important part of the approach to eating disorders,  
what does ‘choice’ look like in practice? 

 

 

 

12. “Collaboration to provide seamless transitions between care levels” was identified as an 
important part of treatment. What do you believe helps to make transitions ‘collaborative’ and 
‘seamless’? 

 

 

 

13. What would you want frontline professionals (e.g. GPs, counsellors, and teachers) to know about 
eating disorders and about the personal experience of eating disorders to help them respond in the 
right way to people who are seeking, or appear to be in need of, help? 

 

 

 

14. If we could design the ideal service for people with eating disorders and their families, what 
would it look like? Another way to think about this is to ask yourself ‘what are the most important 
points at which people need to receive help and what kinds of treatment should be available? 
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Your Point of View: Information 

In phase 1, we found that getting access to good information was an important issue for prevention 

and early intervention. We also found that community attitudes played a significant role in people’s 

lives and that overcoming stigma was an important issue. 

 

15. What is the most important information or advice that you have received, and where did it come 

from? 

 

 

 

 

16. What is the most important information you would like families, friends or carers to have access 

to and at what stage in the eating disorder journey would this be most helpful? 

 

 

 

 
17. What is most important for families, young people and the community to know in order to 
prevent eating disorders? What single message would you like to give them? 

 

 

 
18. The NEDC is developing a website of information about eating disorders to support prevention 

and early intervention.  For people looking for information about eating disorders on the Internet, 

what sort of information would be most helpful? 
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Your Point of View: Participation 

In phase 1, we found that involving people with experience is an important part of increasing 
understanding about eating disorders, improving treatment practices and helping to prevent eating 
disorders.  

19. What area in the eating disorders field would benefit most from increased consumer or carer 
participation and why? (e.g. research, policy, hospital services, communication) 

 

 

 

 

 

 

20. What opportunities would you like to have to participate?  

 

 

 

 

 

 

21. Is there anything that prevents people from participating? What would help people to 
participate? 
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Permission to use your information 

The information collected during this survey will not be traceable to individuals. Any information 
obtained in connection with this project and that can identify you will remain confidential.  Data will 
only be accessed by NEDC staff.  
 
You will be informed about the results of the survey by means of a letter or email. If you do not wish 
this to happen you can say so at the bottom of this page. This is the first stage of this project. In the 
second stage, you will have the opportunity to review the results. If you do not wish to participate in 
these activities you can say so at the bottom of this page. 
 
Permission Statement 

I understand that my participation in this survey is entirely voluntary.  I give permission to the NEDC: 

 To use the information I have provided in this survey for the purposes of analysis and   

publication of results 

 To contact me to provide information on the progress and outcomes of the project and to seek 

my feedback on the project 
 

 To contact me regarding the ‘Evidence from Experience’ forum to be held in June 2011 

 
           If you tick this permission box, we will send you more information about the forum. Participating in meetings such as   
           the forum can be quite stressful for some people. For your own safety and well being, if you are currently receiving   
           treatment for an eating disorder, we ask that you discuss your participation in the forum with your therapist before  
           making a decision to attend.  

 
Comments     
Do you have comments about this survey or any questions that you would like the NEDC to 
answer?  

 

 

 

Thank You! 

Thank you for taking the time to share your opinion with us by completing this survey. If you have 
provided your contact details we will send you information on the progress of this project and the 
National Framework. 

Please send your completed survey to the Project Evaluator:  
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Appendix 3 

National Eating Disorders Collaboration 

Evidence from Experience Forum  -  Saturday, 18th June 2001 

Agenda 

Time Session 

9.30 Registration  
 

10.00 Welcome from the NEDC Evidence from Experience Working Group 
 

10.15 Introduction with presentation on the outcomes of the Evidence from Experience survey 
 

10.30 Workshop 1: Inside Story 
Focus group to review feedback from the Evidence from Experience survey 
 

11.30 Break 
 

11.45 Workshop 2: Priorities for a Nationally Consistent Approach 
Review of proposed content for the second National Framework and national standards 
schema 
 

1.00 Lunch 
 

2.00 Feedback from morning sessions 
 

2.30 Workshop 3: Telling the story 

 Review of the consumer and carer quotations used in the first national framework 

 Small group activities to create messages or short ‘stories’ framed around key issues from 
the Evidence from Experience survey 

 

3.30 Plenary Session 

 Feedback and take-outs from the days sessions 

 The next steps for the NEDC and for the Evidence from Experience group 

 Closing thoughts 

 Forum evaluation survey 
 

4.00 Close of Forum 

 

The forum is being held on behalf of the National Eating Disorders Collaboration  

The National Eating Disorders Collaboration and the Butterfly Foundation gratefully acknowledge 

the significant contribution from the Mental Health Council of Australia, who have funded this event, 

and the Eating Disorders Foundation of Victoria who have organised the event. 

Note: The agenda was changed on the day. The focus was on workshop 1 and 2. Workshop 3 did 

not occur. 


