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Executive Summary

It is estimated that 1 in 13 Canadians have an eating disorder, a psychiatric illness that can be 
successfully treated.  In addition, eating disorders have the highest overall mortality rate of any 
mental illness, with estimates between 10-15%.

It is widely known that the healthcare system in Canada is not meeting the needs of the eating 
disorder community.  The community-based organizations involved in this study receive calls 
and emails daily from individuals looking for help in accessing treatment, only to find 
themselves on long waiting lists, too sick or not sick enough to qualify for treatment, or 
commonly under-treated because the goal of the program is short-term weight restoration 
versus long-term physical and mental wellness.  

The purpose of this survey is to gain a better understanding of the strengths and the gaps in 
the healthcare system from the perspective of individuals with lived experience.  Each of the 
organizations involved sent the survey to their database of constituents, generating 278 
responses in less than 2 weeks.  This level of participation and the richness of feedback 
received reaffirms the critical need for systemic change.
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Executive Summary – Major Findings
• More than half (52%) said that the healthcare system fell short in many or all areas

• Only 47% received a referral from a family physician to specialized treatment

• 42% waiting 6 months or more between initial diagnosis and starting treatment

• Only 53% received most or all therapy or treatment through the publicly funded system

• 82% claimed that their eating disorder started at 17 or younger, with 32% claiming a start at age 12 or 
under 

• Only 31% perceived positive treatment outcomes such as significant reduction or elimination of symptoms

• More than half (52%) described treatment outcomes as temporary, minimal, non-existent, or claimed that 
symptoms worsened as a result of treatment

• 57% of those who experienced therapy online as a result of COVID-19 restrictions stated that it was less 
effective than in-person therapy or not effective at all
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Survey Methodology

The online survey consisted of 25 questions aimed at understanding the strengths and 
limitations of the healthcare system from the perspective of individuals with lived 
experience.  The survey design was led by WaterStone Foundation with input from 
participating organizations, clinical experts, and individuals with lived experience. 

The survey was disseminated between January 7 and January 12, 2021 by six 
community-based eating disorder organizations: Bulimia Anorexia Nervosa Association 
(BANA), Body Brave, National Eating Disorder Information Center (NEDIC), National 
Initiative for Eating Disorders (NIED), Sheena’s Place, and WaterStone Foundation.

The survey closed on January 22, 2021 with 274 completed surveys received.

The majority of respondents (216 of 274) live in Ontario with the most others living in 
other parts of Canada.  
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Survey Results
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Q1: Overall, how would you rate your experience with the healthcare system in 
responding to your eating disorder and related healthcare needs? (Please select 
one option that fits best)
Answered: 273    Skipped: 1
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Q2: How would you describe your experience in receiving an accurate diagnosis of 
your eating disorder? (Please select one option that fits best)
Answered: 274    Skipped: 0
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Q4: What was the length of time between your initial discussion with a health care 
professional about your eating disorder symptoms and starting psychotherapy or 
other forms of treatment? ( Please select one option that fits best)
Answered: 272    Skipped: 2
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Q5: What was your experience in finding appropriate psychotherapy or other 
clinical treatment to meet your needs? ( Please select one option that fits best)
Answered: 273    Skipped: 1
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Q6: Were you able to access therapy or treatment in the publicly funded 
system? i.e. OHIP? Please select one option that fits best)
Answered: 272    Skipped: 2
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Q8: In your opinion, how successful was your therapy or treatment in responding 
to your eating disorder? (Please select one option that fits best)
Answered: 273    Skipped: 1
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Q9: If you attended a hospital inpatient or day program, what would you consider 
to be the strengths of the program? ( Please select all that apply)
Answered: 265    Skipped: 9
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Q10: If you attended a hospital inpatient or day program, what would you consider 
to be the limitations or weaknesses of the program? (Please select all that apply)
Answered: 263    Skipped: 11
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Q11: If you attended a hospital inpatient or day program, did you receive adequate 
follow-up and monitoring of your progress post treatment
Answered: 265    Skipped: 9
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Q13: If you attended publicly funded or free outpatient treatment in the community, 
what would you consider to be the strengths of the therapy or treatment you 
received? ( Please select all that apply)
Answered: 266    Skipped: 8
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Q14: If you attended publicly funded or free outpatient treatment in the community, 
what would you consider to be the limitations or weaknesses of the therapy or 
treatment you received? ( Please select all that apply)
Answered: 255    Skipped: 19
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Q15: If you attended a private inpatient residential clinic, what would you consider 
to be the strengths of the program? (Please select all that apply)
Answered: 260    Skipped: 14
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Q16: If you attended a private inpatient residential clinic, what would you consider 
to be the limitations or weaknesses of the program? ( Please select all that apply)
Answered: 262    Skipped: 12
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Q17: If you received residential private treatment, where was the facility 
located?
Answered: 261    Skipped: 13
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Q18: If you attended private outpatient treatment in the community, what would 
you consider to be the strengths of the therapy or treatment you received? (Please 
select all that apply)
Answered: 266    Skipped: 8
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Q19: If you attended private outpatient treatment in the community, what would 
you consider to be the limitations or weaknesses of the treatment you received? ( 
Please select all that apply)
Answered: 264    Skipped: 10
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Q20: If you experienced individual psychotherapy online as a result of the Covid-19 
pandemic, in your opinion, how effective was online vs. in-person therapy
Answered: 269    Skipped: 5
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Q22: What is your age?
Answered: 274    Skipped: 0
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Q23: At what age did symptoms of disordered eating start?
Answered: 271    Skipped: 3
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Q24: What is your gender?
Answered: 273    Skipped: 1
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Sampling of Verbatims
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Verbatims

I told my GP and his response was "eat more ".

I was discharged a few months prior to asking for help when I was relapsing and was told I needed to wait 6 months to re apply. 
Then covid happened and delays delays delays. 

I found an appropriate provider immediately who couldn’t take me for a year, I sought out many other professionals while I 
waited and none of them could take me either or were out of budget.

Not much help is available, unless you can afford private healthcare.

You need a team of people walking along side you to make sure you keep going as it is a long process in getting well. 

I was taken to my family physician and once my mother and I told them about my binging, purging, restricting and loss of hair, 
nails and terrible stomach pains I was asked to weigh myself and referred to a therapist who immediately prescribed me 
antidepressants and instructed me not to eat certain foods because they were fatty

Recovery is difficult but the real challenge is when you leave the structure of hospital treatment and go back into life, yet there is 
nothing publicly funded, the after care is not considered part of the ED program you have to pay out of pocket…

Public health doesn’t seem to cover many services related to mental health and eating disorders unless you …are very ill with
severe anorexia or bulimia. It would be helpful if before symptoms or mental illnesses get that bad if there were free or covered 
resources that were available.
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Verbatims

In patient treatment met my needs. Pre and post inpatient were poor. No resources nearby and the ones that were 
close were useless and made things worse.

I was not "sick enough" or "underweight enough" to access publicly funded treatment, despite trying to go that route, 
both through my family doctor and through community mental health and addictions. I was told to find a private 
therapist.

I was unable to access treatment until the COVID19 pandemic, when services became virtual. I was diagnosed with my 
ED in 2015,but  had been unable to access treatment living in rural Ontario.

When I was 17 I was part of an outpatient program that referred me to private therapy sessions with a social worker. 
The program was eventually cut by the government and only allowed for group therapy sessions (which I did not find 
helpful). My psychotherapy sessions are not covered by my private work benefits as my psychotherapist does not have a 
MSW. I have only been able to find a private registered dietician specializing in eating disorders through Sheena’s Place 
but haven’t been able to get treatment due to lack of finances from being laid off (due to covid).

The waitlists were really long and my parents only found payed for therapy. However, I eventually was given publicly 
funded treatment due to a really serious trip to the hospital. Still, it’s only temporary and it’s ending soon, so I have to 
find payed for therapy.

I was unable to access follow-up treatment as it did not exist in my community and I was too far away from the 
inpatient program  
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I was told that i would have to apply for treatment and be waitlisted approx 6-12 mths and then interview and see if i
was a good fit for the treatment program and that usually i had to be an extreme case to qualify (under or overweight, 
health concerns). I did not have that time as i was deteriorating rapidly so I decided to go to a private treatment facility

In the 36 months I waited to get into a program I paid for private help because I needed support more urgently

Waiting lists for publicly funded eating disorder treatment are incredibly long, so I was forced to find private treatment 
providers. I am currently on the waiting list for a hospital day-treatment program, so I may eventually be able to access 
publicly funded treatment.

The waiting lists for an inpatient bed were too long for how severely my disorder was progressing.

In 2013 I was waiting for an inpatient bed in sick kids and there was no room. … I ended up sticking with outpatient 
treatment and my mom stopped working to care for me full time at home. In 2015 I was no longer able to receive 
publicly funded treatment in eating disorder programs because of a suicide attempt. 

Treatment did not deal with the whys of the genesis of the ED. Treatment was specifically geared toward gaining weight.

The system is broken. Current treatment approaches rarely work for people and are inflexible/rigid — not adapted to 
individual needs in any way. The focus is entirely on physical symptoms and "weight restoration" rather than improving 
people's quality of life. 
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Treatment as it is is not effective. We need more personalized, flexible, long term approaches that can meet people where they 
are.

I have a hard time maintaining progress and have had frequent relapses. I often feel like and have been told that I need more
consistent support (residential treatment) but cannot afford it.

I have accepted blame for being unable to recover, but I wonder if it could be different. I think one strike against me was 
entering treatment (via an intervention) at age 45, when my ed had been active since age 15 but without treatment. Maybe it 
is intractable. I am 60 now and feeling hopeless. 

Sure I gained the weight. Everyone thinks you’re cured. All the emotions and trauma the ED was numbing me from came 
crashing around me not knowing how to handle these feelings. Suicide attempts a couple times. Had four relapses over the 
years but the ED raging brain never went away

I ended up getting admited 4x within a year, as I kept coming back, as I always lost weight after left, as they didn't overly help 
me get over my eating disorder, just get me to get out of danger physically

As a 44 year old woman with 2 kids and a full time job I can't get real help. I'm desperate for the system to find my life 
worthwhile. 

Referrals to eating disorder programs shouldn't be for those with the worst symptoms or after years of trying other things. Early 
intervention would help to prevent lengthy suffering.
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