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Advocating for your loved one with ARFID

This topic sheet can be found at bit.ly/3Qf2PLn
When your loved one is diagnosed with an eating disorder it can feel like you’ve
landed on another planet. When the diagnosis is ARFID (Avoidant Restrictive Food
Intake Disorder), there is often a greater lack of understanding, medical training, or
even awareness amongst health professionals, than with other eating disorders like
Anorexia Nervosa, Bulimia or Binge Eating Disorder.
‘ARFID’ was only relatively recently named and first appeared in the DSM5 in 2013.
This means that many mental health professionals and GPs trained before this time
may have very little knowledge on ARFID, and why it is often overlooked as ‘just a
picky eater’ or the belief that ‘he/she will grow out of it’.
Advocating for our loved one with ARFID is very important. To be able to do so, we
need to educate ourselves on this eating disorder, so we can have the knowledge
and confidence to call out practitioners who have little or no understanding, and to
find a supportive treatment team willing to work with us to support the person with
ARFID.
You will definitely come across people who don’t understand or are not educated in
ARFID. By educating ourselves on ARFID, we can make sure our loved ones are
getting appropriate care, and not getting treatment that could make things worse.
As Carers, if we can identify which type(s) of the 3 ARFIDs our loved one
experiences, then we can also start to advocate more effectively for their needs and
seek clinicians with adequate knowledge and expertise.
Types of ARFID
• Lack of interest: clients with this type of ARFID have a genuine lack of interest
in eating and food.
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•

Sensory Avoidance: clients with sensory avoidance have issues with food
tastes, textures, temperature, appearance and smells.

•

Fear of Aversive Consequences: fear of illness, choking, nausea and allergies.
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Parents do know their child best, and it is important we have the confidence to
‘trust our gut’ and speak up if we feel important issues are being overlooked or our
concerns are being dismissed as ‘just a phase’ or ‘nothing to worry about’.
Many of our loved ones with ARFID have other co-existing medical and
psychological conditions that have meant we have already had to advocate for them
many times- often for their whole life- with family, friends, practitioners.
When searching for your treatment team, don’t be afraid to ask questions. Do they
know about ARFID? Have they had experience treating people with ARFID and have
they had success with their approach? Are they willing to learn along with you and
include you as treatment plans are decided?
Sometimes it is just important to find practitioners who you feel comfortable with,
won’t judge, are supportive, listen to you and want to help.
A clinician who is open about having little experience with ARFID, but is willing to
learn, educate themselves and listen to you, the primary carer, can be a most
valuable asset.
A clinician who shows disregard for your concerns or is not willing to investigate
further or educate themselves on ARFID can do more harm than good, so keep
looking and use resources such as the new ANZAED Connect.ED national website
to find clinicians who are credentialled in eating disorders or try EDFA’s Memberrecommended lists on our website or InsideOut Institute or Butterfly’s clinician
database. Make a post on the strive Australia online forum, asking for member
recommendations near your area and use #ARFID tag so other ARFID carers will see
it and respond.
Change if you need to & trust your gut- you know what will work for you and your
family.
We also need to advocate for those young ones with ARFID at Kinder and School.
Be sure to meet with teachers and school counsellors and even Principals, to explain
ARFID and the needs of your child. For example, policing of lunchbox contents or
making judgemental comments about preferred or safe foods will only humiliate
your child in front of their friends and make them more self-conscious. It is
important to educate teachers about ARFID and emphasise the need for
understanding and to avoid pressure or ridicule around eating certain foods or
trying new or fear foods.
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Here are some tips on how to advocate for your loved one:
1. Learn as much as you can about ARFID and learn fast.
2. Prioritise who you need to speak to and make a plan. This includes family,
friends, GPs, clinicians, schools, sporting clubs etc.
3. Do your due diligence in selecting a treatment team and aim to forge strong,
trusting relationships. Don’t be afraid to change if you feel you need to.
4. Be prepared for some difficult conversations as myths and stigma around
eating disorders are widespread. Expect to have to challenge and educate
others
5. Be prepared at appointments. What messages do you need to convey and
what outcomes do you need? Emotions can take over and you can miss
communicating important information, so take notes along as prompts.
6. Trust yourself and trust your gut - you know your loved one best. If
something doesn’t feel right, trust yourself to speak up. Never doubt the
importance of your role and input in the treatment team.

7. Be inquisitive – ask questions and double check if you’re not sure about
something.
8. Keep notes. A daily diary can be a wonderful resource when your brain is
struggling to keep on top of it all. Include information about the behaviours
and symptoms you observe, appointment outcomes and things you need to
follow up. Being able to describe things accurately when needed, can help
improve treatment outcomes.
9. Understand your rights and how they apply to your situation. Australian
Charter of Healthcare Rights apply to any healthcare in Australia, including
public hospitals, private hospitals, general practice and in the community.
Utilise to empower you.
10. Familiarise yourself with the relevant legislation in your state or territory:
Mental Health Act, and Guardianship Act. You may never need it however it’s
good to have a basic understanding in case you do.
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Being an advocate can be emotionally
exhausting and overwhelming, however
also empowering and rewarding. Focus
on what you can control and pat yourself
on the back for the small wins along the
way. Everything you do is helping your
loved one in their recovery – even if it
doesn’t always feel like it. Be like a dog
with a bone and you’ll find strength you
didn’t know you had!

Some of your biggest supporters are in this group, so utilise the strive Australia
Facebook forum and support groups to ask questions and share experiences.
Use #ARFID
Other helpful resources

Health support planning for children and students in education settings
bit.ly/3AcKbhD
My HealthCare Rights (Consumer version) bit.ly/3JIQQ6J
CEED’s Eating Disorders Care and Recovery Checklist for Carers bit.ly/3JtrDNb
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Shared knowledge and generosity of those with lived experience
Terms of Use

All information provided is merely for educational and informational purposes. It is not
intended as a substitute for professional advice. You are encouraged to consult other
sources to confirm the information contained in this document and if medical treatment is
required, to take professional, expert advice from a legally qualified and appropriately
experienced medical practitioner.
We strive to provide accurate information that can help you learn more about the topics,
but we cannot take personal or legal responsibility for your use of this information.
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