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New Maudsley Skills Workshops for Carers
Additional Capsule – Caring for young adults and adults
There is no doubt that young adults and adults with eating disorders have it hard. Whereas there is effective, validated treatment for children and teenagers, for adult sufferers, things are less clear and availability of treatment can be sparse. Most adult treatments require the patient to engage with therapy, yet sufferers may be far too underweight and malnourished, or simply not motivated to be able to do so. Parents, partners and other close others are desperate to support their adult sufferers and yet feel they are being pushed back both by the system and their loved one’s eating disorder voice. Parents are mindful that they no longer have the legal right to get their adult child treatment – unless their child is at serious levels of physical medical risk.

In this capsule l pull together some stories from adult sufferers that give carers of adult sufferers some really useful insights in to what might be helpful and to appreciate the challenges their loved ones might be facing. Whether your loved one lives with you or not, I hope you find the contents of this capsule useful. 
 
1) Megan's blog - Megan's parents came to our skills workshops several years ago and her Dad sent me this message :
"Megan who is now 28, continues to suffer from anorexia.  However, she is stable and continues to fight against it on a daily basis. One of the very positive note Megan has become far more open about her condition and is happy to talk about it and how it effects her life. Megan works as a HR manager for the civil service in the Cabinet Office.  This week Megan was featured in the Civil Service blog for ‘Eating Disorders Awareness Week’ and   we both (Megan and I) thought that it would be good to share this. Her blog can be found at https://civilservice.blog.gov.uk/2019/02/25/eating-disorders-awareness-week-megans-story/ 
2) Pooky Knightsmith (author, trainer, campaigner) talking on adults and eating disorders, drawing on her own experience of having an eating disorder as a mum and wife as well as practical tips for carers of adult sufferers: https://www.youtube.com/watch?v=t0UyL1jgd0w&feature=youtu.be 
3) Nayena, a young adult talks candidly about how nobody thought she had anorexia because she looked healthy https://www.time-to-change.org.uk/blog/because-i-looked-healthy-my-eating-disorder-was-dismissed and Hope Virgo continues her campaign to "Dump the Scales" after being told as a young adult she wasn't thin enough to access treatment https://www.change.org/p/eating-disorders-are-not-just-about-weight-dumpthescales 
4) Robyn on how his parents’ initial response to finding out he was struggling with mental health issues as a young adult wasn't helpful "they needed help as much as me". https://www.time-to-change.org.uk/blog/talking-about-mental-health-only-beginning 
5) James on how he has discovered the benefits of mindfulness and yoga through his recovery journey  ‘Reaching out is not a sign of weakness’: James Downs on fighting eating disorders | Varsity and Yoga With James – moving and growing with awareness (wordpress.com)
6) Dave on how he has used comedy as a tool to remove the stigma surrounding eating disorders and to engage audiences and explain his battle with anorexia. He talks about his tour 'Over It' and experiences of talking publicly about his struggle.  My Battle With Anorexia | Dave Chawner | TEDxClapham - YouTube.  
 
I could go on and on with stories like this, but my main message is that if you or someone you know is caring for an adult with an eating disorder please do consider coming along to our carer support group and carer skills workshops. Many of you do already but I often get phone calls from carers who feel they shouldn't take up the space because families with children and young adolescents need help more, or are more deserving.  There is plenty of space for carers of anyone with an eating disorder and recently a family comprising a sister, brother in law and two adult children came to pick up tips on how to support a lady in her 50s who has been struggling with her eating disorder for a long time.   
 
An example of our approach is neatly encapsulated in "LESS is more" which is also the key to the motivational interviewing approach we use: 
Listen - Listening conveys respect for another person's views and emotions and this doesn't just mean listening when your loved one speaks directly to you. Often carers of adult sufferers have limited face to face contact if any, and communication between you might be sporadic. However, communicating that you are there to listen if your loved wants to talk is just as important. You might think it is obvious that you are there, your loved one might have doubts so always worth dropping in the odd reminder. In addition, giving the message "there are other people who can listen if you don't want to talk to me". Anything to keep your loved one's mind open to the fact there are people who care about her and that there are lots of organisations who offer great listening services and/or online support (Beat, ABC, Samaritans etc) 
 
Empathy - Empathy means trying to step in to the other person's shoes and see things from their perspective. Think how can you communicate empathy in a compassionate, non-confrontational, non-judgemental way. "We don't know exactly how you are feeling, we do know you are experiencing a very challenging time, we are here for you". Also remember you cannot force your loved one to make changes, it has to be in their own time and at their own pace. Patience is essential.
 
Support - "We are here for you whatever happens, and we can help you access other support if and when you want it" The St Bernard! When your loved one hurls an avalanche of abuse and/or hides behind a wall of silence carers can feel battered, bruised and unappreciated. Remember it is the eating disorder, and the best way to keep connections open with your loved one is to keep calm and seek to create a warm and loving atmosphere whenever contact is made. Letters can be a powerful way to keep lines of communication open.
 
Share - in non eating disorder conversations and activities. Remember your loved one is living with the ED bully. It is so easy to get caught up in the trap of worrying so much about the ED bully you are unable to connect with your loved one. Communicate that you know she is more than the ED. Make connections through any medium you can that isn't about the ED. Her work, her hobbies, friends etc etc. Lots of acknowledgement of how much she has achieved and how far she has come. Also talking about bigger picture life events - what is going on in the world. Could you organise to go to her local town for a reason other than checking up on how much she is eating - a great art exhibition or similar- and suggest a coffee or walk, or that she could show you round or come with you. If there are siblings - could they do similar?
 
You might not get much response but a warm shower of positive communication will not do any harm and might just open those doors to further contact. Be creative in how you can communicate-  e-mail and text, facetime, whatsapp etc Many families are reverting to actual letter writing and there are some wonderful inspirational cards out there/ or make your own! 
  
Adult sufferers and their carers have also found these resources very useful:

Tabitha Farrar  - Website/Podcasts 
http://tabithafarrar.com/  
Tabitha created her site for adults in recovery from restrictive eating disorders. The information, however, is also helpful for parents of sufferers of any age, spouse or partners of adult sufferers, and friends/loved ones.
Tabitha takes a biological view of restrictive eating disorders. In short, it is food scarcity (energy deficit) that sparks the migration response in many different species, including humans. For those of us with the predisposition for this migration response when we go into energy deficit, we develop an aversion to resting and eating — because both stopping to eat too much and resting are threats to a mammal’s ability to migrate successfully. 
What happens next, is that we consistently engage in actions, reactions, and behaviours that are avoidant of weight gain. This consistent avoidance of weight gain alongside bodyweight suppression leads to the brain establishing a fear-response to any behaviours that might lead to weight gain. These behaviours, thought patterns, and reactions become neurally hard-wired in the brain due to the frequency in which they are engaged in.  
In order to fully recover, we need to address the biological stressor of perceived food scarcity (dietary restriction) and then rewire the neural pathways and fear response to weight gain that lead to the continued desire to engage in bodyweight suppression. 
Tabitha has developed a biological approach to recovery using theories of mammal migration and neural rewiring. She believes that any person who wants to recover, can. 
Having an eating disorder is not a choice. Recovery is.


  

Laura Hearn - Recovery Coach
Contact:
https://www.jiggsysplace.com/recovery-coaching/
connect@jiggsysplace.com
Laura Hearn is the founder of the globally recognised online artblog ‘Jiggsy,’ which uses its unique creative tool ‘The Jiggsaw’ to connect people affected by an eating disorder and mental ill health.
Laura is also a TV News producer for the BBC, and regularly speaks about her experience of recovery from an eating disorder, and how she learnt to heal after spending 8 months in an inpatient treatment centre in the US. She uses her extensive knowledge within broadcasting, to remove the stigma of mental illness in the workplace, and to encourage leaders to realise the financial and moral benefits of putting wellbeing at the heart of everything they do.
As a mental health consultant, Laura uses the tools she learnt in the US to train leaders in mental health awareness and advise organisations on their mental health strategy. Laura delivers keynotes on mental health, and coaches leaders on the value of adapting their organisations to retain staff, avoid long term absences and ultimately create productive working environments.
Laura has delivered workshops to companies, schools, charities and organisations, to help clients develop confidence and identity from within. Laura is also recovery coach with the Carolyn Costin Institute, to help clients realise that being ‘recovered’ is possible for everyone.

Hope Virgo Hope Virgo
For four years, Hope managed to keep her eating disorder hidden, keeping dark secrets from friends and family. But then, on 17th November 2007, Hope's world changed forever. She was admitted to a mental health hospital. Her skin was yellowing, her heart was failing. She was barely recognizable. Forced to leave her family and friends, the hospital became her home. Over the next year, at her lowest ebb, Hope faced the biggest challenge of her life. She had to find the courage to beat her anorexia.
In Stand Tall Little Girl, Hope shares her harrowing, yet truly inspiring, journey. Through her letters and diary entries, Hope tells us how she fought from rock bottom to beat the 'friend' that had controlled and nearly destroyed her life. The story of Hope's recovery will inspire countless others.
So, if you need motivation and belief to overcome an eating disorder, Stand Tall Little Girl is a good place to start
Hope also delivers many workshops to schools universities and corporates including recovery workshops for young adult sufferers, and you may have seen her #Dump the Scales campaign on Change.org

June Alexander on using writing as a recovery tool https://www.thediaryhealer.com/ 

 


Thoughts on eating disorder sufferers who aren’t female?
Eating disorders are stereotypically seen as a white, middle class female disease. When my son was diagnosed with anorexia in 2002 it was commonly believed that just 1 in 10 eating disorder sufferers were male, and it was not a topic that garnered much attention. Since then, there have been many studies reporting a much higher overall percentage as being male (up to 25%) and reports of male eating disorders seeing the biggest increases. In 2017 there was a huge amount of media attention around this issue, and much commentary about the lack of male beds in in patient units. In 2019 Beat’s Eating Disorders Awareness Week campaign focused on the fact that eating disorders can affect anyone regardless of their gender, ethnicity, sexuality, age or background. Over the past few years more men and LGBTQ+ sufferers have come forward to talk about their stories via the media, videos and books, and this has certainly helped to reduce some of the stigma surrounding “non female” eating disorders, although there is still some way to go.

Some of the recent stories include:
Freddie Flintoff : Living with Bulimia BBC One - Freddie Flintoff: Living with Bulimia

Christopher Eccleston : I Love the Bones of You I Love the Bones of You: My Father And The Making Of Me eBook: Eccleston, Christopher: Amazon.co.uk: Kindle Store

Nigel Owens: True to Myself Panorama, Men, Boys & Eating Disorders BBC Documentary 2017 - Bing video

Sam Thomas - founder of Men Gets Eating Disorders Too talk about his struggles with bulimia Boys Get Eating Disorders Too - Talking Bulimia with Sam Thomas | Teenage Kicks Podcast on Acast 
and there is a documentary that Sam co ordinated, and features several men talking about their eating disorders at
Millstone - Documentary about Eating Disorders in Men - 2015 - YouTube


Ian Maitland, journalist and author writes about his adult son Michael’s experience with anorexia and other mental health issues in two books: 
Dear Michael Love Dad Dear Michael, Love Dad: Letters, laughter and all the things we leave unsaid.: Amazon.co.uk: Maitland, Iain: 9781473638198: Books (Regarding the power of letter writing to maintain connections this book is also wonderful)
Out of the Madhouse Out of the Madhouse: An Insider's Guide to Managing Depression and Anxiety: Amazon.co.uk: Michael Maitland and Iain Maitland: 9781785923517: Books In this book dad Iain, and son Michael, write alternate chapters.

Dave Chawner comedian 
Weight Expectations  Weight Expectations: One Man's Recovery from Anorexia: Amazon.co.uk: Dave Chawner: 9781785923586: Books In this book Dave describes how his recovery journey fits in to the transtheoretical model of change.



Finally remember that an adult sufferer is also their own carer. 
Adult sufferers often say people forget that. The well part of your loved one has lots of resources to tap into, in his fight with the ED bully. Might be hard for him to express it outwardly, and your belief in him to self-care can also be very important.
 
I hope this helps give you some ideas. No magic wand but remember "if something is working do more of it, if it isn't try something else" (and don't beat yourself up) You know where we are and the carer group is a great place to share ideas and experiences.
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