

Collaborative Care New Maudsley Skills Workshops for Carers
Additional Workshop Capsule
Challenges of recovery - periods starting or resuming

These workshop capsules have been created from scenarios considered in previous workshops and are designed to help carers to review and reflect on specific areas that can prove extremely difficult.
In this capsule we review how best to support your loved one when her periods restart or start for the first time whilst in the recovery phase.  Recognising the challenges and contingency planning for potentially difficult events such as this can be invaluable. Sufferers (Edi) in recovery often report that once they looked better everyone around them assumed that life was now easy and the level of support fell by the wayside. This can also be true when periods restart. Everyone is happy with mother nature’s sign that health is being restored, apart from Edi, who might be feeling devastated.  Without support the return of periods can trigger a mini lapse or a more significant relapse in the recovery process.

In this capsule we will look at the following issues:
· why loss of periods has been removed from the diagnostic criteria for eating disorders, 
· what is written about eating disorders and reproductive maturity, 
· myths about amenorrhea and the return of periods
· how to support Edi once her periods return  
· contingency planning in advance of periods returning
· Useful resources and videos







Why loss of periods has been removed from the diagnostic criteria for eating disorders
Psychiatrists and other mental health professionals around the world will often use the Diagnostic and Statistical Manual of Mental Disorders (DSM) published by the American Psychiatric Association in their diagnosis of eating disorders. 
The fourth edition of DSM included loss of periods as a diagnostic criteria for anorexia nervosa - amenorrhea, or the absence of at least three menstrual cycles. Of course, this criterion cannot be applied to males, pre-menarchal females, females taking oral contraceptives and post-menopausal females. In some cases, individuals exhibit all other symptoms and signs of anorexia nervosa but still report some menstrual activity.
There are also lots of other things that can affect the menstrual cycle such as stress and anxiety and intense exercise (such as that required for elite athletes) without weight loss.

DSM V has therefore removed amenorrhea as a diagnostic criterion for anorexia.
What is written about eating disorders and reproductive maturity?
Much is written about the effect of eating disorders on the endocrine system, very little is written about supporting Edi when their periods return.
In her really informative book Sick Enough - A guide to the medical complications of eating disorders by Jennifer Gaudin, she addresses the issues around menstrual periods resuming and hypothalamic hypogonadism. She points out that a more reliable indicator of a starved body returning to a more  healthy state can be via a pelvic ultrasound. If the ultrasound shows a small uterus and immature ovaries, then the hypothalmus hasn’t yet woken up, either due to insufficient weight restoration or insufficient time at the restored weight. A study showed that almost 90% of women required weight restoration to a BMI of 20 plus for ovarian maturity to occur. Furthermore, at a BMI of 19 only 40% of women had achieved reproductive maturity.
See later notes on supporting Edi when their periods return.
Myths about the return of periods
It is mother nature’s way of telling us Edi is recovered
It might be an indication of a move towards physical health but it does not mean Edi is recovered. Many sufferers report their frustration that at the slightest sign of weight gain everyone around them assumes they are better, even though they are plagued by eating disorder thoughts and related safety behaviours. In addition, the return of periods can sometimes come when Edi is still at a very low weight. The ED voice will seize this as an opportunity to convince Edi she is fine and does not need to make any further changes. 
Edi will be delighted to get her periods back
Some sufferers will be delighted to get their period back. Most will experience a whole array of difficult emotions as they come to terms with everything that the return of periods signifies.
Taking the contraceptive pill will resolve all medical issues related to amenorrhea
It is important to note that oral contraceptives do not magically resolve the medical issues related to amenorrhea, the monthly bleed is chemically induced rather than mother nature providing a clue that physical health is returning. Oral contraceptives do not improve bone health either. 
Boys and men with anorexia are not affected in the same way
Males with anorexia will also experience a reversal in their sex hormones leading to potentially reduced bone density and sexual development. Anorexia can also lead to infertility, for both men and women.
In children with anorexia, the start of puberty and the associated growth spurt may be delayed. They may gain less weight than expected for someone going through puberty, and they might be shorter than other people of the same age. Whilst boys will not be concerned about their periods, they might be very concerned about the possibility that one of the longer term effects of anorexia can be stunted growth. 
Some clinics use testosterone therapy for adult male sufferers with low testosterone levels. Jennifer Gaudin points out that it is important to assess whether they have achieved their adult height before doing this. A bone x-ray can determine whether growth plates have closed.

How to support Edi once her periods return
This is a really common issue, all girls whose periods have stopped or been delayed will face this issue at some point in their recovery.
You might find this checklist useful:
1. Show compassion and empathy for the challenges of recovery with a particular focus on  periods returning
1. Help Edi to acknowledge how far they have come
1. Use your communication skills of ALVS to acknowledge the emotional turmoil and validate this and soothe
1. Remember the importance of not arguing with logic – you might be celebrating the fact that periods are back, but your loved one does not want to hear your logical reasons *
1. Remember to reiterate that your unconditional love and support will not suddenly go away just because this landmark has happened
1. Remember to acknowledge that there is still a long way to go in the recovery process, while at the same time reiterating your belief that Edi can and will do it, with your support

Remember LESS is more. Less talking, more listening, with a great deal of empathy and compassion
*Watch this video and imagine that the nail is symbolic of your daughter getting her periods back:
https://youtu.be/-4EDhdAHrOg

The motto accompanying the video is so relevant for us:
"Don't try to fix it. I just need you to listen." Every man has heard these words. And they are the law of the land. No matter what.

In the case of periods, carers can be so easily drawn into trying to fix the problem by arguing with logic about the return of periods. A mum recently told me she finds it really useful to ask her daughter “Is this a fix it or a feel it moment?”

In the unlikely event her daughter replies “It is a fix it moment, just tell me it is ok and I will feel better” then of course mum can then give her all the reasons why the return of her periods is such a wonderfully positive event.

In the more likely event that her daughter replies “it is a feel it moment and I feel really really terrible” then mum can proceed to use any of the compassionate and empathic motivational responses to step into her daughter’s shoes and help her to tolerate the distress that has been triggered by the returning period.

We considered this issue in our support group setting and used the decisional balance approach to seek to really come alongside Edi and support her. This tool can be used to explore Edi’s commitment to recovery and change, and also help carers to understand how Edi is feeling when difficult things have happened or might happen in the future.
In this case we are seeking to understand how Edi might be really feeling about her periods returning. The decisional balance quadrant looks like this: 
	1. 1 PROS of no change
What are the benefits of not having your periods?

	2. 2 CONS of no change
What are the disadvantages of not having periods?


	4. 4 PROS of change
What would be the good things about getting your period back?

	3. 3 CONS of change
What might be difficult for you when your periods come back?




Very often as carers we forget about quadrant three in our enthusiasm to “fix” everything and so we move straight to providing all the good things about the return of periods. Edi can feel frustrated (no one understands) angry (nobody is listening to me) sad (nobody cares about MY feelings) and desolate (I am all alone in this terrible ongoing battle with my ED voice).
We can use these four questions to put ourselves in Edi’s shoes
Q1 :What are the benefits of not having your periods?
No bloating
Cheaper
No swollen tummy
No heavy periods
No cramps
No PMT
Clearer skin
More childlike – I don’t want to grow up and have to deal with difficult things
No hassle
I am in control
My weight is under control and I am not fat

Q2: What are the disadvantages of not having periods?
Bone density – osteoporosis
Can affect your growth
Affecting your ability to have children – fertility
Not ovulating
(taking the contraceptive pill will only induce an artificial bleed)
It’s not normal

Q3: What might be difficult for you when your periods come back?
I feel out of control
ED voice is telling me I am FAT and periods are REALLY BAD
My skin will terrible
I will feel terrible
My tummy will look disgusting
I will feel so uncomfortable
I will feel wobbly physically and emotionally
It is too much for me to bear
What if I leak
I might get caught out if I don’t know when it is coming
I will look like a woman
Boys might give me unwanted attention

Q4: What would be the good things about getting your period back?
Mmmmmmmmmm - Edi might find it difficult to think of anything!
Well mum might be pleased
She might back off
I can have babies
Might be a positive step towards normality 


Scenario 
Jade age 17, had been doing really well and then she got her period back for the first time in 8 months. Great news as far as mum was concerned but Jade has been very upset and angry about it. After a few days of being miserable Jade’s emotions escalated to the worst they have been in weeks, resulting in her refusing food and saying ‘Mum, there’s no point to all of this. I have put on all this weight but my head is still not any better. There is no point in eating. My life is over! ‘ 
Mum might use the ALVS approach to respond - ideally this would be in a moment when Jade is feeling a little calmer.

Attend – Jade I can see this is really upsetting for you. You feel you might as well give up, that there is no point in eating and that your life is over. (simple repetition of Jade’s earlier words)
Label – I guess you are feeling devastated, low, angry, disappointed, terrified (if you guess wrong Jade is likely to correct you. Often you will just get a grunt)
Validate – You are feeling xyz emotions BECAUSE (the word because is very powerful)
· Angry because it symbolises weight gain and that is excruciating for you to deal with at times
· Devastated because it is a sign of recovery and you didn’t expect it yet
· Disappointed because you feel nobody understands how difficult this is
· Terrified because those around you might assume it is a sign you are completely better
· Low because you are exhausted with all the effort you have already put in to your recovery
· Hopeless because the recovery journey seems to have endless challenges
It is ok and completely natural for you to feel like this and on reflection I realise my initial response wasn’t helpful.
Soothe (there are many useful soothing techniques)
· HUG if sad, 
· Space if angry or emotionally aroused, 
· Affirmations – remind Jade how hard she has worked and how brave, courageous, determined, tenacious she has been in her battle against the illness
· Distractions dog walk, creative activities , TV, play with the cat, 
· Unconditional love and support - Jade we love you so much and we realise that you are facing so many challenges. We are here to support you in your daily battle with ED
· Goal setting – getting back to normal, what might be helpful, who could help, how might they help etc?




Contingency planning in advance of periods returning
(see also separate capsule on Relapse and Contingency Planning)
The return of periods is an inevitable part of recovery for females, although we can never predict the exact timing. It can be useful to pre-empt some of the inevitable distress by addressing the issue in advance, in the same way as you would prepare your daughters for the onset of menstruation in normal circumstances. Don’t assume they will be relaxed about the return of their periods just because they had periods before!

If your loved one is in treatment this might be something they could address with their therapist or anyone else within the care team. They might prefer this to having a conversation with mum.

If your loved one has a sister or other female relative of a similar age this might also be preferable to talking to mum about it.

The decisional balance can also be a useful tool at the contingency planning stage.

Alternatively, Edi might prefer to do their own research and contingency planning to prepare for the time when their periods resume.  

Useful resources and videos created by young ladies in recovery:

Rehabilitate, Rewire, Recover by Tabitha Farrar has a section on hormones and periods which she refers to as Teenage Brat Syndrome

Getting Your Period Back | Eating Disorder Recovery - YouTube
MY ANOREXIA RECOVERY // Getting your period back - YouTube
Your loved one might want to watch these on their own or with another family member. They are both packed full of useful insights into the issues faced by Edi when periods come back.

Conclusion
All stages of recovery are challenging and carers who can provide their ongoing support throughout can significantly increase the chances that their loved one will make a full recovery and go on to lead a good quality of life. Carers recognising the challenges of recovery, noticing and affirming progress, however small that might be, and helping Edi to review and reflect on any setbacks are all invaluable in the recovery journey.
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