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How I gained some first-hand 

experience into hyperemesis 

gravidarum-: 

The 2000 hours of vomiting 

and intense nausea that it took 

to make this tiny human

I joined the peer support 

network a few months after I’d 

had Sienna, prematurely, 3 

years ago.

The treatment and care I 

received whilst I was pregnant 

was not much better than that 

of my nan, who’d also been an 

HG sufferer, but in post-war 

Britain. 

Really, my ‘treatment’ barely 

differed to last century’s.



In common with many of the 

peer supporters in the network 

I couldn’t bear the idea that 

there was still all these women 

to come after me, going 

through the all of the loneliness 

and misinformation that I’d had.

I’d found Pregnancy Sickness 

Support later in my pregnancy 

and found the forum to be a 

real life line, so wanted to be 

part of this crucial movement of 

women helping women to 

survive this devastating 

pregnancy complication, by 

improving the information 

reaching sufferers, and the 

support they’d feel.



I’m sure that, like many 

of you, there are no 

words for some of what 

HG was like — but 

there was, is, a way of 

salvaging/creating 

something positive from 

the experience of being 

so ill for months on end. 



PEER SUPPORT
a take on what works well



And here it comes. What does good peer support look like? 

I’m going to talk about FIVE key things that I think characterise 

best practise, around a model of providing information and 

support to HG sufferers, and checking in (with PSS HQ, with 

ourselves) in a timely way. 

It’s important to say here that as peer supporters we are not 

qualified to give advice, but our role can be a game-changer 

nonetheless, because, by being linked in with the charity at the 

forefront of advocacy and research for HG sufferers you can 

signpost the most up to date, evidence-based information for 

sufferers to have powerful conversations with their health care 

practitioners.

Right. Let’s unpack those 5 characteristics of great peer 

support a bit more!



5 elements of good peer support:

• BEING RELIABLE

• VALIDATING THE WOMAN’S SUFFERING

• EMPOWERING SUFFERERS BY SIGNPOSTING HIGH 

QUALITY, EVIDENCE-BASED INFORMATION

• KNOWING WHEN TO REFER BACK TO PSS HQ

• LOOKING AFTER YOURSELF



And if it’s sounding unwieldly, then don’t worry, I think its actually just going 

to affirm what you are already doing, and just set it to a model today



The key thing is that volunteers 

are amazing. And volunteering is 

a great way to use your skills and 

insight to make a difference, to 

connect with people and build on 

your experience. 

Across the third sector in the UK 

volunteers contribute to our 

economy an amount equivalent to 

the GDP of Cyprus (GBP12bn). 

That’s a lot of essential services 

being covered. There are some 

hugely powerful charities out 

there, some championing the 

same causes.



But our tiny charity, with no formal 

funding streams and just a couple of 

paid employees, is the only fully-

insured voluntary service for women 

suffering from this devastating 

pregnancy complication

And so there’s every reason why 

we should take huge pride in 

what we do, and have really high 

standards in our volunteer work, 

so that the charity can be small 

be get mightier!



SUPPORT: 

BE RELIABLE



One of the reasons volunteers are amazing is that they selflessly give their time to 

others, but we already have very busy lives. We are all mothers, and might have work 

commitments, or be in a carer role, studying etc. as well as having a minimal amount 

of time for our own self care (more on that later). 

So once you have introduced yourself to the sufferer you are matched with, and let 

them know that you are here to support them, also touch upon how support will work 

best for the two of you. 

For example, particular evenings are hectic for me, and I can’t check my phone at all 

on work days. Having some boundaries around when I can be available helps 

establish a routine for when the suffer can rely on me being available for them- and I 

communicate if that’s going to vary, such as for a holiday.

Some sufferers will target getting some undisturbed rest after, say, attempting the 

school run, or trying to eat or take meds, so it’s good to find times to check-in that are 

supportive for them and validate taking that rest.

Some sufferers’ symptoms are exacerbated by screen time so brief calls might work 

better. Or just your understanding that they may sound short in messages, but that’s 

because they are viewing their phone screen through intense nausea or exhaustion. 



Here’s some credit for not giving up 

staying in touch even when the 

sufferer isn’t replying 

(unless the sufferer says ‘thanks, but 

please don’t contact me anymore’). 

It might feel pointless to text someone 

who isn’t replying, but it might be that 

they are feeling too low or poorly to 

reply. And your messages will still 

mean the world to them anyway. 



By mid pregnancy some sufferers feel 

a reduction in symptoms and will have 

less of a need for peer support. 

Drop them a message to check-in on 

them now and again, as their 

symptoms might worsen in the third 

trimester, and your support will be 

important again.



If your sufferer goes quiet and you 

have a particular worry about them-

they might have been considering the 

termination of a wanted pregnancy, or 

be suffering a sharp decline in their 

mental wellbeing- then check back in 

with PSS HQ. 

Sometimes Karen can get 

communication back on track. It might 

be that the sufferer needs a peer 

support team around them, or help 

with accessing perinatal mental health 

support; their partners might need 

their own peer support or their carer 

might need info to support them at 

their next appointment.



Don’t leave them on ‘read’. 

Remember that time takes on a 

different quality when you are bed 

bound or spending hours in A&E or 

the EPU (again), and that the 

loneliness of all this waiting around 

feeling half-dead compounds the 

suffering. 

Even a quick reply will mean a lot.



Sufferers can literally become 

‘out of sight, out of mind’ to 

work colleagues and friends, 

and it adds to the feeling of 

not getting to have a normal 

pregnancy experience when 

people don’t ask how your 

scan went, coo over the 

pictures etc. 

If I know the sufferer has got a 

milestone or appointment 

coming up, but that my week 

is hectic, then it works for me, 

to pop it in my diary so that I 

can remember to wish them 

luck.



SUPPORT:

VALIDATE THEIR 

SUFFERING



Within a over-stretched health care system and whilst 

suffering a pregnancy complication that is little 

understood by society, the women you support will likely 

have experiences of feeling let down and misunderstood, 

so be a constant for these women in:



Your non-judgemental responses to what a struggle their days are, 

and the choices they are faced with;



…In helping them problem solve strategies for coping with the very 

real pregnancy complication they have;



…constantly remind them of how far they have come.



Unlike the people that they already know, IRL. Sufferers don’t have 

to tidy up the house or make you a cup of tea, when you pop by for 

a virtual catch up. Their hypersensitive noses won’t be triggered by 

the smell of your perfume when you send a virtual hug or squeeze 

for the day they’ve just survived.



HG relapses and recovers somewhat. We think large amounts of 

rest help to reduce symptoms. 

So we have a ‘no judgement’ outlook on taking rest…



In fact we encourage rest…



…And more rest… (sorry about the food analogy)



…and more rest! 

Because it’s not even like it’s the ‘kicking back’ sort of rest we’d all 

love. It’s just going to help ease symptoms. A little.



Some validation for self 

care from Gemma Correll

and Beth Evans… Could be 

for anyone is having a 

tough time but is probably 

going to represent the daily 

battle for HG sufferers. 



Took my PUQE 

score/ Spewing 

Mummy’s treatment 

ladder/GTG69*  

along to my 

appointment

*delete as applicable

Asked a friend to collect 

my repeat prescription

Accepted a 

babysitting 

offer

💩

Survived a car 

journey 🚗
Asked to see an HG-

friendly GP instead

Joined the online 

PSS forum to meet 

more HG mums

Went near the fridge 😷

Found a 

way to clean 

my teeth 

this week!

Washed my 

hair

Did NOTHING 🏆

Decided I’m not 

giving a sh*t what 

people think of my 

spit towel

Ticked off another day, 

week, month, trimester

Sat on the sofa with 

my OH

I’ve added a few more around the 

things sufferers have to brave, or 

do, that they’d never usually 

consider. Add your own! 

Be one person who will never 

make them feel guilty for the things 

they are too sick to manage, or for 

managing their condition by not 

doing all the things. 

Be their cheerleader through all the 

otherwise small, or HG-particular 

challenges and celebrate them as 

wins.



INFORM: 

SIGNPOST HIGH QUALITY, 

EVIDENCE-BASED 

INFORMATION



What probably won’t be being reflected back at sufferers as regularly as it 

should be is that HG is an awful medical complication, not a reflection on 

them or anything they have done or not done, that they are battling a very 

real disorder.

Arm yourself with the high quality information that the charity has made 

available or been involved in developing, so that you can signpost it to 

sufferers and they can move their situation forward.



The information you need is readily available for you to find on the 

Pregnancy Sickness Support website. Both you & the women you support 

can see this, but it likely be easier for you to locate and signpost for them. 

There are additional resources in the Volunteer Area of the website, which 

you’ll need to log in to. Whilst you’re waiting to be matched with a sufferer 

your time is well spent exploring the resources in the volunteer area. 

More experienced peer supporters should check back here for time to time 

too.





This can be a 

helpful 

resource for 

patients that 

aren’t able to 

give a history 

when the are 

suffering from 

HG



Check who’s local for the sufferer

They can then specifically ask if those recommended HCP’s are on 

shift if they are admitted or asked to be referred to them.





RCOG produced guidelines 

for the management of 

NVP & HG in 2016, and 

PSS were very involved 

with these. 

The whole document is probably a bit much for an HG sufferer, unless 

they are into reading and having a better day, so perhaps signpost the 

executive summary at the front. 

They can then have conversations with their HCPs about the safe, 

evidence-based treatments that are available, or their carers/advocates 

can support them to query why their treatment or care isn’t happening in 

line with the guidelines, which should be the ‘gold standard’ for how obs

and gynae treat HG.





HG Sufferers can contact PALS for advocacy and support in getting 

better treatment or reporting complaints of poor care.



PSS regularly share the personal accounts 

that people have written through the website 

and social media channels. 

These can help women put words to what they 

are going through or have been through. 

It can be validating to know you have a peer 

group in feeling certain things, that you might 

not have IRL.



BIRTH, IN THE WORDS OF A SUFFERER,

JO MALONE
‘“I had hyperemesis for the whole nine months. It didn’t let up. 

I was so sick, and SO sick.

I was really scared about giving birth to Josh because I didn’t feel 

connected to this whatever was happening to my body. 

I was so scared of that child being put into my arms…”

“I promise you, I felt my body fill with love, from the soles of my feet! 

He’s now 17 years old, and 6 foot 2 and I still feel that same connection”

“They said, “You actually can’t sit and gaze at your baby all day”’

[Immediately after birth she plotted to divorce her husband and have the baby adopted out. 

Then a midwife carefully coaxed her into holding her little one and things changed course]





Yes. This. 

Because, as with other traumatising life experiences or any other 

chronic illnesses, HG can cause mental health problems, and there 

should be no stigma around being able to talk about that fact.

Women can be traumatised by how extreme the symptoms are; they 

can grieve not having a ‘normal’ pregnancy, not being able to work, or 

parent other children. I know I felt grief at how abruptly I had to stop 

work, and at knowing that I wouldn’t be brave enough to face HG again. 

I was traumatised by not having a voice when I was in hospital… Poor 

perinatal mental health needs validation and for it to be OK to be open 

about having a rough time mentally.

BUT. It is not OK to not be receiving the full range of treatment options 

and compassionate care. That is when it is not OK to be not OK.



‘The right to touch ones toes or have a full night’s sleep might be on a 

pregnant pause right now, but when it comes to your fundamental 

human rights your pregnancy makes no difference. If you are 

feeling pressure to do things a certain way, aren’t get support 

for your pregnancy or birth choices… It can be really reassuring 

and empowering  to know exactly what your rights are, 

and how to ensure that they are respected.’ 

BIRTHRIGHTS

REBECCA SCHILLER



Rebecca Schiller of the human rights in pregnancy charity, 

Birthrights, has just published ’Your No Guilt Pregnancy Plan’. 

Chapter 5, provides an excellent guide entitled ‘Your Rights’.

Aside from the fact that HG sufferers are not immune to every 

other complication that pregnancy can bring, what does ‘feeling 

pressure to do things a certain way’ or ‘not getting pregnancy 

choices’ look like for women with HG? 



“Midwives and doctors are there to support and care for you.

They joined a caring profession to help protect and uplift you, 

though sometimes the pressures of a busy system can make it tricky.  

So while you shouldn’t expect a battle to ensure your rights are respected, 

and will likely find huge compassion and support, it is pretty empowering to 

know that the law is on your side, that no-body can make you do anything that 

you don’t want to do, and that you always have the last word in any decision.”

HG sufferers can start to internalise these notions that they are being a 

drain on ‘the system’ or that they can’t expect better treatment and care. 

Those ideas that they are undeserving of feeling better become part of 

their own narrative, and they minimise the hell they are going through. 

So here’s a wonderful counter-narrative:





CHECK-IN: 

REFER BACK 

TO PSS HQ 



PSS, in large part, has been involved in many of the improvements in the 

treatment and care landscape for HG and advocacy for sufferers. 

The charity, and people associated with it are a brilliant mechanism for 

debunking myths, advocating for evidence-based treatments, working in 

research, working on the front line of treatment- check in with them to find 

out what’s new, what’s key, right now to equipping the women you 

support. 



Check in with Karen if you think you need more support to navigate 

what’s happening for your sufferer. Such as, if she's considering the 

termination of a wanted pregnancy; sometimes Karen can also help to get 

communication back on track or decide if its best to put a team of 

supporters arounds the sufferer, such as with experience of IVF, specific 

language skills, pregnancy loss, experience of other medical conditions 

etc; if she is potentially having a mental health crisis and is not managing 

to self/GP/midwife referred into her local perinatal mental health services; 

another reason you might want to check in with or if you are thinking of 

visiting her.

Remember it’s not our role to give advice, and if you and the sufferer are 

at a dead end on where to go next for advice then check back in with 

PSS.



CHECK-IN:

HOW ARE 

YOU DOING?
This check in is about looking after your own wellbeing. It comes down to 

that metaphor about being on a flight that got into trouble and needing to 

put the oxygen mask on yourself before you help someone with theirs.





The fourth trimester and beyond.

To put it mildly, it can be a bit of a kick in the shins if you thought birth 

was going to be the finish line with HG. We all take different amounts of 

time to process what we went through and having a baby is 

demanding! 

There’s no rush to become a peer support before you are ready, and 

no pressure to support additional women if you've already got a lot 

going on. You needn’t feel alone with the challenges you encounter in 

peer support- use the closed FB group for volunteers and/or PSS HQ 

to support you in what you do. PSS want peer support to feel 

worthwhile and rewarding for you.



Photo credit Megan Hine

‘You have to know yourself properly and that is what having empathy for yourself really means. 

Personal empathy is partially about acceptance, but it’s also about understanding that you have 

needs, thoughts and feelings, and that these might differ from those of the people and the 

environment around you... The danger with empathy is in allowing the profound feelings we 

have for other people to spill over into sympathy. If empathy enables us to understand and 

accept that someone may feel a certain way, or to predict how they are feeling, sympathy is when 

we take on their emotions’.

Hine, Megan. 

Mind of a Survivor: 

What the wild has taught me about survival and success



Megan Hine, who’s organising the Wild Girls Survival Challenge with 

Caitlin, has written some stuff about empathy versus sympathy in her 

book. 

This excerpt might be relevant to you, or might be good to reflect on 

as, if you’re checking in on someone who is profoundly unwell for 

months then inevitably it will mean something to you to know how they 

are getting on and see the pregnancy have a successful outcome. This 

is about having self-awareness in what we do, so that our wellbeing 

needs are met too.





• BE RELIABLE

• PROVIDE VALIDATION

• EMPOWER SUFFERERS BY 

SIGNPOSTING HIGH QUALITY, 

EVIDENCE-BASED INFORMATION

• KNOW WHEN TO REFER BACK 

TO PSS HQ

• LOOK AFTER YOURSELF





Thank you for listening, for being part of the change in the 

information reaching women and the support they feel going through 

HG.

For making these women’s pregnancies a little less… Awful.


