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Curator, Samantha was selected as a Rupert resident in 2020. Here 

Samantha speaks with her sister, the artist and author Sarah Lippett, 

about finding ways of articulating, communicating and recording 

changing states of health and illness.  

I was isolating in Vilnius when Sarah messaged to say the news was 

worse than we had expected. The possibility of relapse that edges 

closer each year had finally happened and she was to start a course of 

steroids to control the protein levels in her kidneys caused by 

FSGS. 1 She told me patients call it the ‘devils tic-tac’. 

The relapse has acted as a stark reminder of the uncertainty of living 

with chronic illness, the temporality of ‘good health’ and how 

abruptly life can change. A sea and two hours apart, this conversation 

is one of many we have had as friends, sisters and collaborators where 

we consider the parallels between time in relapse and in crisis. We 

have spoken about the wisdom gained through endurance and finding 

kinship with strangers, as well as our shared hope that alternative 

structures of care will be sustained post Covid-19.  

As the world functions in slower time, there is perhaps an opportunity 

to learn from the wisdom of those who have already accepted the 

fragility of human life through living with illness. Sarah said that once 

you do, there is a freedom found in simply controlling what you can 

rather than what you can’t. The following words touch upon some of 

the hope and appreciation that has emerged from our remote support 

structure and, by making a record, will perhaps remind us of its 

significance in the future. 



1st November 2020 (Zoom) 

I recently read about the notion of caring promiscuously and I started 

to connect it to your new drawings and how they might be supporting 

others. The Care Manifesto describes promiscuous care as 

experimental, extensive––a kind of care that doesn’t follow the 

prewritten rules of who you are expected to care for but rather 

suggests that care can be provided for the strangers we observe 

kinship connections with. 2 For you, this could be others who are 

experiencing the side effects of Prednisolone. 3 I think simply reading 

that someone else has endured how you are feeling could provide so 

much warmth in the anxious moments you have described to me. 

This is what I was trying to do. When I was googling my 

symptoms all I could find were medical journals filled with vague 

data, lists and statistics––non-specific clinical descriptions of what 

might happen to you. What I was really craving were human 

anecdotes. I thought that if I could make something about what 

was happening to me in real time it could provide the support 

that I was seeking but couldn’t find. The initial side effects caused 

my legs to swell, I developed what they call ‘moon face’, insomnia, 

intense alertness, euphoria, mood swings…the intensity of what is 

happening to your body can get lost when you write 

retrospectively and so I think documenting in real time is actually 

extraordinary. I’ve never done anything so immediate before and 

selfishly, it’s helping me. It’s cathartic. 





Googling the side effects of Prednisolone during insomnia. 

What did you hope to find from reading someone else’s experience? 



I wanted to find reassurance. I felt as though I was having an 

extreme reaction and I needed to know if anybody else with FSGS 

had experienced this. I didn’t find much about my disease but I 

discovered how evil the side effects of the drug are. I don’t 

necessarily think his patients have fed back precisely how sick it 

can make you. 

We have previously talked about censorship and how we perhaps 

have a tendency to tone things down when we talk about experiences 

retrospectively. This is different to your last book that relied on 

ephemera, your memory and the memory of others. This time the 

work is becoming the ephemera through daily records that contain a 

rawness I didn’t observe in A Puff of Smoke. 4 



Notes on bodily changes from Sarah’s sketchbook. 

When I look back on the notes I made in the initial weeks of 

treatment I feel as though I am reading back the words of another 



person and that’s fascinating to me. I poured my mind out in 

those pages with detailed descriptions and thoughts I would have 

otherwise forgotten. They provide a document, in real time, of 

how my perspective has shifted. I am normally someone who 

throws hospital letters away but I have kept them as part of this 

growing collection of relapse documentation so that I will 

remember the intensity of my experience when it happens again. 

When I found out about your relapse, I tried to approach it with this 

same stoicism. This ‘matter of fact-ness’ I observe even in your more 

vulnerable moments. I didn’t tell you it would be fine as I didn’t want 

to exist in the false belief it would be. From you I have learned not to 

hold on to a certainty that can never be certain. Both the pandemic 

and this relapse have made me think about our habit of seeing life in a 

linear way and I believe illness can force a person to acknowledge 

there will be intermittent ruptures to this lineage irrespective of who 

you are. The way you’re approaching your relapse, how you say 

you’ve never been happier, is significant to me and it makes me know 

you’re okay in a way that you can control. 

I’ve never been in a better place in my life and it’s just getting 

through this health stuff that makes me cry sometimes. I don’t 

even think it’s unfair anymore and feel lucky about the small 

things, like how I went for a walk this morning. Although I’m not 

well, I appreciate and look forward to every day. 

This makes me think about Martin O’Brien who lives with Cystic 

Fibrosis. He created the notion of ‘zombie time’ in order to think 

about what it means to live beyond your life expectancy. 5 Perhaps 

when you are not moving towards anything in particular you become 

more aware of the significance of each day. 

It’s made me think about what an idiot I was for allowing trivial 

things to bother me only a few months ago. I am calmer and 

happier now because something so huge has been taken away 

from me. Life is both smaller but longer due to my insomnia and I 

have developed a heightened awareness of the everyday. Intimate 

moments at home like dancing with Duncan in the kitchen, 



mundane things like a disused gate where nature has taken over, 

watching the interactions between wild swimmers on the beach or 

changes in the coastal skyline. This experience has provided me a 

new mindset that I’m hoping to maintain when I get things back 

at some point. 

Wisdom could be one word for it. I want to return to that exciting 

conversation we had where I floated the idea of a new universal hope. 

I believe there has been an awakening to our fragility as human 

beings that I think could function positively in the near future. 

I think we have realised there is an alternative, or a new balance 

of work and life. I’m thinking of colleagues who have children 

and commitments and have found ways to navigate them around 

working remotely. People have been more accepting because 

everybody is suffering at some level. 

There are definitely silver linings. 

Carrying on is really important to me. It provides me space 

outside of what I call my ‘isolation station’ and I enjoy feeling 

part of something external to me. I don’t just want to sit at home 

and feel sorry for myself. 

I want to talk about the days when you refuse to rest and your 

resilience of needing to carry on. 

It goes back to when I was ill in my childhood and gave in for a 

while. At some point I realised I had to change my focus and I 

threw myself into becoming an artist and from that point, I’ve 

been really driven. I don’t want to return to that weakness and if 

I can find the strength to do something, then why lie down? If I 

can sit in this chair, be in pain but still talk to you, then why not 

do it? 

You told me that rather than letting it rot inside of you, get it out. 

Yes, externalising. I stopped googling my symptoms and instead I 

made drawings about it. It allowed me to see what I was doing 



and how damaging it was. Getting it out of my system is a real 

process. It’s about making a choice. 

You were telling me about this Henry Miller quote you’ve been 

inspired by: “Everything is begging to be discovered.” 6 



The Dailies. Sarah’s daily observations of life during relapse and shielding 



Yes, quite literally. I’ve been noticing that I’m so much more 

observant than I’ve ever been. I’m just really enjoying ‘looking’ 

[laughs]. In fact, the other day I sat at my window for half an 

hour writing down everything I saw and felt. 

You’ve also been documenting the changes to your body…actually, 

as I look at you right now, your face doesn’t seem bloated at all but 

obviously these steroids have had some extreme side effects. It made 

me think of the late artist Jo Spence who made a whole decade of 

work about her experiences of breast cancer through what she called 

‘photo-therapy’.  

It’s so helpful. I look back at the pictures when my legs were so 

swollen, I could hardly bend my knee and now I realise they’re 

almost normal again. Or when I was weighed at the clinic and 

was heavier than I’d been in ten years. It was just fluid retention. 

I like to make notes of that. These small signs of hope that my 

body is perhaps accepting the drug. You have to keep those small 

hopes going. 

There is a tendency to be so critical of our bodies when they’re 

misbehaving, so to have a point of comparison must be helpful. We 

talk about hope a lot but I’m interested in the moments where I think 

hope has been cruel, like at the very beginning. 

There was the moment just before I started the treatment. My 

doctor said there was a ‘miracle chance’ that if my blood results 

came back with an improvement, I wouldn’t have to start the 

steroids. I held on to that hope for a whole week because I didn’t 

want it to happen so badly. When the inevitable happened, and 

actually the results were worse, it was even more crushing to me. 

Now I have learned to live each day unknowing when it’ll end. 

You can’t live for a deadline. 

I remember trying not to celebrate that miracle chance. You have 

been documenting your body but what about the daily routines?  



I can’t help but make art out of my pills now and mum does it, 

too. It’s a really sweet daily exchange. I look forward to seeing 

what mum makes each morning. 

There’s a playfulness you can find in these everyday tasks. 



Pill picture exchange between mum and Sarah. 



It’s what I keep trying to find and the humour in my 

circumstances. I mean, if there was a time to have a relapse this is 

the time to have it because nobody can do anything anyway.  



Phil Collins has been a surprisingly helpful and calming influence during Sarah’s relapse. 



There isn’t the same fear of missing out you had before. I was 

thinking about how we are always working towards time limits or feel 

we’re running out of time. Lisa Baraitser talks about suspended time 

and it reminded me of your relapse but also about the pandemic. 7 I 

was thinking about stretched time. Time interrupted. The other day 

you messaged in the morning to say the clocks had gone back and that 

you had ‘even more time today.’ Your current experience of time 

must feel infinite. 

Infinite but I’m also never bored. It’s likely the treatment but 

ideas are just coming. In the beginning, I was just waiting for 

positive results but now I think more about phases and how this is 

just one of many I will endure on my journey towards remission. 

I only become frustrated on the days when I feel so unwell that I 

have to pause and stop making. That is my interrupted time and I 

am angry at that time and my body, as it’s already stopped me 

from doing so much. 

I can relate to this idea of being mad at ‘time’ and yet it is so 

unattainable. What about waiting for recovery?  

I had one moment last week when I told my doctor I needed some 

realistic expectations. He admitted I was going to have to be 

closely monitored for at least two years once I’m in remission and 

initially that idea was unbearable but now, I’ve just decided to 

accept dip sticks will be part of my life for a while. It’s just good 

to know, isn’t it? 8 



 

Ha, we do talk about piss a lot. I feel as though in the past you’ve had 

these periods of rebellion where you tried to ignore your illness. 

There was one period of time where I stopped taking my pills in 

my 20s. 

It was discussed in the final drawings you made for the exhibition last 

year. They talked about the process of learning to take care of your 

illnesses as an adult and to me it reinstated the true nature of chronic 

as lifelong…how it doesn’t end at diagnosis. Don’t you think there is 

this dangerous tendency to always fight illness? 

I hate that word fight! It’s especially used in the cancer world but 

I hate it because for me it’s not a fight. You put it really well, it’s 

endurance. You learn to live with it because it doesn’t end. Mine 

is never going to end, anyway. If I get to the end of kidney care 

and I have to get a new one, it isn’t the end. I haven’t battled or 



fought it. I will have to be monitored because the replacement 

could pack in. You don’t fight until your death, do you? 

We can’t box illness up like that. Illness is messy. Health is messy. 

We take a piss break. 

I had a conversation with my nephrologist the other day and he 

said what I’m experiencing now must be so different from what I 

remember as a child. When you’re young, your parents take 

charge of things and it’s true. All I had to think about then was 

being ill or at most, being at school. 

Mum and dad took care of the administration. 

It’s like I need a PA now I have adult responsibilities. I’m fussy 

about being taken care of but Duncan is brilliant because he 

knows exactly when I need help and when to let go. I go to the 

hospital on my own but I still rely on mum and dad being at the 

end of the phone when I come out. I like to talk to them because 

they understand things in a way nobody else ever will. There’s 

something in me that really needs the family but it works best at a 

distance. 

This relates to something I experienced during lockdown and how I 

would call different friends when I was in various states of emotion. 

The history I share with an older friend was at times precisely what I 

needed but often I just desired something lighter to soften the reality 

of what we have all been living through. 

I totally get that. I have a new friend who just checks in with me. 

I have friends that live abroad who provide distraction in the 

small hours because I can’t sleep with insomnia. Then there are 

close friends who I talk to when I’m walking my dog in the 

morning. They each provide for different needs. 

One person can’t provide for them all. 

You’ve got to spread the load, haven’t you? 



What you’ve said about doing it alone makes me return to this sense 

of rebellion I observe in you and how you are resisting the 

associations we attach to illness of reducing, stopping, giving in. But 

also, how you go about so much of this independently. I’m often 

telling you to accept help. 

I think it’s because when I was a teenager, I got annoyed with the 

amount of questions mum and dad would ask. I wanted to take 

control over my own body. The hospital still gives me anxiety, so 

going on my own is my mechanism. I can sit with the anxiety and 

pace out my questions. If Duncan, mum or dad had been there 

they would have asked about the long-term future that I’m not 

able to think about yet. I do reach out for support when I need it 

but it has to be on my own terms. 

When I was sick in my teens, I just wanted to know how to get 

through to the next week. I believe we function better when working 

towards smaller milestones. It’s like when you were saying you had to 

be better by a specific date and later described that as a dangerous 

way of thinking. Now it’s more about getting through to the next day. 

I put too much pressure on myself at the beginning and then I 

realised the importance of pacing myself. My collaborator friend 

Lucy McKay says ‘control what you can and everything else falls 

away’ and that’s become my mantra. It’s about letting those 

things go. 9 

That really summarises everything. This is what I meant about the 

rebellion I see in you. You’ve found the ability to control your 

outlook whilst feeling out of control with your body. At the same 

time, you have asked if I think others are dealing with it better but I 

don’t think you can measure it like that. It’s okay to feel angry, Sarah. 

I actually think you reached a new level of acceptance when you 

wrote the description of what’s happening to you. 

I read it aloud and cried because if I hadn’t, I’d have felt like they 

weren’t my words. It felt great to get it out. My lunch is ready, by 

the way. Bye, love you! 



Love you too. 

A note from Samantha: 

I was born within weeks of Sarah falling ill. In 2019 I curated an 

exhibition at The Centre for Better Health to mark the launch of ‘A 

Puff of Smoke’, a graphic memoir that tells the story of the eleven 

years Sarah and my family endured to find a root to the cause. The 

book ends with brain surgery when I was just ten and Sarah eighteen. 

Today she continues to live with two rare diseases, Moya Moya and 

FSGS, and the texts we have put together over the last year aim to 

reinstate the enduring nature of them as lifelong. Our collaborative 

work considers the role of creative practice in breaking down 

boundaries between patient and medic and often, from the perspective 

of the unique kinship we have formed from living through illness 

together in adolescence and the candidness this offers to discuss these 

topics in a human light. 

1 Focal segmental glomerulosclerosis (FSGS) is a disease in which scar tissue develops on the parts of the 
kidneys that filter waste from the blood (glomeruli). 
2 The Care Collective (2020) The Care Manifesto: The Politics of Interdependence. Verso Books. 
3 Prednisolone is a steroid medication used to treat certain types of allergies, inflammatory conditions, 
autoimmune disorders and cancers. 
4 Lippett, S. (2019) A Puff of Smoke. Jonathan Cape. 
5 O’Brien, M. (2020) You are my death: the shattered temporalities of zombie time. Wellcome Open Research. 
6 Miller, H. (1957) Big Sur and the Oranges of Hieronymus Bosch. New Directions. 
7 Baraitser, L. (2017) Enduring Time. Bloomsbury Academic. 
8 Dipstick: The urine protein dipstick test measures the presence of proteins, such as albumin, in a urine sample. 
Sarah tests her levels every two days. Once the levels decrease and change from a dark green colour (high 
level) to a yellow colour (low level) she will be weaned off the steroid medication. 
9 Dr Lucy McKay is Chief Executive of Medics4RareDiseases, a UK registered charity which is driving attitude 
change towards rare diseases in the medical profession and encouraging medical students and doctors in 
training to ‘Dare to think rare’. 
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