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Many of us who live with chronic 
conditions have fantasies and yearnings 
about the life we could have led. 
That other life tantalises, taunts, and 
troubles us. It haunts us with visions of 
what we could have had (and, perhaps, 
what we might have again) if illness 
hadn’t entered our lives.

Or to be more exact, in my case, that 
other life used to haunt me. I got sick 
with ME/CFS in 1993, when I was 21 
years old. I have almost no memory 
left of what a ‘healthy’ life felt like, let 
alone what it might feel like now. My 
condition is also liveable; while it sets 
limits on what I can do and flares up at 
inconvenient times, it hasn’t stopped 
me from having a career and a family. 
Life is good enough for me that I am 
not tempted to yearn for a different 
one. I have no hope. It’s better that way. 

My hopelessness is a luxury afforded 
to me by the relative mildness of my 

condition. Under the broad umbrella 
of the term ME cluster a multitude of 
different experiences, and I can only 
speak of my own. Before I accepted 
that my condition was likely to be 
permanent, amid the endless peaks 
and troughs, the crashing and burning, 
hope tortured me. I could almost reach 
out and touch the life I could have had. 
I sometimes lived it regardless, shot 
through with exhaustion and brain fog. 
There was guilt, too: to live ‘normally’ 
was to risk my possible recovery. To live 
‘normally’ was to prevent me from ever 
being ‘normal.’

What I wanted in my twenties was 
to be well enough to abuse my body. I 
wanted alcohol, drugs, late nights, sex, 
and adventure. And some of the time I 
did drink, I did take drugs, I did have 
(some) sex, and I did have adventures. 
But the consequences were terrible, 
and I knew it; not just hangovers but 
the permanent deferral of any possible 
recovery. Even in the midst of modest 
bacchanalia, the narcotic of release was 
cut with the anxiety of what I was doing 
to myself.

My only regret is that I couldn’t, or 
wouldn’t, abuse myself without shame. 
I had tried the virtuous life, but that 
brought its own torture. For three years 
I denied myself the pleasures of the 
body in the hope of a cure. I stopped 
drinking and smoking, I drank vile-
tasting Chinese medicinal brews, I cut 
out wheat, dairy, fried food, sugar, and 
the rest. It did help; a bit anyway. Both 
peaks and troughs were smoothed. I 
could work more and still have some 
kind of social life. I had more control.

Yet I was in suspended animation. 
Self-denial could only have a value if I 
achieved a full recovery — and I never 
quite did. The hope of ‘normality’ 
somewhere on the horizon meant 
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its endless deferral, leaving me in 
an austere, in-between world. The 
bodily pleasures of everyday life were 
sacrificed for an illusory future. 

It was smoking that saved me. A 
return to cigarettes in my thirties 
brought me back into the world. Here 
was the self-destruction that I sought. 
In the brief time it took for me to 
greedily inhale one tube of burning 
tobacco, I could suspend the arduous 
work of deferral, suspend the weight 
of hope. Every smoke break was a 
vacation into the here-and-now.

I wasted money, I weakened my 
immune system, and I almost certainly 
shortened my life. I repeatedly lied to 
family and friends that I had given up, 
only to sneak around indulging my 
cravings. But I regret none of it. 

We who live with chronic conditions, 
who live with pain or fatigue or a body 
we don’t understand, we too must 
have vices. A life deferred for some 
unattainable — or even attainable — 
goal of wellness, is not a life I want to 
live. 

Vice is excess. Vice breaks the 
boundaries of the body, of normality, 
of fatuous denials of mortality. I’ve 
learned that when I’m forced within 
my limitations, I am pushed further 
into my condition, imprisoned within 
its parameters. I had the choice to 
disrespect my limitations, but not 
everyone does. Still, there are vices that 
are more congenial to the chronically ill 
lifestyle. Gambling, sex, and shopping 
may be less likely to threaten the 
possibility of recovery to the same 
extent as smoking, drinking, and 
narcotics. But you can’t choose your 
vices. Smoking calls to me like no other 
form of self-destruction. 

While the damage of years of on-off 
cigarette smoking may already have 
been done, e-cigarettes have brought 
me the perfect balance of control and 
destruction. I like them, but not too 
much — I no longer crave cigarettes, yet 
I have not replaced like with like. While 
the e-cigarette is always there for me, I 
don’t need to vape every day. I can put 
my vice in the cupboard and leave it for 
when I really need it.   

My ardour for vice has cooled. At 
the age of 48 there is less to miss out 
on. My contemporaries are not out 
clubbing, they are struggling with 
raising children, balancing workloads 
and rescheduling debts — and so am 
I. They are also getting fit, running on 
treadmills in their desperate attempts 
to defer the onslaught of old age — 
which my condition prevents me from 
doing. They have abandoned their vices 
just like I did in my twenties, making 
the same dubious gamble that a limited 
life now will lead to a fuller life in the 
future. Except that I constrained myself 
in the hope that I could loosen the 
restraints once back to full health. What 
is the payoff for austerity once you are 
middle-aged or older? Where does hope 
lead? 

To abandon hope, to embrace vice, is 
for me to be here, now. I will regret my 
hopeless self-destruction at some point. 
I would also have regretted a life of 
hopeful discipline, had I chosen to live 
it. To regret is to have lived. And there 
is no cure for that. 


