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Life after the 467, a tale of 

Bullous Pemphigoid
Ingrid Thompson

M
y name is Ingrid and in April 
of 2015 I was diagnosed with 
a rare autoimmune blistering 

skin disease called bullous pemphigoid 
(BP). Why 467 you may ask? That is the 
number of blisters on my body when I 
was hospitalised on 8 April, 2015.   

Pemphigus and pemphigoid (as well 
as some related diseases) are groups 
of auto-immune diseases that affect 
the skin and/or mucous membranes. 
They are also grouped under the title 
auto-immune bullous diseases (AIBD). 
Like other auto-immune diseases, 
they occur when your immune system 
starts to attack parts of the body that 
it shouldn’t. 

Nobody knows what causes bullous 
pemphigoid, though there is suspicion it 
could sometimes be caused by certain 
medications. There is new research 
being conducted into this which I am 
involved with. Bullous pemphigoid 
is the most common of the various 
autoimmune blistering diseases, and 
in the over 70s it is now considered 
uncommon rather than rare. However, 
I was 55 when diagnosed, and this is still 
in the rare category.

In my case, most of these ‘bullae’ 
appeared whilst I was on holiday in 
Madeira, leading to one of the worst 
weeks of my life. I had no idea such a 
disease could exist. 

The beginning 
To understand the background to my 
story I need to rewind to the previous 
year – 2014 was my (to quote the 
Queen) “Annus Horribilis”.

It was an extremely stressful year 
and, although there is no proof, my 
friends, family and myself believe that 
stress played a big part in me developing 

BP. One of my best friends died in June, 
my work was increasingly stressful, with 
a very nasty incident involving threats to 
me and my staff, and then the next day 
my mum had a heart attack. 

Towards the end of 2014, I 
developed an itchy, red and patchy rash. 
It started to spread so I went to my GP. 
Many GPs know little or nothing about 
the disease, let alone seen someone 
with it. I was given a relatively low 
dose of prednisolone (a steroid) which 
had no effect, as well as some gentle 
steroid cream. The rash spread and 
various diagnoses were suggested, like 
eczema, contact dermatitis and scabies 
(a common a suggestion with BP).

It was starting to affect my life and 
I was covering up because I was so 
uncomfortable most of the time. I had 
a week off work, Christmas came and 
went, but it wasn’t getting better. In fact, 
it was getting worse.

Luckily for me, one doctor at my 
practice tentatively suggested that I may 
have BP, but it came too late for me to 
get a dermatology appointment before 
Easter and hence the week of hell in 
Madeira. 

We had booked the week’s holiday 
to Madeira just before Easter and I really 
wanted to go, especially considering the 
horrible time I’d been having. Just before 
we flew, I was given a week’s worth of 
steroids (about 15mg a day). The GP, 
with my backing, suggested that would 
help. We arranged for a follow-up a 
fortnight after the holiday. 

Hindsight is a wonderful thing and if 
I had known what was going to happen, 
I wouldn’t have gone on holiday. But 
the blisters emerged so rapidly and I 
didn’t want to disappoint my 16-year-

old daughter, who was really looking 
forward to it. She had GCSEs coming 
up so it was a last break. I’d looked 
bullous pemphigoid up but thought 
“That can’t be me as I’m only 55. It’s for 
the over 70s. It’ll wait until I get home.” 

Oh how wrong I was. 

The emergence
On Saturday 28 March, we flew 
out. I still had the rash and one little 
blister had appeared on my thumb, 
but I thought the steroids would keep 
everything at bay. 

Overnight, my skin flared and the 
next day I already had several large 
blisters on my arms, and the rash was 
starting to cover them and became sore 
and itchy. 

By the 30 March I could see things were 
getting out of hand and the blisters were 
exploding and bursting leaving raw skin 
in need of dressings.
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I was getting very scared and thought 
nobody else has this. The itch was 
unbearable and I couldn’t sleep. I found 
an Amazon audible title called ‘Psoriasis 
Relief ’ which had subliminal hypnosis. It 
did help and I use it still today, but it only 
gave me a few hours’ sleep.

Random internet searching led me 
to a lady called Isobel, who guided me 
to the Facebook group Pemfriends, 
which offered me a lifeline, and I will talk 
about in more detail later.

By 1 April my blisters were so 
severe I was worried about infection 
and my husband was aspirating them 
with a needle which he sterilised with 
a flame. I was using sanitary towels 
on the open wounds as trying to get 
dressings in Madeira was impossible. 
I didn’t really want to show anyone in a 
pharmacy the open sores. I was already 
fairly sure that it was some sort of PEM, 
but try explaining that in Portuguese; 
it’s hard enough to explain in English! 
The other difficult thing to get across in 
any language is that you’re not infectious. 
In fact, being seen by people who 
think you are infectious can become 
quite stressful.

The flight home was horrendous 
with people staring at me, and I had to 

wait three days to see a doctor as it was 
Easter Saturday when we flew back.

    
On Tuesday 7 April, I got an 

appointment with my GP. He took one 
look at my skin and realised I needed 
help quickly. He got me an emergency 
walk-in appointment for dressings to 
be applied. I still remember the look of 
shock on the face of the clinician who 
came into the room to dress my blisters.

My GP also arranged for a next 
day appointment at the hospital’s 
Dermatology department.

The next day, my husband drove me 
to the Leicester Royal Infirmary for an 
emergency dermatology appointment. 
I hadn’t slept as my skin was so sore 
and itchy.

The clinician who saw me was nice 
and asked the poor student who was 
with her to count my blisters. The 
legendary 467 was then established. 
I didn’t realise it at the time but I 
was very lucky in some ways, as 
the clinician is one of the top blister 
experts in the country. Her name is 
Karen Harman and she still looks after 
me today.

She told me I needed to be 
admitted and I wanted to cry, but 
I wasn’t sure if it was relief or upset. 
I know my husband was very relieved 
as he had been really worried about 
me. He was exhausted and needed 
a break from looking after me. In 
the end we were both relieved by 
the admission as we had found out 
that bullous pemphigoid can be fatal. 

As mentioned previously, it tends to 
be a disease for the over 70s, so at 55, 
I was young to be diagnosed with it.

My husband went home to get me 
some nightwear and they found me 
a space on the ward. A well-meaning 
healthcare assistant took me to the 
showers and offered to help me wash. 
I politely declined the offer and then 
pretended to shower. Those of you 
with blisters know how uncomfortable 
showering can be and even after 
six years it still is, as my skin is now 
very sensitive.

I was immediately put on a 
wheelbarrow full of drugs, including 
steroids which helped the blisters to 
disappear quickly, but have side effects.

My diagnosis was bullous pemphigoid 
with gingival inflammation. 

Learning to live
After a few days I still had sleepless 
nights, but there was always something 
to photograph in the early hours. 

I was a bit of a star (sort of), as the 
dermatology consultants wanted to 
bring students so they could see me. 
It’s a teaching hospital so I consented, 
as people need to learn about this 
awful disease. From their faces you 
could tell they hadn’t really heard about 
bullous pemphigoid.

They had trouble taking my blood 
pressure as I had so many blisters 
everywhere, so for a while they used 
my ankle. 
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In the end, I spent nearly three 
weeks in hospital in 2015, and my whole 
life had changed. Medications, side 
effects, constant tiredness, retirement. 
The list is endless. 

Thank you steroids. I know they are 
little round, white double-edged swords, 
but despite the weight gain, moonface, 
aching joints, mood swings and tiredness 
(especially when tapering), I firmly 
believe they saved my life. On the plus 
side, my face is as smooth as a baby’s 
proverbial and I got my sense of smell 
back, (I’d had anosmia for several years).

I know I may need to go back on 
steroids occasionally, but I hope a 
short, sharp shock will do the trick, so 
I don’t have to taper again. You really 
must taper very slowly if you have 
been on them for a length of time.

I don’t want to sound pessimistic, 
but from various conversations I have 
had, I do not think PEM ‘goes away’. 
It goes into remission but bubbles under. 
Having said that, it can be controlled and 
you learn to live with it, like you learn to 
live with other problems.

The present
It’s been a bit of a roller-coaster ride since 
I developed bullous pemphigoid. Six years 
on and I still live with the consequences 
of this condition. The disease has had a 
significant impact on my lifestyle, including 
early retirement. It’s very hard to explain 
to some people (especially when you 
don’t have blisters) that it’s a bit more 
than ‘just’ a skin complaint. 

As I have mentioned, I believe I am 
living with the consequences of starting 
treatment late. I don’t blame anyone, but 
I do believe that a rare disease will remain 
rare because of a vicious circle: it’s rare, 
nobody talks about it, so it remains rare. 
I’m not blaming my GP, but my mission 
is to get AIBDs out there so that earlier 
diagnosis will mean less severe treatment, 
in particular steroids.

Whilst I still feel there are some 
cases where steroids are needed (my 
blisters needed treating quickly), doctors 
prescribe them fairly easily. Patients 
going on them may not realise the 
consequences and BP patients are often 
elderly so do not have the resources 
to check, or the confidence to ask the 

doctor about other treatments. I cannot 
emphasise too much how hard it is 
coming off steroids and how slowly it 
should be done. 

For the last year, I have been 
pretty stable, but tiredness is still a 
constant reminder that I’m living with an 
autoimmune disease.

During the COVID-19 pandemic 
I have been shielding due to 
immunosuppressant drugs and the 
side effects of my medication have led 
to high blood pressure and diabetes. 
Although BP can go into remission, the 
current pandemic stress seems to have 
caused a lot of people to flare.

Despite all the challenges I have 
discussed, I found that connecting 
with others who have one of the PEM 
conditions has helped me a great deal. 
Just knowing that you’re not alone out 
there can be a great comfort. This is 
why we (myself and some others with 
PEM conditions) have recently launched 
a new website: www.pemfriendsuk.
co.uk to support and inform patients 
and carers of people with autoimmune 
blistering skin diseases. 

We produce a magazine, have 
badges and t-shirts and banners, all to 
help spread awareness about PEM. 
There are a few of us out there who 
know what you are going through, and 
we can help.  DN

For more information visit 
https://www.pemfriendsuk.co.uk/.

Skin after one month
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