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Sara Enell
Psoriasisförbundet, Sweden

The first Sara knew about her psoriasis was 
when a sharp-eyed hairdresser spotted the 
symptoms when she was just 10 years old. 

But what started as isolated patches soon 
spread to cover her whole body, and she spent 
her teenage years in Sweden dealing with a 
serious skin condition. “I didn’t want to do 
gym class, go to the beach or even wear short 
sleeves,” she says, “which is ironic, since my 
skin gets better in the sun.”

“I was lucky that I had good friends who never 
bullied me, and my family has always been 
great. But I know from talking to teenagers with 
psoriasis today that it can be a very tough time 
of your life.”

Now almost 30 years after her diagnosis, 
Sara is working hard to raise awareness of a 
disease whose impact goes far beyond rough 
skin. “Doctors are starting to understand that 
psoriasis is about more than the knees and the 
elbows. It affects the joints, even the heart. But 
you still have to fight for the right treatments.”

Sara’s work to raise awareness of psoriasis took 
her to Tanzania last year – where she had an 
experience that made her all too aware of the 
potential seriousness of her condition. She had 
an extreme reaction to the yellow fever vaccine 
she needed to enter the country. She ended up 
in hospital and was off work for a month. 

“I’m still having chemotherapy,” she said, 
“which means I’ve had to put off having 
children, and every time I’m in hospital I’m 
exhausted for days afterwards.”

Sara works for her local town council in 
Nyköping, Sweden – and she praises the 
support she’s had from her employers. But she 
knows not everyone is so lucky. “People find 
it hard to understand how serious psioriasis 
can be. But the more we talk about it, the more 
people will know.”

Patient  
stories

Stories replicated with the kind permission of the 
affected patients. AbbVie had editorial control 
over the stories.
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Kate Betteridge
National Rheumatoid 
Arthritis Society, Uk

Like many people living with a chronic 
condition, Kate shows few outward signs 
of her rheumatoid arthritis. And though 
she needs to use parking spaces designated 
for disabled people, she has encountered 
hostility from members of the public who 
think she is acting fraudulently.

“Someone left a wheelchair across my car 
door so I couldn’t get in and once I had a man 
shout at me that I was a fraud,” says Kate. “He 
threatened to call the police, and I think he was 
a bit surprised when I told him to go ahead!”

On one occasion Kate says someone even 
deliberately scratched her car, causing 
thousands of euros of damage. “It was a 
disability hate crime: I don’t necessarily look 
like someone that is disabled, so perhaps that 
person thought I needed to be punished.”

But the disabled spaces are an essential 
part of life for Kate and others dealing with 
the debilitating pain of RA. “I have to plan 
everything; I can never be spontaneous. If I 
have to park too far away, for example, I simply 
won’t be able to do whatever it is I’m there to 
do. I would have no choice but to go home.”

This need to plan pervades every part of Kate’s 
life, and can prevent her from expressing herself 
in ways most European women are lucky 
enough to take for granted. “I can’t wear high 
heel shoes,” says Kate. “So I’m basically stuck in 

trainers which limits the type of outfit I am able 
to wear. I always have to compromise but you 
do find solutions to manage things differently.”

And there’s an even deeper effect Kate’s 
condition has had on her life choices. Together 
with her husband, she has taken the decision 
not to have children. “I can’t even pick up our 
cats,” she says. “How would I manage looking 
after a baby?”

By participating in the Recipes for Sustainable 
Healthcare event, Kate was hoping to meet 
and discuss her experiences of living with RA 
with as many people as possible. “It’s a chance 
to increase awareness about the impact of 
the disease and other chronic conditions on 
people’s lives and hopefully improve the lives 
of people who are just starting to deal with 
their condition. It’s so important to get early 
diagnosis and treatment, and to take control 
of your condition – finding out what you can do 
outside the doctor’s surgery.”

“I know I’ll be so exhausted after today that 
I won’t even be able to manage the cooking 
tomorrow. But it’s worth it if more people 
now understand the impact of RA!”

Marc Dudley
Landsforeningen mot 
fordøyelsessykdommer, 
Norway

Like many sufferers from chronic conditions, 
Marc was diagnosed with Crohn’s disease 
when he was a young adult – and he spent a 
large portion of his young adult years, which 
should have been one of the best times of his 
life, battling severe illness.

“It was five or six years of complete misery,” 
he says. “I’d moved over to England to try and 
become a professional football player, but I was 
so sick I had to retire. At one stage I was down 
to just 45kg, and things were just miserable. I 
was just sitting there, not knowing what to do.” 
He enrolled at university, but felt his life was 
going nowhere.

Marc’s condition was taking its toll on his family 
and those around him, too. His father also 
suffered from Crohn’s disease, so his mother 
and brothers had two people to worry about 
– especially when Marc had an emergency 
operation that literally saved his life.

Eventually, though, things got better. “There’s no 
single treatment that works for everyone,” 
Marc explains, “and it’s a question of keeping 
on trying different things until you find the 
one that works for you.” Finding the right 
treatment, plus surgery to remove part of his 
intestines has meant Marc can live an almost 
normal life, and was able to start being more 
positive about taking control of his condition 
and his life. He’s now working on the front 
desk of a large hotel, where his employers 
have been very understanding of his needs.

“I have to go to the toilet five or six times a 
day”, Marc says, “but I can live with that. But 
I still suffer from frequent fatigue and pain. 
The problem is it’s invisible, and people have 
difficulty understanding that a normal-looking 
guy like me can be as ill as I sometimes am.” 



Lesley Jenkins
Hepatitis C Trust Uk

Lesley contracted hepatitis C from a routine 
blood transfusion during the birth of her 
son. But just like many people living with the 
virus, she was only finally diagnosed in 2007 – 
22 years later.

“I’d been suffering from some quite severe but 
vague symptoms,” she recalls. “High blood 
pressure, joint pain, fatigue, headaches, things 
like that. I knew something was wrong, and I 
had lots of tests. But they all came back clear. 
Meanwhile I was finding it harder and harder to 
get through a day’s work. I’d sleep for 10 or 12 
hours and still wake up exhausted.”

Lesley had forgotten about the transfusion 
she’d had more than two decades earlier, and 
because it was only recorded on paper, her GP 
wasn’t aware. What’s more, she wasn’t in one 
of the groups traditionally seen as at high risk of 
contracting HCV, so she wasn’t tested.

“My eureka moment came when I was 
listening to the radio one day. It was an 
interview with Body Shop founder Anita 
Roddick, who was talking about the 
fact she’d contracted hepatitis C from a 
transfusion when she gave birth to her 
daughter. Everything fell into place.”

At the time, the treatment for hepatitis C was 
a year-long course of chemotherapy, which 
left Lesley unable to work and put a severe 
emotional and financial strain on her family. The 
stress only increased when she was told the 
treatment had failed, and that she was likely to 
be dead in five years.

Lesley wasn’t going to give up. She spoke to the 
Hepatitis C Trust, who told her about a drug 
trial that was happening in London, 300 km 
from her home. She signed up, despite the fact 
she would have to travel down to the capital for 
every single test, therapy session and result.

“Sometimes I’d have an eight-hour round trip 
for a 10 minute appointment, so I got quite 
good at spotting the cheap train fares,” she 
recalls. “People from the Trust often let me 
sleep on their sofas because I couldn’t afford 
hotels. It’s not what you want after a chemo 
session, but I’m really grateful to them for 
making it possible.”

The trial was double blind, so Lesley only had a 
66% chance of getting the new drug. “I figured 
it was worth the odds given the alternative. 
And in any case I’d get another year of 
chemotherapy.”

A year later she discovered she had been in a 
group receiving the new treatment, and that it 
had worked. She got the all clear in July 2010, 
and now lives a normal life, albeit with some 
joint pain and other symptoms that are a result 
of the treatments she’d endured. “It’s a small 
price to pay,” Lesley says. “And let’s face it: if it 
wasn’t for that time I was listening to the radio, I 
might not be here at all.”

Stories replicated with the kind permission 
of the affected patients. AbbVie had editorial 
control over the story.

Deirdre Hegarty
Arthritis Ireland

Deirdre was first diagnosed with rheumatoid 
arthritis four years ago, but she knows from 
her diaries that she had been showing the 
symptoms of the condition for several years 
before that.

“When I got my diagnosis I was worried about 
what was going to happen,” Deirdre recalls. 
“I was concerned about medication, I was 
worried about what I was going to do, and 
though I have always been a very keen walker I 
stopped exercising as it was making me tired.”

But all that changed when she picked up the 
phone and talked to the Arthritis Ireland 
Helpline. “It was great: they recommended 
a six-week course called ‘Living Well With 
Arthritis’, which was originally devised at 
Stanford University and is used all over the 
world. It was sometimes hard to summon the 
energy to get there in the evenings, but it’s one 
of the best things I’ve ever done.”

The course is based on problem solving, goal 
setting and making the positive decisions that 
allow people living with RA to take control of 
their condition and move their lives forward.

“It changed my outlook completely,” says 
Deirdre. “I’d been feeling quite beaten down 
and negative, but it gave me the momentum I 
needed to change.”

Now Deirdre is a facilitator on the course, 
and has joined the ranks of Arthritis Ireland 
volunteers as the leader of a walking group.

“We’re a real mix of people, aged from their 40s 
to their 80s. It’s great to be with all these people 
who are dealing with the same challenges, not 
least because nobody needs to explain how 
they feel and everyone understands if one of us 
is having problems.”

Deirdre used to be a keen gardener and cook, 
but her arthritis means she has had to give up 
these hobbies. But thanks to her experiences 
with Arthritis Ireland, she’s not negative. “There 
are always new things to do!”
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A key part of a patient-centric approach to healthcare 
is understanding the patient journey. After all, if we can 
better understand the lives of our patients and how their 
lives – and the lives of those around them – are affected 
by their conditions, we can design better treatments and 
healthcare systems to support them.

R ecipes for Sustainable Healthcare 
focused on four chronic conditions: 
Hepatitis C, Inflammatory Bowel Disease 

(IBD), Rheumatoid Arthritis (RA) and Psoriasis. 
Each one of them presents serious challenges to 
patients, but it is important for us to remember 
that people with these conditions also face 
exactly the same everyday challenges of work, 
family and other stresses as the rest of us.

At the Recipes for Sustainable Healthcare event, 
we invited people with each of the conditions 
to discuss their experiences of living with 
“their” disease, as well as giving attendees the 
opportunity to step into their shoes for a day.

Each attendee was randomly assigned one of the 
four conditions, and encountered over the course 
of the day a number of activities designed to help 
them learn a little more about the patient journey 
– knowledge and understanding they can take 
with them into their everyday roles.

Hepatitis C
Though hepatitis C can develop into a serious 
and potentially life-threatening disease, it often 
displays no symptoms until the patient’s liver 
has been seriously compromised. As a result, it is 
often known as ‘the silent disease’.

Recipes for Sustainable Healthcare attendees 
who drew a hepatitis C card didn’t have to do 
anything. There were no special activities, no 
notifications throughout the day and no clues as 
to what would happen.

Then, just before the end of the conference, they 
were handed this card:

RA
Rheumatoid arthritis RA can make your joints 
swell, feel stiff and leave you feeling generally 
unwell and tired.  Symptoms usually vary over 
time, and range from mild to severe, restricting 
the movements of affected joints greatly.

The condition can sometimes be very painful, 
making movement and everyday tasks difficult.  
When symptoms become worse, this is known 
as a  flare.  A flare is impossible to predict, making 
rheumatoid arthritis difficult to live with.

Recipes for Sustainable Healthcare attendees 
who drew an RA card attended a demonstration 
by British TV chef James Martin, where, by 
wearing special gloves designed to mimic the 
symptoms of the condition, they realized how 
even the most mundane task, such as putting on 
an apron or breaking an egg, can become a serious 
obstacle.

Psoriasis
Psoriasis can impact severely upon the lives of 
those affected by it. The disorder is a chronic 
recurring condition that varies in severity 
from minor localised patches to complete 
body coverage. Psoriasis can also be related 
to inflammation of the joints, which is known 
as psoriatic arthritis. Between 10% and 30% of all 
people with psoriasis also have psoriatic arthritis.

Attendees drawing psoriasis tickets were sent 
to a team of professional medical makeup 
artists, who created lifelike representations of 
the symptoms of the disease on their skin. They 
spent the rest of the day becoming aware of the 
reactions of those around them to their condition.

IBD
Patients living with an Inflammatory Bowel 
Disease ( IBD) condition such as Crohn’s disease 
or Ulcerative Colitis can face severe challenges 
in their everyday life. One of the most surprising, 
perhaps, to a lay observer is that they face a 
relatively high risk of malnutrition, as their bodies 
cannot absorb food properly during a flare-up.

If left untreated, IBD can lead to loose and bloody 
stools, stomach cramps and the need to go to the 
toilet both frequently and extremely urgently. 

Recipes for Sustainable Healthcare attendees 
receiving an IBD card were given a mobile phone. 
They received SMS messages throughout the day 
telling them when and how often they would have 
to visit the toilet, and also how they were likely to 
be feeling: usually pretty miserable.

Booths 
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Hello
Diseases can strike 
anyone and any 
time. It’s a true  
lottery.
Today, you have "won" the disease 
lottery... but luckily, you’ll only 
be borrowing the disease for the 
afternoon.

The condition you will borrow 
for the afternoon is Hepatitis C 
(HCV). There’s no need for you  
to do anything yet, a member of 
our team will come and find you  
to explain how the HCV simulation 
works.

Please feel free to go and have 
some lunch, and shortly you will 
find out more.

Thanks for taking part in the 
disease lottery. We hope that  
by participating, you’ll gain 
insights into the lives of people 
living with HCV.

The Recipes for Sustainable 
Healthcare Team


