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WORKING TOGETHER WITH HEALTH PROFESSIONALS TO ACHIEVE MY PERSONAL GOALS
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My name is Francesca
Leadlay and I am 36
years old. I am originally
from Cambridge but
now live in London and
share a flat with my
sister. Formerly I was a
policy advisor and press
officer. I am currently on
a career break but I am
preparing to go back to
part-time work.
I learned about the Stene Prize
through the UK’s National
Rheumatoid Arthritis Society’s
website. I chose to enter
because rheumatoid arthritis is
a very complicated condition
and everyone responds
differently to medication.
I feel that the more information
that people know – individuals,
health professionals, scientific
researchers – about this
condition the better to improve
the experience that others with
rheumatoid arthritis may have.
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Health professionals
have played an
invaluable role in
supporting me and
enabling me to live as
independently as
possible. During the
four and a half years
since being diagnosed
with rheumatoid
arthritis (RA), I have
had a challenging time
physically and
emotionally because
the first four drugs I
tried gave me serious
side effects (including
an allergic reaction to
one drug).

“I have had a
challenging time
physically and
emotionally”
I experienced a turning point
when my GP (family doctor)
made me realise that avoiding
taking a new RA drug for seven
months was having a detrimental

effect on my body. He was rather
blunt: “You have aggressive RA.
Without medication, your joints
could crumble”. I needed to hear
these words to get me back on
track and begin new treatment.

“The risks of
untreated RA
were greater
than the risks of
taking drugs”
Around the same time, my
rheumatologist did an ultrasound
scan on my wrists and showed
me that I had developed bone
erosions during my self-imposed
break from medication. She said
that it was the worst scan (in
terms of inflammation) that she
had seen that month and that
the risks of untreated RA were
greater than the risks of taking
RA drugs.
Her words, combined with my
GP’s advice, gave me the
confidence to try sulfasalazine,
followed by adalimumab and
finally etanercept. Etanercept
has begun to stabilise my RA. I
have less pain and stiffness in
my joints. Although I have not
returned to work yet as my

fatigue levels are still high, I have
been able to learn how to play
the ukulele and have written a
first draft of a children’s book. I
am also socialising more with
friends than I did before
commencing etanercept.
My NHS psychologist guided
me through successful
treatment for health anxiety and
post-traumatic stress disorder,
which I developed as a result of
side effects from my RA
medication. I had problems with
insomnia and flashbacks for a
long time. Then, after a year of
therapy, my quality of life
improved as I started getting a
better night’s sleep.
Furthermore, thanks to my
psychologist my feelings
changed towards RA drugs and
I started to see them as a
positive antidote that would help
me get better.
My specialist nurse has played a
crucial role. Until earlier this year,
despite having previously tried
methotrexate and adalimumab
by injection, I had never been
able to self-inject. I was scared
of the needle and because I was
traumatised by previous bad
experiences with
hydroxychloroquine sulphate,
sulfasalazine, methotrexate and
adalimumab. I started the
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medication in January 2014 and,
to begin with, my specialist
nurse administered the drug.
Then, over several weeks, I
learned to remove the grey lid (a
tricky manoeuvre with swollen
fingers), push out the air bubble
and position the needle in my
thigh at a 45 degree angle.
However, my nurse still pushed
the syringe plunger to complete
the injection.
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to go to the hospital twice
each week, as well as gaining
independence and control of
my life.

“I felt an
amazing sense of
achievement”

I think that diagnosis times could
be improved in the UK,
particularly for people with
seronegative inflammatory
arthritis. I believe that when I was
diagnosed, in August 2010, I had
already been living with
rheumatoid arthritis for some
time. I had early morning stiffness
in my hands and painful joints for
a number of months. As my
inflammatory blood markers were
negative, it was only after I had
had an MRI on my hands that I
was told I had RA.

On 27 March 2014 I managed to
do the whole procedure myself
– by now it was my 12th dose of
etanercept. I even pushed the
plunger and removed the syringe.
It was not as bad as I thought it
would be. It stung a bit, but not
too much. I felt an amazing
sense of achievement as well as
relief. This was a huge milestone.

I understand from reading other
people’s stories through an online
support group for UK patients
with RA that they have also
experienced a long waiting time
to receive a diagnosis. A faster
diagnosis would also mean that
people with RA start treatment
sooner and potentially get their
RA controlled more quickly.

After achieving this personal goal,
I continued to self-inject in front
of the nurse for a few more
weeks until I felt confident
enough to complete the
procedure at home. It became
easier with practice and now I
save a lot of time by not having

I think another area for
improvement is that healthcare
professionals should treat fatigue
as seriously as other symptoms
like pain and swollen joints. I
believe that healthcare
professionals should integrate
measuring fatigue amongst RA

patients into their overall
approach to managing the
disease. Although symptoms
such as joint stiffness, swelling
and extreme pain are equally
important, I feel that chronic
fatigue has been overlooked.
This hidden aspect of the
condition can be just as
disabling (or even more so) than
joint pain, stiffness and swelling.
If healthcare professionals
placed more emphasis on
chronic fatigue then I think that
employers would also have a
better understanding of the
need to make reasonable
adjustments in line with the UK’s
Equality Act. This would ensure
that employees with RA have
flexible working conditions and
are not discriminated against in
the workplace.

“I feel that
chronic fatigue
has been
overlooked”
I think an ideal relationship
between health professionals
and people with RMDs looks like
the one that I have with my
healthcare team. I feel very lucky

that I have access to all the
health professionals that I need,
most of all a dedicated specialist
nurse and my rheumatologist.
When I am uncertain about what
to do (for example, when I have
a lung infection and need to
know how soon I can restart
etanercept after finishing the
course of antibiotics), my nurse
is easily reachable and gives
good, constructive advice.
Both my rheumatologist and
nurse monitor my condition
regularly, including taking my
Disease Activity Score, and
through blood tests to check
that my neutrophils are not too
low. If they are, I stop etanercept
for a while and resume it if the
next blood test shows the
neutrophils have returned to
normal. My rheumatologist
performs an ultrasound every
few months to assess the
current level of inflammation in
my hands and wrists, as well as
my feet.
From experience, good
communication and being
prepared for every appointment
by writing down key points that I
want to discuss relating to
symptoms and treatment are
essential to an ideal relationship
between health professionals
and people with RMDs.
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