A personal account by Louise Pilmer

I(Lustrated by Lucie Kinchin
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With my hands firmly shoved into my jacket pockets and all of my

fingers and toes crossed, I silently repeat my mantra, “Please don’t
find the drugs, please don’t find the drugs, please don’t find the
drugs...” The Bolivian customs officer, waylaid by my selection of dry
bags, becomes bored with trying to find his way into the contents of
my rucksack. He gives up, smiles sweetly and indicates that I should
move on. Shoving everything back into my bag as best I can, I swing
it onto my back and head out of the airport towards the taxi rank.

‘What a relief.

This is not a tale of international drug smuggling. I am not about to
embark on a different version of Orange is the New Black. Rather, as
I entered Bolivia, a large portion of my luggage was made up with
the numerous boxes containing the Parkinson’s medication that I

would need while travelling around South America. As advised by

many websites, I had brought a copy of my prescription, a doctor’s
letter of my diagnosis, and had carefully ensured that all of the labels
on the packaging were secure. However, given that my Spanish
lessons wouldn’t start until the following morning, I was not
convinced that I could explain my way out of the sheer volume of
medication I was carrying. Even though I've had four children and
am therefore fairly accustomed to the indignities of being
rummaged, it was not something with which I particularly wanted to

begin my trip.

You might be wondering why this story begins with me arriving with
a rucksack full of Parkinson’s medication in a South American
country when I don'’t really speak the language. Well, having been
diagnosed with Parkinson’s Disease in the spring of 2013, I was in a
tent in the Hebrides when I received a phone call from my daughter,
Lucie, saying that she had split up with her boyfriend, but still
wanted to complete the trip to South America that they had been
planning. I had read accounts by Michael ] Fox (diagnosed with
Parkinson’s in 1991) that his symptoms had been lessened by the
altitude in Bhutan; and with an average elevation above sea level of
around 3000 metres in a lot of Bolivia, if altitude was going to benefit

my condition, Bolivia would be the right place to go. Therefore, in a



moment of madness, I suggested to Lucie that we spend the winter

travelling together.

So, what are these symptoms I was hoping to alleviate? The medics
refer to a long list of changes that may indicate the onset of
Parkinson’s, but people could easily associate many of them with
getting older: I certainly had. General muscle stiffness and persistent
neck pain are common onset symptoms, and can demonstrate
themselves as increasingly poor posture. Sleep problems may include
uncontrollable movements, difficulty in turning and restless legs. I
had found that more recent photos never showed me smiling, even
though I was happy. This is called ‘masking’: the movement and
control of facial muscles becomes difficult, so you may a have blank
or serious expression without realising why everyone thinks you are
always grumpy. As the brain’s signals to muscles are disrupted, your
voice may soften or inflection may reduce. Constipation and other
bladder or bowel problems are also common, with excessive sweating
or hot flushes occurring... the list goes on. But how many middle
aged people have no complaints about ‘getting old’: stiff, forgetful,
menopausal, grumpy or constipated? Even my GP (now ex-GP) was
convinced my symptoms were a result of ‘my age’ or the menopause.

It had eventually taken an abrupt comment from the surgeon

operating on my damaged shoulders for me to book an appointment

with a neurologist, who made the diagnosis.

Lucie had been studying away from home, and had not fully
understood the impact that my diagnosis had had on my life, nor the
decline in my abilities. I was much less able to climb mountains: I
think that she had expected; but fiddly little tasks like getting money
out of my purse had also become more difficult. Luckily, she spent
some time most days drawing in her journal which gave me time to
relax. We were away for about three months and therefore there was
not the mad rush to explore and move on that many travellers feel:
we spent a long time in each of the places we stayed, which gave me
time to recover from overnight bus journeys and recover my
strength for our next adventure. Plus, Lucie was very good at the
massively important, practical job of prompting me when my watch
alarm went off reminding me to take my medication. This ensured

that I was able to function at a reasonable level.

As we travelled, Lucie was writing an illustrated journal (see
Appendix), and since managing my Parkinson’s was a part of our
experience, she asked if we might work together to make a comic

about it. She didn’t know much about the disease, but what she did



know was that everybody is different, and not everybody that is
diagnosed is old. Everyone has different symptoms which appear at
different rates, some people have very few symptoms, whilst others
have many. We chatted long into the night about my experiences,
and what kind of ‘travel equipment I would find useful: a spare leg
for when mine stops working, nimble fingers to help with packing,
and so on. The following day her head was bent over her sketchbook

as she put my words onto paper.

The feedback from the comic was amazing. It quickly became clear
that most people we spoke to think Parkinson’s is something that
only happens to old people. Not only that, but actually, other than
thinking it involves some element of shaking, very few people have
any idea what having a progressive, degenerative neurological
disease could mean to a person and to their friends and family. Given
that Parkinson’s affects one in every 500 people in the UK - that’s
about 127,000 people - and over 6.3 million worldwide, we thought
that more people would benefit from education. When we came
home, we discussed how we could get the message out there about
Parkinson’s, in particular to highlight that it does not only affect old
people: about 10 - 20% of those diagnosed with the disease are under

50, and half of those are diagnosed before 40. Younger patients tend

to experience a slower progression than older people, possibly
because they have fewer general health problems. Unlike many
other degenerative diseases, Parkinson’s doesn’t develop in a straight
line. Sufferers’ motor (movement, co-ordination, physical tasks,
mobility) and non-motor (digestive, cognitive, emotional and social)
symptoms appear at such different rates, and are so broad in severity
and range, that it is almost impossible to offer a meaningful scale as
to which stage or level of the disease each individual is experiencing.
There is currently no cure for Parkinson’s, but there are a range of

treatments to control the symptoms and maintain quality-of-life.

After the success of the previous comic, we decided that a good way

to get this information out into the world would be in comic form.

And so we began Louise’s A to Z of Parkinson'’s.

- Louise Palmer, 2015
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While we were travelling, Lucie was illustrating a journal.
Included here are her pages about my Parkinson’s symptoms:
‘Shakin’ a Path Through Bolivia & Peru’ — the comic we wrote together about my Parkinson’s.

‘The High Altitude Pathology Institute’ — about my ‘mouse’.
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Parkinson’s Resources online

Parkinson’s UK: www.parkinsons.org.uk

Parkinson’s US: www.parkinson.org

Michael J Fox’s website: www.michaeljfox.org

Young Parkinson’s: www.youngparkinsons.org

Louise and Lucie’s blogs

Louise’s blog: www.onlysizeSfeet.wordpress.com

Lucie’s blog: www.drawnoutthinking.net




