Living with Parkinson’s Dementia and Autism — An Insiders Story: To research
and understand Parkinsonism dementia it is essential to connect, collaborate
and communicate with people living with complex chronic challenges.
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Lived Experiences

In my own Lived experience there is lack of clarity and much confusion between
Alzheimer’s Disease, Dementia, Autism, Parkinson’s and Parkinsonism. In sharing
my experiences in this paper | hope to highlight, understand and discuss these
complex geriatric lived experiences. Hopefully, this sharing will be cathartic and
therapeutic for others. The paper is based on listening to other patient’s accounts as
a “participant observer,” and also collaboration and consultation diagnosis with
Parkinson’s and Geriatric Specialists.

| was first diagnosed with Parkinsonism Dementia in 2022, and | am now aged 74
and | have increasingly developed a variety of ‘multi factorial’ complex aging and
geriatric conditions. Eg Bi-Polar, Parkinsonism Dementia, diabetes type 1, Chronic
Kidney Disease CKD, diverticulosis/ Eye/optical autism and hearing conditions and
dental problems. Most recently, | had tests for bowel and abdominal cancer. | have
had several body scans on my back and lower body.

Increasingly Parkinson’s is in the news as more as more people appear to be
diagnosed with the condition.

For example, Billy Connelly was diagnosed with Parkinson’s in 2013 which brought
him many challenges, and he found it a very strange and different experience, and
he needed to find ways to cope. These included hobbies, in particular being creative,
drawing and painting. For him art has made life magical at a time when he thought
life would be unbearable.

Personally, | have also found art to be very therapeutic, and | teach art for well-being
at The Mersey Care Life Rooms in Bootle and Southport. | also runs art and drawing
classes at St Nicholas CE Blundellsands & Crosby where | share my passion for
drawing and colouring drawings of bird life.

As an ARC NWC Public Advisor | participated in a ZEEN Workshop at the Liverpool
Bluecoat Chambers, organised by Liverpool University, with the intention of creating
a collage ZEEN booklet with coproduction with other Public Advisors.

The Greatest World Heavyweight boxing champion Muhammad Ali also developed
Parkinson’s Disease. | had actually met Muhammad when | was eleven years old.
Muhammad was everything he said he was - floated like a butterfly and stung like a
bee ! He was beautiful, graceful and a gentle giant, but Parkinson’s completely
changed his balance and living experiences. However, much later in his life, in 1996,
the full symptoms of Parkinson’s publicly revealed themselves when he carried the
Olympic “shaking” flame in the summer Olympic Games in Atlantic Georgia.



Mobility in private and Public Places is a major problem. For me it all started with my
walking and my gait the first indication of Parkinson Dementia was when a GP doctor
observed that | was having problems with my walking and gait. | had a three-year
history of worsening pain in his left mid shin that had altered my walking.

This means that | have reduced exercise tolerance and can only walk a short
distance before | am limited by pain and exhaustion. | have developed problems with
my balance. | started to forget things at home, e.g. where | had placed objects
including my glasses and books. | have developed a stooped posture with slow gait
and a high degree of shuffling.

My movements have slowed over this period of time, and | struggle to get from sitting
to standing without arm rests for assistance. The pain is only with movement and not
in rest. In addition | also get cramps in my legs at night that are only relieved by
sitting over the side of the bed.

Water Therapy.

| try to exercise at least once or twice a week by going to do Aqua Fit and also have
a dip and warm shower in a local swimming pool which does not exacerbate my
symptoms. Now | dance in the water to the music of the Beatles, ABBA and The Pet
Shop Boys ! | used to be able to swim quiet well everyday but since diagnosis of
Parkinsonism | have lost the ability to swim and all | can do is minimum water
therapy. The leg pain is better on the flat than on a hill. | have problems with steps,
stairways, doorways and thresholds. Following a Medical assessment | now uses a
walking stick and a Rollator Zimmer frame which helps me navigate changes in floor
levels. | was asked if | have any issues with “freezing” and stopping still mid
movement and having seen a physiotherapist | was given an exercise routine and
recommended to discuss with my GP potential Parkinson’s disease. It was actually
the physiotherapist who probably raised the possibility of Parkinson’s. Obviously, my
mobility is not as difficult as our special Paralympic athletes but it's only a matter of
extremes because disability comes in many different ways, seen and unseen from
loss of sight and deafness.

Tremors & Shaking Hands

| have tremors “bilaterally” that started in my right upper hand. These do not affect
my legs. | have noticed the tremors for two years. | have to hold objects, like a cup or
glass, with two hands because | worry that | will drop them which has happened a
couple of times. | cannot carry a cup and saucer without shaking and spilling. | have
certainly noticed changes in my hand writing and drawing. As an Architect | had to
be very precise with my writing and drawings and now my writing has become very
irregular and wobbly.

The complexity of living with Parkinsonism & Bi-Polar

My personal medical history is also notable for a lifelong experience of diagnosed Bi-
Polar Effective Disorder. | have been prescribed Lithium for decades and only



recently this has been changed to assist my sleep patterns to a dose of Anti-
Psychotic Quetiapine. This change in medication actually brought on a manic
episode. This followed a telephone consultation with the geriatric consultant who had
contacted my psychiatric team to see whether there were any contradictions to
starting “Levodopa "therapy. These discussions have not yet reached a conclusion
and living with Parkinson’s Dementia requires a great deal of patience because
everything is at a slow speed.

It takes me well over half an hour to get dressed in the morning. At the same time of
day | have to self-manage my medication. | have two tin boxes beside the bed
containing 13 tablets and capsules. One box contains Insulin Pens and Needles.
Mary helps me manage my medication.

Dressing is slow, putting my socks on is difficult and painfully awkward. Increasingly
my lower joints are just not flexible as they were.

| have been referred for an overnight sleep study for Apnopea, but at first it was
inconclusive and | was given a home sleep monitor which | find exceedingly difficult.
| have not yet been prescribed any medication for Parkinson’s (Dopamine); | have a
history of manic and depressive episodes when | can draw manically and paint
excessively. | have no history of gambling, online shopping, drug or alcohol abuse.

Often, | have feelings of flatness and at times and perhaps this is depression. | often
feel anxious, suicidal and morbidly depressed. | wonder about what is depression
and how is it actually experienced ?

The New York Psychiatrist, Andrew Solomon, speaking on Ted Talks You Tube says
depression is the human condition and that we all have to learn to live it.

Routine and keeping busy and occupied with drawing, reading, writing and focusing
helps me. Meditative pan pipe music, bird songs and sounds of the sea and classical
church music can lift my spirits. | have discovered Classical Music on BBC Sounds,
Radio 4 and 3. | have many medical appointments which can be confusing, face to
face, on line or by telephone. The telephone appointments can be very confusing
especially when my medications are being adjusted and discussed.

Falls

| have had six falls, two in the house and two on the garden steps. The garden fall
was on a flight of shallow stone steps. When | have fallen, | find it difficult to get
upright again. Getting to reach a handrail is helpful but falling on to any slippery
surface is a problem. Falling on slippery floor boards is quite different than falling on
to carpet because a carpet gives me friction and enables my body to grip the floor.
Increasingly, my walking and mobility has got worst. Now | use a Rollator and a
walking stick, but | feel easily fatigued as | shuffles and drags my feet.

Visual hallucinations and dreams

| don’t know if | have experienced visual hallucinations but at times | feel as if
someone has walked past my peripheral vision and when | check there is no one



there. Increasingly, | have early morning and very vivid dreams of past experiences,
friends and close relatives.

The Future & Conclusions

There are many questions about the future for people living with Parkinsonism,
autism and Dementia. Increasingly, there are also many multiple complex conditions
to address. There are new medications for Alzheimer’s, but they are extremely
expensive within the NHS.

Are there new technologies being developed that might help in the management of
the complex conditions ? Will Al technology change the lives for the better for people
living with Parkinson’s, Dementia and other Mental llinesses ? Perhaps, new Pumps
will be able to dispense various medication, insulin and mental health medicines ?
Will new wearable devises automatically deliver medication around the clock ? Hi

There is a new medication called “Foscarboda “ that might be dispensed using
automatic devises. Laura Cockram, head of Parkinson’s UK said any new pumps
might be a life changing option for patients who cannot control their symptoms well
with tablets. | already have a Libra Sensor on his arm to measure his Blood Glucose
levels, and this is connected to his diabetes nursing team in the main hospital and
clinic. Will this kind of technology be developed for Parkinson’s, Alzheimer’s, autism
and Dementia ?

Personally, | rely on the combination of home self-medication and intelligent
technologies to manage my complex conditions.

As a Member of MRIC at Liverpool University and Mersey Care “Mental Health
Research Unit” | am helping and investigating the application of Al to Mental Health
Challenges.

At Lancaster University there is research into New Mental Health Practitioners to be
located in surgeries. And “The Living Libraries” are furthering understanding of The
Lived Experiences of people with complex mental health challenges.
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Parkinson’s is the fastest growing neurological condition in the world and there is
currently no cure. Parkinson’s UK is the largest European charitable funder are at
the front of research (The Times, 09/03/2024) Laura Cochran Parkinson’s UK.
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Autism diagnosis by Mersey Care Psychologist 2026 | have been diagnosed with
Autism in-addition to bipolar disorder.

Thank You.
(Dr) Robert G MacDonald.
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