
Mums journey with PSP 

Mum’s journey with PSP was indeed a difficult one. PSP 
is a relentless disease and a huge challenge  for patients 
and those who care for them. This is my Mum’s story, a 
story of family, love, loss and the  determination and 
bravery of an incredible lady. 

Mum was the centre of our world. She was bubbly and 
outgoing, happily married, and led a busy,  fulfilled life, 
with a wide circle of friends. She was a keen amateur 
florist and loved to travel. She had  some health concerns 
over the years – mainly to do with Asthma, but she was 
stoic and determined  and never allowed it to stop her 
from doing the things she enjoyed. These qualities stood 
her in good stead in the battle she would face with PSP. 

We are not exactly sure when Mum began to display the 
first signs of PSP. Her definitive diagnosis came  in 2017 
but, with hindsight, we now realise that her illness had 
begun considerably earlier. In  fact, there were signs, 
both physically and emotionally, as far back as 2012, that 
changes were taking  place.  

Christmas 2015 was the first time I remember any real concerns being raised around Mum’s 
health.  Dad mentioned that Mum seemed to be ‘slowing down all over.’ I never forgot those 
words as they aptly described the course of her journey over the ensuing years. Mum and Dad 
were keen walkers and Dad felt that Mum was no longer able to keep up. Her walk had slowed, 
her stride shorter, and she appeared generally to have less stamina. Around this time too Mum 
began to complain of neck pain  and stiffness. A trip to her GP and a battery of tests showed no 
reason for these changes, but unfortunately things continued to deteriorate. Mum was 68 years 
old then and I suppose many of  these changes were put down to ageing.  

By Spring 2015 Mum began having unexplained falls, which she would describe as dizzy spells. 
These falls were unusual in that she mostly fell backwards or to the side. She was not tripping 
over, just  falling. As the potential for serious injury was very real, these falls were a huge 
concern.  

In April of 2015, a tragic family event occurred. We were surprised, to say the least, by Mum’s 
reaction.  She was like a bystander watching from a distance and seemed unable to express 
any real emotion.  This was completely out of character, and we were upset by her lack of 
empathy, but put it down to  shock.  

By 2016 Mum’s falls had become more frequent. We also became aware of some facial 
changes. She  had always been quite an emotional person, her face full of expression. But now 
her face had a mask like quality to it, fixed and expressionless, and her smile seemed forced 
and unnatural.  

Mum’s eyes were now also beginning to bother her. She complained of blurred vision and 
developed  an aversion to light. She took to wearing sunglasses in the house as well as 



outdoors. Her ‘funky  Raybans’ were a source of amusement to others, but to Mum they were 
essential. She simply could not tolerate light.  

Over the next year Mum’s condition disimproved further. Despite many visits to geriatricians, 
endocrinologists, podiatrists, etc., nobody could explain why Mum’s health was visibly and 
rapidly  deteriorating. By Christmas of 2016 we were desperate for answers. Mum was still 
mobile, but falls  were a constant worry. She was losing weight quite dramatically, her speech 
had become slow and  quiet, and she was having some swallowing difficulties. Our beautiful 
Mum was melting away before  our eyes and we simply had to find out why.  

 

In February of 2017 we changed to a new GP. I accompanied 
Mum on her first visit. Her new doctor  started from scratch 
and after a thorough examination she gently announced the 
possibility of Parkinsons.  We were upset, but relieved too to 
be getting some answers at last.  

We were sent off on a new round of tests and scans, resulting 
eventually with an appointment with a neurologist. Mum’s  first 
visit to this neurologist confirmed a diagnosis of ‘atypical 
Parkinsonian syndrome,’ possibly (Multiple Systems Atrophy . 
A follow-up appointment was scheduled for 6 months later.  

I attended the next appointment with Mum and Dad. After a 
close examination, with particular emphasis on her eye 
difficulties (an inability to direct the eye downwards, or 
downward gaze palsy, is  a classic red flag for PSP.) Mum 
received her definitive diagnosis –  

        Progressive  Supranuclear Palsy.  

It is a strange name, difficult to pronounce, its presence 
uninvited, prognosis uncertain, but measured  in months to years rather than in decades. We 
were confused and upset, but guided by our ever-stoic  Mum, we marched on.  

Over the next couple of years, Mum’s health deteriorated quite rapidly. Dad became her 
full-time  carer. His determination to care for Mum, and her own steely determination to give this 
disease a run  for its money, was a force to be reckoned with!  

We made changes downstairs, adding a shower and toilet facilities. I would strongly recommend 
advance planning when dealing with PSP.  Facilities not needed today may well become 
essential  later. We were allocated Home Help to support Dad. This is essential but can be 
difficult to access.  Mum’s Occupational Therapist and Physiotherapist were helpful in accessing 
essential equipment,  including walkers, rollators and a hospital bed as her mobility deteriorated 
further and further.  

Mum continued to enjoy seeing her family and friends. It is so important to engage properly with 
PSP  sufferers. Many have difficulty expressing their thoughts, so time and patience are vital. 
Mum was  fully aware of what was going on but needed time to assimilate and process 



information. PSP has a way of putting time into sharp focus and we made the most of every 
precious moment we had with  her.  

As many of you may know, PSP is quite rare, but has a similar incidence in Ireland as Motor 
Neurone  Disease. In spite of this, many in the medical profession, and society in general, are 
almost completely  unaware of it. This creates huge challenges for families trying to navigate 
their way on a difficult  journey with their loved one. They find themselves constantly explaining 
the unique care necessary to  keep the PSP sufferer safe, and to ensure the best possible 
quality of life for them.  

On the 19th July 2020, in her own home and surrounded by her loved ones, Mum passed away 
from  complications associated with her illness. She was a true warrior. She bore her illness with 
dignity,  determination and above all, immense courage.  

We hope to continue Mum’s fight by highlighting PSP with a view to ensuring that research is 
maintained and indeed, expanded and speeded up, so that an effective treatment and eventual 
cure is found for this awful disease.  

Thanks to Caroline and PSPA Ireland for their continued support and dedication to the families 
who find themselves on this difficult, and often very lonely road.  

In loving Memory of JOAN CAHILL.  

Written by Richelle Cahill Dunne.  

 


