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Welcome to the [PCA] Support Group

We welcomed record numbers to 
the autumn 2012 meeting, which 
unfortunately coincided with the allocation 
of the smallest room venue to date!! A bit 
of a squeeze - and a bit hot at times - but 
all the same, a valuable and enjoyable 
meeting. I am pleased to confirm though 
that we will be back in the larger Wilkins 
Old Refectory for the March 2013 meeting.
Celia Heath continues to write our support 
group meeting minutes. These provide 
an excellent summary of the meeting 
for those of you who weren’t able to 
attend and are attached at the end of this 
newsletter. We also had Skype attendance 
at the meeting from the north of England 
and Australia!
Outside of London, the first Croydon 
regional meeting was attended by 17 
people in November. Our thanks go to 
Ken and Ann Cox and their daughter Gill 
for their help in getting this meeting off 
the ground. Further regional meetings do 
depend on local ‘ambassadors’ being 
willing to work in conjunction with Jill, in 
the selection and booking of appropriate 
venues. Having trialled meetings in 
Worthing and Croydon, we hope to see 

meetings happening in the North West and 
Cambridge in 2013 so please do get in touch 
if you are able to help facilitate regional group 
events in your area, in any way. 
The Myrtle Ellis Fund, which is the umbrella 
fund that supports the PCA Support Group, 
has seen the emergence of a new group 
participating in the support network for 
people with rare dementias: the ‘familial 
frontotemporal dementia support group’ will 
host its first meeting in March 2013 and Jill 
has been working with Dr Jon Rohrer of the 
Dementia Research Centre at UCL to get this 
group and meeting off the ground.
We were delighted to be approached during 
November by members of a dementia 
outreach team working in the Sussex area, 
who are seeking to develop their services for 
people with PCA. Fiona Chaabane and Dr 
Tony Coates attended our Croydon meeting 
and you can read about the service they are 
developing in this newsletter. We are keen to 
establish links with groups like this and look 
forward to developing a valuable link with 
Fiona and the team.
Thanks as always to our many fundraisers 
and campaigners whose work often goes 
unsung, but never unappreciated. Our 
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appreciation continues for the work of so 
many members who give their time and 
expertise to support the work of the group. 
Most recently, Roger Kelly has kindly agreed 
to ‘come on board’ to assist us in fundraising 
activities and we are grateful to him for this 
offer of help.
We are always looking for ways to 
develop and extend the support we offer 
people affected by PCA and welcome any 
suggestions you may wish to make. 
As we look ahead to all that 2013 holds, we 
send our sincere best wishes to everyone 
involved in the support group and look 
forward to working with you throughout the 
year ahead.

Forthcoming 
Meetings
22 March 2013
Wilkins Old Refectory, UCL, Gower St, 
London, WC1E 6BT. 
Time: 10.30am-2.30pm. Map details 
overleaf

5 July 2013
Wilkins Old Refectory, UCL, Gower St, 
London, WC1E 6BT.
Time: 10.30am-2.30pm. Map details 
overleafin
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Underground
The closest underground stations to UCL are 

Euston Square on the Circle, Metropolitan and 

Hammersmith and City Lines, Goodge Street 

on the Northern Line and Warren Street on the 

Northern and Victoria Lines.  

London Underground Infoline: 020 7222 1234.

London Underground  -  Did you know that you 

can ring London Underground Customer Services 

on 0845 330 9880 the day before you are due 

to use a service? They arrange for someone to 

meet you in the entrance area of the station at 

which your journey begins, accompany you down 

to the platform and onto your train.  They then 

radio ahead to an official at the relevant station to 

assist with any required platform changes or take 

you up to ground level. 

Buses
UCL’s Gower Street site is served by many 

Transport for London bus routes. Buses travelling 

from north to south stop in Gower Street, 

immediately outside UCL’s main gate, while those 

travelling from south to north stop outside Warren 

Street station, about five minutes’ walk from UCL.

Services to these stops include route numbers: 10, 

14, 24, 29, 73, 134, 390.

London Buses Infoline: 020 7222 1234 

British Rail
London has many mainline rail stations. Most 

of these are a short journey away from UCL, 

with the stations at Euston, King’s Cross and St 

Pancras being within easy walking distance. 

British Rail Infoline: 0845 748 4950. 

Parking
UCL Helpline 020 7974 4651 or 020 7974 4655 

(Staffed Monday -Friday 9.00 am to 5.00pm)

We are very conscious that travelling to and 

around London can seem a daunting prospect. 

Be aware that pre-booked travel is generally 

cheaper than tickets purchased on the day 

and that the Myrtle Ellis Fund provides help 

with travel costs where required. Contact Jill for 

further details.

Directions for forthcoming meetings
Wilkins Old Refectory, University College London, Gower Street, London WC1E 6BT
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Working Party
Many of you know Dr Seb Crutch 
personally and will be aware of his 
contributions to research into PCA. In 
July 2012 Seb brought together a multi-
disciplinary group of PCA researchers and 
clinicians to form an international working 
party seeking to raise awareness about the 

condition, stimulate research and promote 
collaboration. The PCA Working Party had its 
first face-to-face meeting on 13 July 2012 in 
Vancouver, Canada, prior to the Alzheimer’s 
Association International Conference (AAIC). 
Eighteen researchers attended the meeting 
and another 30 researchers representing a 
total of 25 institutions in ten countries have 

agreed to participate in the working party.

Seb explains more about the 
meeting here:
In the initial meeting, the Working Party 
discussed definitions of PCA at the syndrome 
level (the symptoms experienced) and disease 
level (the actual brain changes underlying the 
condition). They also deliberated whether there 
are distinct subtypes of PCA. Members debated 
the boundaries that divide PCA from other AD 
presentations e.g. people with Alzheimer’s 
Disease (AD) whose most prominent early 
problems are in language or memory or decision 
making. More importantly, however, there was 
great enthusiasm for sharing clinical experience 
and expertise to further research and improve 
the care of patients with PCA. Attendees at the 
Vancouver meeting agreed, as a first step, to craft 
a consensus statement defining PCA on the basis 
of the broad consensus that already exists. 

Moreover, attendees agreed to pursue a more 
formal mechanism to enable collaborative 
efforts in education, clinical management and 
patient support by forming a PCA Professional 
Interest Area (PIA) group. PIAs are supported 
by the Alzheimer’s Association’s International 

Society to Advance Alzheimer’s Research 
and Treatment (ISTAART) bringing together 
professionals with shared interests as a means 
of advancing research and treatment through 
sharing of resources and information. ISTAART 
provides a platform for this through discussion, 
administrative support, teleconferences and 
feature research sessions at future international 
conferences.

Additional collaborative projects were also 
suggested, such as a genome-wide association 
study (GWAS) to identify genetic risk factors; 
pooling and sharing demographic, biomarker, 
clinical and cognitive data to identify other risk 
factors and better understand the natural history 
of the disease; and working together to evaluate 
the role of new biomarkers in the evaluation of 
PCA. In addition, the group shared ideas about 
treatment approaches and educational material 
for patients and families about ways to try to 
adapt to the symptoms of PCA. The feasibility 
of these projects would be greatly advanced 
through the efforts of a stronger, more visible and 
internationally-representative working party.
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A number of support group members 
have described how the first person they 
consulted about their symptoms was 
an optician and sometimes the optician 
didn’t recognise the symptoms of Posterior 
Cortical Atrophy. People in the support 
group suggested that it would be good to 
communicate with opticians to improve their 
knowledge about PCA so we have written 
an article on the topic - ‘Identifying cortical 
visual dysfunction in posterior cortical 
atrophy’ - for the continuing professional 
development journal of the College of 
Optometrists (Optometry in Practice). The 
article, published in November, sets out 
typical early symptoms of PCA, the causes 
of PCA and the criteria and tools used 
for diagnosis. Hopefully this article will 
contribute to improving knowledge of PCA in 
the medical community. Look out for copies 

at the next support group meeting.

‘Identifying cortical visual dysfunction in posterior 
cortical atrophy’  
Tim Shakespeare is another member of the Dementia Research 
Centre, well-known to many members of the PCA support group. 
He has recently published the findings of his research in a prestigious 
journal, which he summarises here:
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Foil embossed etching sets
At a recent support group meeting, the idea of using foil and pre-coloured printed etching sets was 

raised as a means of interest and activity for people with PCA. These are readily available from various 

art suppliers and in varying degrees of complexity.

YouTube link
The following link may be of interest to people wishing to hear listeners share their experiences of 

early-onset dementia, including PCA-relevant experiences from some of our support group members:   

http://www.bbc.co.uk/programmes/b01ml0y0

London Taxicard Scheme
The London Taxicard Scheme provides subsidised transport in taxis and private-hire vehicles for 

people who have serious mobility or visual impairment. The scheme is funded by the participating 

London boroughs and the Mayor of London. London Councils’ Transport and Environment Committee 

(TEC) manages the London Taxicard Scheme on their behalf. Taxicards can be used anytime, 24 hours 

a day, 365 days of the year.

Several of our members use the system and more information is available at: www.londoncouncils.

gov.uk/services/taxicard/default.htm

Luminosity Puzzles
These puzzles have been suggested by a couple of support group members as a means of 

stimulating joint thought and activity. While this is not a means of ‘improving’ cognition in people 

with PCA, for those who are interested in such brainteasers, it seems that they can provide purposeful 

activity to some degree. Visit www.lumosity.com for more information.
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My name is Jo. I am 51 years old and I have 
Alzheimer’s.  I have the same rare form as 
novelist Terry Pratchett, called Posterior Cortical 
Atrophy (PCA).

This is my own personal account of learning to live 
with Alzheimer’s. It has become important for me 
to share my experiences so that fellow sufferers 
and their families do not feel alone. I have also 
mentioned some general facts so that other 
members of the public can have some knowledge 
about Alzheimer’s and to be mindful that this 
illness could affect anyone.

Alzheimer’s affects around 496,000 in the UK. 
Funding for research is just 3% and no financial 
assistance is given to families for long-term care.  

It is likely that a combination of factors, including 
age, genetic inheritance, environmental factors, 
lifestyle and overall health are responsible.

Most people associate Alzheimer’s with older 
people but PCA usually affects people in their 
50s or early 60s. Surprisingly, there are actually 
over 17,000 people under the age of 65 with 
dementia (although this figure is likely to be an 
underestimate).

Scientists are currently investigating the link with 
genetic inheritance. My Grandmother suffered 
with dementia in her later life.

Environmentally, we had exposure to aluminium 
saucepans which I did actually inherit and even 
though these fears have largely been discounted, I 
have still replaced them with stainless steel (just to 
be on the safe side!).

Other factors that increase your risk are smoking 
(my parents’ smoked all their life), high blood 

pressure, high cholesterol levels and diabetes.

The first signs of PCA are often subtle and so it 
maybe some time before a formal diagnosis is 
made. But if I try to look back and recall, I think that 
the early stages of my PCA, may have started as 
early as eight years ago when my twin boys were 
in nursery.

During that time, I had decided to go back to work 
and initially enrolled in a few refresher courses 
to regain some technical skills that I’d lost since 
motherhood.  My background was predominantly 
working in the banking sector, so therefore I 
was numerically able. However, I was shocked 
and dismayed, when I sat a maths exercise and 
received a surprisingly low mark. Family and 
friends convinced me that this was probably due 
to my busy family life, which at the time involved 
looking after our three young children. I decided 
that maybe they were right, so I chose to be a 
stay-at-home mother and wife.

Another sign also began to emerge. I found myself 
going to the fridge and then forgetting what I was 
going for.

My father suddenly died about two years later. 
Even though he was elderly, I felt very saddened 
by our abrupt loss. I didn’t have time to say 
‘Goodbye’ to him and I wasn’t prepared for the 
emotional turmoil that I unexpectedly encountered. 
I bottled up my feelings so that I could be strong 
for my family and grieving mother.

Shortly after his death, I also began to realise 
that I was having difficulty writing out cheques 
or filling out school forms and notices.  The most 
troublesome number was the number five. I could 
visualise it in my head but I wasn’t able to write 

Learning to live with Alzheimer’s  
Jo Hart is a member of the PCA support group and has agreed to let 
us print this account of her experience of ‘Living with Alzheimer’s’,  
compiled and written by Linda Pepper on her behalf. 
The account will be included in a forthcoming PCA support group 
publication which seeks to encapsulate the real life experiences of living 
with PCA, as described by those living with the diagnosis and their family 
and friends. Several support group members have already contributed 
pieces - long and short - and I would welcome any further contributions 
people may wish to make.
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it down correctly.  This state of confusion was 
thought to be due to the stress of losing of my 
father.

However, I had a strong feeling that something 
wasn’t quite right so I went to my local GP. He told 
me that it was probably menopause.

I went back home feeling reassured that maybe 
he was right. However, I soon found myself 
becoming increasingly alarmed, especially 
when carrying out normal tasks. Small jobs you 
performed automatically were becoming more 
and more difficult; like driving my car.  I had to 
sit and really concentrate on what I was doing. I 
didn’t know which were the right buttons to press.  
Instead of putting the car in first gear, I would 
put it in reverse and I would put the windscreen 
wipers on instead of the indicator. Just following 
the proper sequence when driving was proving 
more arduous.  This left me feeling perplexed and 
frustrated because I didn’t understand what was 
going on and I felt like I was going mad.

I went back to see my local GP and was seen 
by a trainee. He asked me lots of questions 
and still came to the same conclusion that my 
symptoms were menopausal but he called in a 
more senior doctor to clarify what had been said.  
He mentioned to him about me not being able to 
write and also not being able to add and subtract. 
I was then given some more sums that I struggled 
to complete.

Fortunately for me, the senior doctor had many 
years of experience and he was more aware of 
symptoms and the reasons for different causes 
in a patient’s memory loss.  He told me not to be 
alarmed but he was going to have to refer me.

I was sent to Harlow Hospital to see a Neurologist 
to get a second opinion and to have a general 
chat.  This included me mentioning my father’s 
recent death. I must have sounded like someone 
who was a bit neurotic because he looked at me 
as if there was nothing wrong and that I was just 
making it all up.

I then did some adding up and was asked several 
questions, followed by more tests. He arranged 
for me to have a CT scan at Harlow Hospital 
and then a follow up appointment. During that 
visit, the Neurologist informed me that I had a 
hole in my brain but there wasn’t any reason 
to feel concerned. He was going to refer me to 

Addenbrooke’s Hospital because they had more 
sophisticated and up-to-date equipment.  I have 
to admit, I was left feeling terribly overwhelmed 
and very frightened. I wasn’t sure what they were 
going to find.

On my first visit to Addenbrooke’s, I spent all day 
doing memory tests and I also had another brain 
scan.  By the end of the day, I felt exhausted. 
On my follow-up appointment, the Registrar 
requested me to perform various tasks that 
involved me walking up and down the ward, 
preceded by a reflex and hand coordination test. 
I was also asked to hold up my finger and touch 
his nose.   Clive, my partner was called in and 
asked a few questions. I later joined him and we 
were both left alone in the room. Shortly after, the 
Registrar brought in the Consultant to tell us the 
news. 

On 6th January 2009, to my astonishment, I was 
informed that I had Alzheimer’s. This was the last 
thing I thought I would have. I was completely 
dumbfounded because I thought that Alzheimer’s 
only affected older people.  My partner Clive was 
also shocked and visibly upset. After numbly 
asking some awkward questions, we stood up 
to leave and walked out of the room. At that 
moment, I felt as though the world had stopped 
and Clive and I were the only people that existed. 
The shock suddenly hit me and I burst into tears.  
But from somewhere deep inside, I told myself 
that I was going to be strong.  I also felt the need 
to protect everyone that was close to me because 
I didn’t want them to feel sad. I also thanked God 
that this was happening to me and not one of our 
precious children.

Before heading home, we went to the hospital 
cafe for a chat. My partner Clive ordered fish & 
chips and I had a cup of coffee with a large spoon 
of sugar.

I knew we had to tackle this new challenge 
that lay ahead of us but it would take time to 
get over the initial shock. Only then could I gain 
enough strength to accept the new path that was 
leading me and my family into an untimely and 
unexpected direction.

Our main priority was to protect and support our 
children. At the beginning, we chose not to tell 
them the actual diagnosis because they were still 
relatively young. We also felt that my mother was 
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too old and she would only worry and get upset.  I 
also needed time to adjust, so it took me a while 
before I could tell my extended family and close 
friends.

For the first six months, our lives were turned 
upside down. My new situation felt to me like 
bereavement. I could no longer drive, write or 
dress myself. I would never be able to work again. 
My long-term plan to have my parents live with us 
in a converted outbuilding was shattered. I didn’t 
know what the future held for me or my family. I 
was scared.

We received some counselling to cope with these 
sudden changes and gradually things started 
to improve. Our family and friends came to our 
aid and they helped out whenever possible and 
the professional help available also became a 
lifesaver.

Another key element that helped me to gain some 
extra courage came from Abigail. She was a 
family friend’s daughter who was heart-breakingly 
dying of a brain tumour. For someone so young, 
she graciously accepted her illness and I found her 
to be incredibly brave. I admired her for wanting 
to keep her life as normal as possible. She liked 
to have her nails painted and to hear all the latest 
gossip. Whenever we came to visit, her mum 
would call out, “Abigail, there’s someone here to 
see you.” She would reply, “I know mum, I can 
still hear!” Her reply lifted our spirits because she 
reacted like any other normal teenager would.

I too have now realised, how important it is for me 
to have as much normality in my life as possible.

Another turning point came on the 4th February 
2009, when Terry Pratchett did a documentary 
called ‘Living with Alzheimer’s’. It was a pivotal 
moment in my life. The timing was crucial for me 
and it was almost like it was meant to be.  I finally 
felt as though I wasn’t suffering from Alzheimer’s 
on my own.  I also discovered more about my 
rare condition and that I had a celebrity who 
was prepared to go public so he could educate 
the world and put it out into the daylight. His 
description of feeling as though something had 
been switched off, was exactly how I’d felt but I’d 
been unable at that point, to put it into words. He 
became a voice that echoed what I had wanted to 
say and also what I wanted to aspire to. That is to 
appeal to people to ‘keep things cheerful’ and ‘to 

try and remain as upbeat as much as possible’.  I 
hoped that I too could be a voice but a voice that 
spoke for the ordinary person in the street.

Tragically, another close family friend also lost her 
beautiful young daughter in a car accident. She 
was only nineteen years old.

Now, I not only had my own personal suffering 
to think about but I had two close friends to also 
consider. We were all overcome with grief. Even 
though their loss was different to mine, it was still 
a loss.  We were all robbed of our future plans. 
However, I felt as though all our families were 
united in grief and that made our already shaky 
foundation more solid.

I would also like to explain what other 
fundamental influences have helped me and my 
family to look positively towards the future.

Firstly, I am extremely lucky to have a loving and 
supportive husband Clive (51) and three wonderful 
children Katy (16), Jack & Oliver (12) who keep 
me busy and grounded. Close family and friends 
have provided  round-the-clock support and have 
helped out with anything from driving; looking 
after and taking the children out; helping me 
around the house; taking me out for skinny lattes 
and cake; taking  me shopping and generally 
been a sounding board for my fears and my 
future.

My family and I now attend Church. I wanted to 
secure a wider support-network to help my family 
in both the long and short term. I have found 
praying helps but I still feel angry sometimes and I 
still shed a tear or two.

I have accepted my condition and can now 
humour my situation and I don’t punish myself 
anymore for not being able to do the things that I 
was once able to do.  If I try to help clean up, I’m 
now more likely to sweep more out of the dustpan 
than in! I have also resigned myself to never being 
able to work again (even though we could do with 
the extra money). But this has allowed me more 
time to chat with family and friends - whilst eating 
large slices of cake!

On the professional side, ‘The Support Group 
for PCA’ based in London has provided me with 
immeasurable time and patience (The PCA 
support website is:- http://www.ucl.ac.uk/drc/
pcasupport ).
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Addenbrooke’s Hospital got in touch with an 
‘Outreach Worker’ based locally. She has been 
instrumental in efficaciously directing me and 
advising me with any queries I have regarding 
Alzheimer’s.

A lovely lady from ‘Essex Respite Care Association’, 
whom I now consider a friend, takes me out so that 
my partner Clive can have some time to himself. 
This means he doesn’t have to worry about me 
being left at home all the time on my own. This 
service was paid for by the council but the funding 
has since stopped and some financial assistance is 
made by The Alzheimer’s Society. 

I also recently had a home visit from the ‘Mental 
Health Team’ who came over and answered 
emphatically all the questions that you dread 
to ask but need to know. I really appreciated 
the manner in which this chat was conducted.  
My partner Clive and I were warned that the 
information given may be of a sensitive nature 
and we may get upset and need to cry. But his 
sensitivity mollified the situation and I found it 
easier to digest. I felt it was more humane.

Finally, one day I hope they’ll find a cure. More 
research and government funding is required to 
make this possible.  Making the general public 
more aware about Alzheimer’s and trying to 
normalise it, is also necessary. We would also 
appreciate people treating us with a bit more 
sensitivity and compassion.

I may have Alzheimer’s and sometimes need help 
but I’m still human and I’m still me.

Jo’s Top Tips
•	 Mornings	are	best	to	be	kept	quiet.	I	find	that	I	

need time to build up to getting into gear.

•	 Generally,	try	to	be	as	organised	as	possible.

•	 Keep	makeup	and	hair	brush	in	the	same	
special place.  I find that they are easier to 
locate (providing my children haven’t used them 
and then moved them to a different spot just to 
confuse me!).Ha-ha

•	 With	makeup,	I	have	to	tone	down	my	shade	of	
lipstick so that it’s less obvious if I haven’t been 
able to apply evenly.

•	 As	a	form	of	daily	exercise,	I	practice	opening	
and shutting my blusher compact case (even 
when I’m not using it).

•	 Keep	lunch	simple.	If	possible,	get	someone	to	
make you a sandwich when they’re preparing 
their own.  Fortunately, I’m still able to make 
myself a hot drink!

•	 When	I	could	empty	our	bins,	I	found	that	
closing my eyes enabled me to feel what I was 
doing.

•	 Don’t	punish	yourself	and	get	frustrated	when	
you are unable to perform a task. Try again in a 
couple of hours.

•	 Go	out	with	family	or	a	friend	for	a	large	slice	of	
cake and skinny latte. I don’t allow myself to feel 
guilty anymore and I enjoy every mouthful!

•	 Talk	about	whatever	you	feel	needs	addressing,	
then put it behind you and look forward to the 
new day that lies ahead.

•	 Life	is	still	there	to	enjoy.	Sing,	dance	and	be	
merry. Always look on the bright side of life 
(whenever possible) ...

Compiled and written by Louise Pepper, with and 
on behalf of Jo Hart.
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Sussex Working Age Cognitive Assessment 

Service (SWACAS) is based in Bognor Regis 

and Chichester, West Sussex and aims to 

provide assessment, monitoring, treatment 

(where appropriate) and support for people 

affected by the less common forms of 

cognitive disorder/dementia, for example 

frontotemporal dementia, PCA, prion disease, 

Huntington’s disease, Alzheimer’s disease,  

primary progressive aphasia etc. This patient 

group largely consists of younger people and 

the service aims to offer support and assistance 

with the management of cognitive problems 

and psychiatric presentations sometimes seen 

in these disorders. The service works closely with 

local and specialist neurology services and has 

links with the National Hospital for Neurology and 

Neurosurgery in terms of patient management 

and clinical care.

The service is run by Dr. Tony Coates, Consultant 

Psychiatrist and covers West Sussex as part of the 

Sussex Partnership NHS Foundation Trust. Also 

working with Dr. Coates is Dr. Lesley Atchison, 

Clinical Neuropsychologist and Fiona Chaabane, 

Clinical Nurse Specialist.  Referrals to this service 

are accepted from mental health and neurology 

services and care is mostly delivered in the 

person’s home. The team members aim to work 

closely with the person referred and their family 

members in order to provide long term support to 

the family as a whole, where applicable.

Referral to SWACAS often involves referral to other 

specialists for investigation of cognitive problems 

and diagnosis where this has not already been 

made. In addition to direct clinical work the 

service also runs two support groups, one for 

carers and more specific group for people 

affected by PCA. This is a relatively new venture 

and we hope to extend membership to the PCA 

group in the coming months.  

For further details regarding SWACAS please do 

not hesitate to contact Fiona Chaabane via any of 

these means:

Fiona Chaâbane 

Clinical Nurse Specialist 

Sussex Working Age Cognitive Assessment 

Service (SWACAS) 

Sussex Partnership NHS Foundation Trust 

Tel: 01243 841041 

Fax: 01243 623727 

Mob: 07984 974211 

E-mail:  

fiona.chaabane@sussexpartnership.nhs.uk 

Sussex Working Age Cognitive Assessment Service 
(SWACAS)  
We mentioned in the introduction to this newsletter that we had been 
delighted to make contact with a dementia outreach team working in 
the Sussex area which is seeking to develop their services for people 
with PCA. Fiona Chabaane, the Clinical Nurse Specialist involved with the 
team explains what their service offers:
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This checklist will remain a feature in 
forthcoming newsletters, and can be added 
to as appropriate. It is a brief reminder and 
pointer to those services which may be of 
benefit for people with PCA. Please contact Jill 
if you require further information about any of 
these services.

Assessment of need: for patient and carer. 
Request one via your GP or directly via your 
local social service department: [Disability Living 
Allowance/Attendance Allowance/Council Tax 
Reduction]

Lasting Power of Attorney: needs to be 
established as soon as possible

Admiral Nurse Service: information and support 
for family carers, people with dementia and 
professionals. Available locally in some areas 
for practical support, but helpline open to all. Tel: 
0845 257 9406 or email direct@dementiauk.org

RADAR keys: national key scheme for toilets for 
disabled people. E-mail: radar@radar.org.uk  
Tel: 020 7250 3222 

Blue badge parking permit: see our website for 
our factsheet and supporting statement

RNIB: support and advice for people with sight 
loss. Tel. 030 3123 9999  
E-mail: helpline@rnib.org.uk 

Medic Alert or other identification networks

Disabled Living Sites, which sell products 
designed to make daily living activities easier to 
manage. Of particular note is The Knork is a fork 
with wide, rounded and bevelled outer tines that 
will safely cut food like a knife, without a sharp 
edge to cut the mouth of the user

Advance Care Planning: the process of 
identifying the wishes and preferences of the 
person diagnosed, and ensuring that people are 
aware of these

Message in a Bottle: a Lions scheme which 
combines a notification at your front door 

with the storage of vital information in a 
bottle in the fridge! Visit www.lions105d.
org.uk/projects/miab.html  for information
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Dementia Research Centre Newsletter
You may be aware that the Dementia Research Centre publishes an 
annual newsletter. 
It provides an update on a multitude of research initiatives and may be of particular interest to 
those of you who have participated in the various research programmes. The Dementia Research 
Centre is part of the Department of Neurodegenerative Disease at the UCL Institute of Neurology and is 
the centre to which the PCA support group is affiliated.

Visit https://www.ucl.ac.uk/drc/news/index/edit/newsletters  to download the newsletter.

Dementia Partnerships
The Dementia Partnerships website is a resource for people, 
partnerships and networks working to improve outcomes for people 
living with dementia, sponsored by NHS South of England (NHS SoE).In 
a recent trawl for information, this website came to my attention as a particularly concise and well-
presented account of the approaches to care that we often discuss in our support group meetings. Visit 
www.dementiapartnerships.org.uk for more information.
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Venue and Attendees: The Wilkins Old Refectory 

has begun to feel like home as a very successful, 

self-contained venue, however it was not 

available at short notice this time. The Haldane 

Room which was provided as an alternative, felt 

much smaller, given that we had 75 attendees 

– a record number. Some members found 

the access to the WCs rather more difficult to 

negotiate and some missed the space which 

we have tended to use for more relaxed, private 

conversation for those who need this facility 

during the second half of the meeting. So we 

hope the larger venue will be available next time. 

UCL is central and easy to reach and we are 

most grateful to the College for their continued 

hospitality.

Programme: The main talk for the Meeting was 

“Neurological Symptoms in PCA and an Update 

on Research, looking at how Spatial Orientation 

is affected” to be given by Dr Diego Kaski and 

Dr Natalie Ryan. Diego Kaski was unfortunately 

ill and unable to attend so we much appreciated 

Natalie Ryan’s expert presentation of his, as 

well as her own research findings. Her talk 

was preceded by an update on Support Group 

News from Jill Walton and the second half of the 

meeting was led by group members Linda and 

Neil Hoskins who gave an interactive presentation 

of the recently launched PCA Forum.

Welcome and Update:

1.1    Jill began by welcoming old and many new 

members, as usual, from right across the 

UK and particularly Southern England and 

by Skype from Australia and Manchester, 

UK. We hope your journeys home (real or 

virtual) went smoothly and that you made 

useful contacts: it is always very valuable 

to feel the support of our growing PCA 

community and learn how research is 

seeking an ever better understanding of 

the variety of symptoms and effects of the 

disease.

1.2    Jill gave us news of a new regional meeting 

in Croydon on November 27th (full details in 

the Newsletter.) It is hoped to launch further 

socially-led meetings where members 

can meet with those living locally to share 

contacts and experiences in Manchester 

and the East of England. We still need 

members willing to be co-ordinators for 

their own areas: Jill will provide technical 

support and help in arranging venues. 

Please contact her directly if you would like 

to talk this through.

1.3    A number of fact sheets are being planned, 

including one for Professional Carers and 

another embracing the Stages of PCA.

 A draft of the new flyer, “Living with 

Posterior Cortical Atrophy”, graphically 

designed by Clare Webber was available for 

examination. This contains a description of 

PCA, its symptoms and a practical guide to 

caring. It also has space for personal details 

eg, “Who I am” and “My Requests”. This 

latter has 3 sections, “Please treat me with 

dignity”, “Please be patient and calm” and 

“Practical areas where you can help me”. 

These were the result of Steve Line’s talk 

earlier this year and a carers’ meeting that 

followed it. 

 We are very appreciative of Clare’s 

thoughtful and lively design work.

1.4    Jill concluded with a thank you for 

fundraising initiatives and the news 

of an application for a grant from the 

Freemasons.

1.5    Following a vote of thanks to Jill, Dr 

Seb Crutch continued with an exciting 

update on the first international PCA 

meeting in Vancouver which was held in 

conjunction with the Alzheimer’s Association 

International Conference. Its aims were to 

improve the quality of science in respect of 

PCA, to compare methods of fundraising 

and regulate the sharing and pooling 

of data and experience. The numbers 

Autumn PCA Support Meeting Minutes, 26.10.2012 at UCL 
Topic: Effects of PCA on Spatial Orientation
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t’ attending have risen to 50, with delegates 

representing 10-12 countries. There are 

now 25 centres worldwide involved in 

the international PCA working party. A 

Professional Interest Group has been 

established as a result with a permanent 

basis. This will facilitate, for example, the 

exchange of blood samples to facilitate 

research into genetic influences upon PCA, 

hence increasing the statistical power 

of further studies. It also means that 

information on support groups and centres 

of support internationally can be more 

easily shared. 

 

 Natalie Ryan‘s talk on Neurological 

Symptoms in PCA and researching why 

they occur.

 This continued research was fuelled by 

a previous presentation by Diego and 

Natalie to the Support Group and the 

discussion which followed it.

2.1 When fresh symptoms present, the 

first task of the medical practitioner is 

to eliminate other pathological causes: 

Treatable causes of new symptoms can 

include an infection, side-effect of a new 

medication, problems such as vitamin 

deficiencies or thyroid hormone imbalance 

which can be detected on blood tests, a 

head injury or depression. Due to the huge 

variation in symptoms of PCA, an individual 

may not always notice a new symptom.

2.2 Common PCA symptoms beyond vision. 

Can be a deterioration of:-

    *  Cognitive skills – spelling, calculation, 

speech, memory, etc.

   * Mood – depression, anxiety, agitation.

   * Headaches

    * Dizziness

    * Problems controlling the limbs or stiffness

    * New perceptual problems

2.3 Motor Features

    * Apraxia - difficulty using hands

    *  Myoclonus – involuntary jerks, often 

involving the hands and seizures, which 

can be treated

    *  Parkinsonism – stiffness of the limbs, 

slowing of movement. (Parkinson 

medication can be tried but unfortunately 

rarely helps this kind of stiffness)

    *  Alien Limb – involuntary movement of a 

limb (This is thought to be quite rare)

2.3  Abnormal perceptions

    *  Positive Visual Phenomenon – intense 

colour after images, perceived movement

     *  Rare abnormal perception – smell 

sensations

    *  Visual hallucinations - in 25% of PCA 

sufferers, according to some studies

     *  Rapid Eye Movement (REM) sleeps disorder 

(thrashing movements of limbs during REM 

stage of sleep)

2.4  Do symptoms offer clues to underlying 

pathology?

 PCA can be due to Alzheimer’s but not in  

all cases.  

Dementia with Lewy Bodies (DLB) 

often causes visual hallucinations and 

Parkinsonism  

Cortico-basal degeneration can lead to 

asymmetric limb stiffness.

2.5  Why research neurological symptoms?

 We need to explain why symptoms happen 

and understand them in order to develop 

treatments. Newer treatments may target 

the specific proteins involved in certain 

diseases, with the aim of preventing or 

slowing disease progression.

2.6 How common is asymmetric limb 

stiffness?

 A study of 45 PCA patients plus a control 

group revealed 13 patients with stiffness 

and difficulty controlling one arm. The 

density of brain cells, measured with MRI 

scans, revealed greater loss in the brain 

hemisphere controlling that arm in patients 

with those symptoms.

 Diego’s Research into Dizziness and 

Headaches and Questions.

3.1  A patient sitting on a revolving chair inside 

a revolving curtain will be asked whether it 

is moving or whether he is. We believe that 

PCA patients are more vulnerable to making 

errors in these circumstances because 

15
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t’ the areas of the brain which integrate 

information from organs of balance with 

visual information have been damaged.

3.2 When tested inside the curtain, a PCA 

patient may have difficulty detecting 

whether he is rotating or the curtain is. 

Questions

3.3  Can stimulating the blood flow to the brain 

with exercise help to delay PCA? Research 

into the effects of exercise is being done but 

not specifically for PCA. However, regular 

exercise certainly has lots of benefits for 

general health and well-being. 

3.4  Can daylight simulators help with vitamin D 

deficiency? Inadequate exposure to sunlight 

is a risk factor for vitamin D deficiency, 

which is quite common in the UK. If there 

are concerns about vitamin D deficiency, 

it can easily be measured by a blood test, 

which is really the best thing to do as if low, 

supplements may need to be taken. 

3.5 Is there a co-relation between PCA and Lewy 

Body Dementia?

 Lewy Body pathology is one possible cause 

of PCA and Lewy Body and Alzheimer 

pathology often co-exist. Symptomatically, 

however, the same medications are used 

to treat both conditions... How are various 

proteins identified? Scans (which are 

only done on a research basis) can help 

in identifying amyloid protein. Lumbar 

puncture can also be done to measure the 

amount of amyloid in the cerebrospinal 

fluid. However we cannot “open the 

bonnet” on a living brain! So the only way 

of knowing for sure what pathology caused 

an individual’s symptoms of PCA is through 

brain donation after death.

3.6 Why do PCA people experience cold? Is 

Aricept responsible? 25% of those present 

at the meeting do! To my knowledge, this 

has not yet been researched.

3.7 Can Aricept cause rhinitis? A minority of 

people taking Aricept do report rhinitis.

3.8  A question from Manchester via Skype. 

Does Alzheimer result from a non-

clearance of waste matter from the brain? 

The abnormal protein, amyloid, which 

is deposited in the brains of people with 

Alzheimer’s disease, is a protein that we all 

normally produce and turn over in a soluble 

form. What goes wrong in Alzheimer’s 

disease is not yet fully understood but we 

do know that in some genetic forms of 

early onset Alzheimer’s disease there is 

overproduction of this protein and there is 

some evidence that its clearance may be 

less efficient in late onset Alzheimer’s.

3.9  Does a loss of feeling in the extremities 

mean sufferers may not feel pain? There 

has been very little research into how 

perception of touch may be affected by the 

disease. The brain areas affected by PCA 

have a role in integrating different types of 

sensory information so it is possible that 

this has an impact on how touch sensation 

is perceived but this really hasn’t been 

investigated. 

3.10 Question from Australia via Skype. Physical 

exercise helps: does mental exercise help 

PCA? It is always a question of the balance 

between enjoyment and stress. When 

reading, for example, becomes stressful it 

can become counterproductive. Research is 

embryonic here.

3.11 Does singing instructions help? Musical 

processing involves many different parts 

of the brain and people are researching 

how musical perception is affected by 

Alzheimer’s. 

3.12 Is counselling available to help patients 

accept their condition and maximise their 

quality of life? New guidelines state that 

counselling should be offered to people 

diagnosed with dementia if they wish to 

pursue it but in many areas, services are 

still in development. Some people do find 

counselling very helpful and it is certainly 

worth talking to your doctor about it if you 

are interested.

 Linda and Neil Hokins’s Presentation on 

the PCA Forum.

4.1  Neil set up a discussion forum for the 

Support Group use. UCH however could 

not set one up because of fears that 
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t’ “quacks” might put up erroneous posts in 

the Hospital’s name. Jan Womack has been 

simultaneously working on a Facebook 

group to give day-to-day emotional support 

to carers and to inform and keep in touch 

with younger family members of PCA 

sufferers.

4.2  Neil gave us an interesting interactive 

history of how forums came into being. 

Unfortunately, due to time limitation on the 

use of the room and a following meeting 

set up by a UCH initiative “Understanding 

Carers Issues” the remainder of the 

presentation had to be rushed.

4.3 Today a demonstration about the use of 

Kindle for PCA can be found via a link from 

the PCA Forum. You can search and read 

this without joining.

4.4 The Forum has many things to offer, Events, 

Aids and Devices, Later Stage PCA and 

relevant links. There is a search facility.

4.5 If you need to create a new account or 

make a post you will need to give your 

name, email address, time zone and to 

give brief information “about me”. When 

asked “What colour is the blue rain jacket?”, 

write “blue” to receive a link and set up a 

password.

 NB.  Please refer also to the minutes of the 

special Meeting “Digital Media Review” May 

25 2012 for a further account of what is 

available.            

 Celia Heath


