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I cannot believe it is spring already.  There are 
Daffodils at the front of Unity 12 and blossom 
on a tree at the front of Unity 12.  It perks me 
up in the morning! 

This is another bumper edition of the 
SPECTRUM Newsletter, a mixture of updating 
you about our work (pages 26-33) and a 
sprinkling of fun articles.  Michael Grimmett 
writes an article about his favourite lock-down story on pages 24-25.  
Another story about how SPECTRUM people are coping with lock down 
is from Ian Loynes who loves his cruising and has missed them greatly, 
but he spent his recent holiday on a ’Virtual’ cruise; read all about it on 
pages 8-11.     

But there are also some serious featured articles written by people at 
SPECTRUM.  In particular, the article from Dominic McDowall from our 
Management Committee that really caught my attention when I read it 
(see pages 18-21); great photo of Dom and his family as well. 

We will be very sad to see Berni Vincent leave SPECTRUM at the end of 
April, she has been with us since 2000, she reflects about her time at 
SPECTRUM on page 30. 

Also we say goodbye to Gerry Zarb at the end of March, he has written a 
very thought provoking article about Disabled People and the impact of  
the Coronavirus (see Pages 12-15) for this edition.  But Gerry is going to 
write an article for our next newsletter about his reflections on life at 
SPECTRUM.  We look forward to that one in the summer! 

I haven’t got room to tell you about all the articles, you will just have to 
read them.  I hope you enjoy the newsletter and if you would like an 
article included in the next edition please let me know. 

Keep well, keep safe! 

Lesley 

 

Contents: From the Editor: 
Lesley Long-Price 
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It’s the 1st Anniversary of Covid and Lockdown living - Woooo! 

Who would have thought that we’d be in full or semi lockdown for a 
whole year! Who would have imagined that our world and life would completely 
change? Most of all, who would have imagined that we would cope well (mostly!).  

We have done all these things - because WE HAD TOO 

In the old days (a year ago!) people would say to me, “Aren’t you cheery” (despite 
being Disabled you see), or, “You drive a CAR!” - You know the daily patronisation 
that Disabled People endured when we used to meet people. (See -  there are 
some advantages from social isolation!) 

I would explain to the patroniser, No, we do these things because we need to, we 
have to. I couldn’t be glum all day, and no one would like me if I was; and I drive a 
car that is made accessible to me, the same as the patroniser’s car is built to be 
suitable for their needs. 

My point to all this? is that we have coped (just about) with 
lockdown - because we had to - what was the alternative? 
There was none -  Just like Disabled People get on with their 
lives, just expecting the same as everyone else in their lives. 

In the same way, SPECTRUM has got on with its job, figuring 
how to carry on doing our work (safely) and providing the extra support that so 
many people have needed to manage over the last year. 

When I met with my colleagues last March and decided we’d have to work from 
home - little did any of us think it would last long - some staff even came back from 
leave - well, to find the place empty! 

But as a huge testament to our staff, Management 
Committee and volunteers, we worked together to 
solve the many barriers to working from home; home 
offices, computer systems, accessing office phones; 
Whilst at the same time managing our own worries 
about risk and safety. All this and coping with life’s 
other problems that get thrown at us. 

You will read in the newsletter the amazing work we have been doing, filling in 
where statutory services couldn’t cope; medicines, food parcels, peer-support. 

I can’t tell you how proud I am for the people of SPECTRUM - the strength and 
dedication, the shear hard work, the problem solving whilst remote from each other. 

Whilst the lockdown is not (quite) over yet: you all deserve a BIG THANK YOU 

Contents: Chief Executive’s update   
Ian Loynes    
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The new future ahead of us: 

We know the Covid crisis will not end any time soon, and SPECTRUM has no 
desire to make a quick return to working as we used to; however, like all good 
organisations, we are planning for whatever that future turns out to be. 

 

There are two main aspects when considering how we emerge from the Pandemic, 
both of them equally important: 

 

1. What sort of environment do we want to be for our staff, and for our 
volunteers? 

2. How best can we serve the needs of Disabled People in the future? 

 

What sort of environment do we want to be for our staff, and for our 
volunteers? 
I believe SPECTRUM has always been a place to belong, to feel supported and 
comfortable with who you are, and what you can achieve. These values will not 
change. 
I believe we work best when we are together. SPECTRUM will once again become 
a place where we work together, where we solve problems together. We will 
welcome our staff and volunteers back to the office, but in a way that everyone 
FEELS safe. 
But we will enable people also to work from home, and use the experiences, and 
the systems of the last year to ensure we can be as efficient at home as in the 
office. We will make these judgements based on what is best for our service users.   

  

How best can we serve the needs of Disabled People in the future? 
We will use the learning of the last year to develop support systems and methods to 
enable us to develop services which enable Disabled People to be supported as 
they emerge from self-isolation. Ours services will focus on safety, empowerment 
and personal choice - recognising that we will all move on from Covid in different 
ways and at different speeds to reflect our unique viewpoints. 

 

Have you got a view on what SPECTRUM should be doing now and in the 

future? If so, tell me:  

Email: Ian.loynes@SPECTRUMCIL.co.uk  or phone: 023 8020 2625 

Contents: Chief Executive’s update   
Continued 



Page  8 

 

We have all had to develop new ways to enjoy live during the Covid Times. 

I was booked to have a week off, and it was shaping up to be another boring week 
of a home holiday; consisting of: tidy - watch TV - eat…. Until I picked up on an idea 
from the Editor of this magazine - and decided to do something a little different…. 

I love cruises, but of course, we haven’t 
been able to do these for the last year. So 
I thought - what are all the things we’d 
normally do on a cruise?: 

 We ordered in lots of lovely food - 

and a Cream Tea! 

 I booked into an online portrait 

drawing course 

 I decided to ’go to’ a guitar class every day 

 I found this website “Virtual Trips” where 

you could book into a virtual tour almost 
anywhere in the world 

 We even invented an Itinerary of what we 

had to look forward to - Ports, events, 
shows etc! 

 We ordered some pre-mixed cocktails 

 

We had a fabulous holiday... let me tell you 
all about it: 

We embarked our virtual ship on Sunday, with Curry (Takeaway!) for Dinner, after 
Cocktails beforehand (We did that every day!). 

 
Monday: Istanbul:  

Tour around Istanbul, glorious cultures and history 
Art Class: I learn about proportions of the face and ‘what goes where’ 
For dinner: Chicken Cordon Bleu with fruit crumble for dessert 
Theatre for the evening for an incredible visit by the Cirque du Soleil (YouTube) 
 

Tuesday: Sea Day: 
Art class: Draw the face from any angle; I also went to Guitar studies 
We had a Cream Tea at 3pm, very dignified! (and delicious!) 
For dinner: Lemon Sole and Portuguese Egg Tarts (Pastéis de Nata) for dessert 
Evening entertainment: Cinema “The Dig” (NetFlix) 

Contents: Cruising during a Lockdown: A Virtual Cruise 
By Ian Loynes    

 Lets try and do a virtual cruise at 
home - all the activities, all the 
food, (and drink) and going around 
the world and seeing wondrous 
things in wonderful places 

 

 

 

Book Tour Guides from all 
over the world, organising 
dozens of tours everyday. 
Instead of paying up front, 
you just leave a ‘tip’ if you 
liked the tour. No set 
amount, just pay for what 
you like and can afford. 

www.virtualtrips.io 

http://www.virtualtrips.io
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Wednesday: Jaipur (am) and Paris (PM) - well it is a virtual cruise! 
We visited Jaipur in India “ The Pink City” - Incredible place 
We ‘warped’ over to France in the afternoon for a tour of Paris 
For dinner: Champagne Salmon En Croute 
Evening entertainment “The Crown” on Netflix) 
 

And so the cruise went on, we visited Egypt (Karnak), Naples, and Russia 
(Moscow), had several more Cream Teas (why not!) had an all-day-breakfast and 
lots of shows. We ended the cruise on Sunday and had a thoroughly good time - 
nearly as good as a real cruise! 
 
I highly recommend it to you, Virtualtrips.io was a revelation and we suspended the 
lockdown reality just for one week. 
 
Advantages to a real cruise: 

 No access problems, I visited places that were not accessible normally for me 

 Time travel: being virtual, we could visit India morning, and Paris afternoon! 

 Much cheaper than a real cruise 

Disadvantages: 

 We had to cook and wash-up! 

 

STOP PRESS: Virtualtrips has just renamed heygo.com’ - it redirects  automatically  

I do hope you enjoy our Photo Album of the cruise! 

 

      
 Continued... 

Contents: Virtual Cruise 
Continued  

The Temples at Karnak 
- Egypt (and our 

Guide!) 
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Contents: Virtual Cruise 
By Ian Loynes    

Jaipur -  The Pink City 

Guess where! 
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Contents: Virtual Cruise 
Continued  

Moscow, St Basil’s (17 churches In the complex) 
and ‘the Kremlin’ 

Naples, Italy  
Look at the amazing stone 
statue - The skills involved 

are breathtaking 
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The Coronavirus pandemic has been bad news for everyone but Disabled People 
have been hit harder than most. Data from the Office for National Statistics 
covering the period up to November 2020 shows that Disabled people were more 
than three times more likely to die from Coronavirus than non-disabled people. The 
risk for People with Learning Difficulties was over 6 times higher. Altogether, around 
60% of all those who have died from Coronavirus have been Disabled People. 
 
In some cases Disabled People have been directly denied treatment for Covid-19 
because of Disability. During the early stages of the Pandemic, the National 
Institute for Health and Care Excellence (NICE) issued guidance to hospitals on 
managing treatment. This included advice on using a Clinical Frailty Scale to 
determine priority for access to critical care. This had the effect of systematically 
giving lower priority to Disabled People and those with long-term health conditions. 
It was later amended to make clear that it should not be used in this way but, 
inevitably, this will have led to an unknown number of people dying in the 
meantime. 
 
There were also many reports of Disabled People in hospital having Do Not 
Attempt Cardiopulmonary Resuscitation (DNACPR) notices placed on their medical 
charts, usually without their knowledge. Following pressure from Disabled 
campaigners the Government later issued guidance outlawing this practice. But, 
again, a report by the Care Quality Commission in December 2020 found that 
inappropriate DNACPR notices had directly caused a number of potentially 
avoidable deaths. Despite this there have been worrying reports that People with 
Learning Difficulties are still being given Do Not Resuscitate orders during the 
second wave of the pandemic. 
 
For those who have survived there have been a range of other challenges that, 
again, seem to have had a disproportionate impact on Disabled People. 
 
One of the first major issues that Disabled People had to face was the lack of 
Protective Personal Equipment (PPE) for people who employed their own Personal 
Assistants. During the first few months of the pandemic many people struggled to 
find any supplies of PPE at all and none was made available by the Government or 
Local Authorities either.  
 
This left Disabled People - some of whom were at particularly high risk - completely 
exposed. Some were so concerned about this that they chose to stop letting their 
Personal Assistants into their homes until PPE could be found - as that was seen 
as the lesser of two evils. 

Good, Bad, Ugly: Coronavirus & Disabled People 
By Gerry Zarb 

https://www.theguardian.com/society/2020/dec/03/do-not-resuscitate-orders-caused-potentially-avoidable-deaths-regulator-finds
https://www.theguardian.com/society/2020/dec/03/do-not-resuscitate-orders-caused-potentially-avoidable-deaths-regulator-finds
https://www.theguardian.com/society/2020/dec/03/do-not-resuscitate-orders-caused-potentially-avoidable-deaths-regulator-finds
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Good, Bad, Ugly: Coronavirus & Disabled People  
Continued 

 
Similarly, guidance issued by the Government on delivering care and support safely 
completely ignored Personal Assistants, leaving many Disabled People in the dark 
about what they should be doing to keep themselves and their workers safe.  After 
lobbying by Disabled People the Department for Health and Social Care did        
eventually publish guidance for people using Direct Payments - but this was only after 
a considerable delay which, again, left Disabled People at risk in the meantime. 
 
There have also been major problems for the 2.2 million people in the 'shielding' 
group. A recent report by the National Audit Office found that there had been a failure 
on the part of government to adequately prepare for Disabled People needing to 
shield from the pandemic because previous pandemic preparedness planning had not    
considered how to identify and shield people who are considered clinically vulnerable. 
As a result, although the Government first told people in this group to start shielding 
on 22 March 2020, it took until 7 May for nearly half of them to be put on the list. This 
left nearly one million people unprotected with the result that death rates amongst the 
shielding group have been some of the highest recorded - at 8.6 per cent. 
 
Many Disabled People have found the social care has failed to respond effectively to 
the pandemic with large numbers of contracted services cancelled, suspended or   
severely limited. Recent research by the London School of Economics found that 
some Disabled People had seen their funding for support services reduced, or even 
stopped altogether - leaving them without any alternative support. At the same time, 
many service users were very anxious about having too many people come into their 
homes so chose to rely on family members instead. 
 
There had also been problems with the accessibility of a range of information about 
Coronavirus. This had been a particular issue for Deaf People as, for quite some time, 
none of the Governments daily briefings had any BSL signing leaving people to 
search around as best they could to find out what was going on. It was only after a  
legal challenge started by Katie Rowley, a Deaf actress from Leeds, that the         
Government started to provide BSL signing. However this has only been for           
Ministerial briefings and not the science briefings, so Deaf People still do not have 
equal access. The use of face masks has also caused difficulties as lack of          
transparent masks for lip-reading has left people excluded from the spoken word. 
 
The move to home learning has also created barriers as provision for this did not    
initially include children with special educational needs and learning materials have 
often been inaccessible. 
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Most recently, for reasons that are not entirely clear, Government advice in 
November 2020 that people should return to work wherever possible omitted to 
make any reference to people who had been shielding. This left many Disabled 
People in a perilous situation - feeling pressured to return to work and having to 
choose between their safety and the risk of losing their jobs. 
 
As a result of these problems many Disabled People feel that they have been 
abandoned and forgotten or, at best, their needs have just been an afterthought. 
None of this should be any surprise. The needs of Disabled People being 
overlooked, misunderstood or just plain ignored is something that has been going 
on forever - only, this time, the consequences for some have been particularly 
deadly. 
 
It is not all bad news however as the pandemic has also created some surprising 
benefits for many Disabled People. 
 
One of the biggest changes has been the major shift towards work and other 
activities taking place virtually instead of in physical environments. 
 
In terms of employment, this has made it much easier for Disabled People who 
need to work from home as they do not even have to ask for this as a Reasonable 
Adjustment because it has become the norm for everyone. Some, who have 
struggled to move into work in the past, have also found that it is now easier to 
apply for jobs and that employers are more willing to take them on. 
 
The fact that all kinds of different meetings now routinely take place virtually has 
also made a wide range of activities more accessible for Disabled People. This has 
benefits at work as well other activities like social gatherings, involvement in local 
politics, and a range of leisure activities. 
 
Similarly, art galleries and other cultural venues have started providing virtual 
access which has meant that Disabled People who previously found these 
inaccessible have been able to enjoy them the same as everyone else. 
 
In terms of access to services, GP consultations by telephone or video-call - 
something that Disabled People have been asking for many years - have become 
routine. Of course, there has never been any reason why this couldn't have 
happened ages ago but it took changes to the needs of non-disabled people for the 
objections to magically disappear. 
 
This is all very good news although it is important to remember that quite a large 
number of Disabled People do not have access to digital communications. So, while 
there have been huge benefits for many Disabled People there is also a danger of 
creating another form of exclusion for some. 

Good, Bad, Ugly: Coronavirus & Disabled People 
Continued 
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On a psychological level it is also interesting that some Disabled People have 
commented that the way everyone has been forced to live over the past year has 
had the effect of reducing feelings of difference and exclusion. Not going out or not 
seeing other people has become the norm for everyone, which some Disabled 
People see as a case of 'welcome to my world', at least for now. Without doubt it 
has created a levelling out of people's experiences. 
 
Of course, none of this was planned or in any way deliberate. Rather, these benefits 
for Disabled People have just been 'accidental' side-effects of the seismic changes 
that the whole of society has been forced to undergo. It's as if someone forgot to 
shut the door that usually keeps Disabled People out and they have simply walked 
through it. The question in future will be whether or not the door stays open. Only 
time will tell but the signs look promising as many people have discovered that the 
new ways of doing things offer many benefits such as helping to achieve a better 
work-life balance and reducing travel costs, as well as wider benefits like reducing 
carbon emissions. There are down sides too however, so we cannot be sure 
whether 'the new normal' is here to stay. 
 
The other major benefit of the pandemic - that has impacted on all groups - is the 
groundswell of community spirit and action that it has fostered. People have 
volunteered in the thousands to help others with things like shopping and collecting 
prescriptions, or simply providing company for people who are isolated. Obviously, 
many of these volunteers will drop away as the pandemic eases but, even if just a 
small percentage decide to carry on, that will have created a vastly increased 
community resource compared to what we had pre-2020. 
 
Similarly, the pandemic has also highlighted the value of existing community based 
organisations, such as Disabled People's Organisations. 
 
At the start of the pandemic many completely changed their operations in response 
and were able to fill some of the gaps in social care. Community based 
organisations were also very quick off the mark to provide support with mental 
health and social isolation and with practical assistance such as shopping and 
provision of PPE. Almost invariably, the response was much quicker than that from 
Local Authorities. The community sector - along with the NHS - has been the 
backbone of the response to the pandemic. Having witnessed this at first hand at 
SPECTRUM it is a source of great pride, and a real confidence booster for the 
future. 
 
All in all, the pandemic has been pretty devastating for Disabled People and far too 
many have paid the ultimate price. At the same time, it has changed the world and, 
in some ways, for the better. We do not know yet what the future holds but maybe - 
just maybe - we can hope that it will be better than the past. 

Good, Bad, Ugly: Coronavirus & Disabled People 
Continued 
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Dear members  
 
I’m going to give you an update on all things relevant to you as SPECTRUM 
Members.  There has been a lot going on since the last newsletter.  
 
Management Committee 
The Management Committee are meeting every two months via Zoom; their last 
meeting was on Tuesday 9th March.  The Committee continue to direct the staff 
team in their governance role and are involved with strategic planning.  That’s what 
SPECTRUM does, always looking forward to the future and the next opportunity.  
SPECTRUM always holds dear to its aims and missions and it’s work to support 
Disabled People to live Independent Lives, it’s our unique selling point.   
 
New Committee Members 
The Management Committee are still looking for new Committee members, if you 
are interested or just would like to come to a meeting to see how it all works please 
let me know.  I know I’m biased but they are a very friendly bunch who welcome 
new people with open arms.  If you have thoughts of considering joining the 
Committee please contact me and I’ll put you in touch with one of the Committee to 
talk you through how it all works.  In my role as Office manager, I have several hats, 
I attend all Committee Meetings to take the minutes so would love to see new 
members join. 
 
Finance and Infrastructure Sub-Committee 
The Finance and Infrastructure Sub-Committee meet every quarter to review the 
Management Accounts.  Our Treasurer scrutinises  the accounts, holding Ian our 
Chief Executive and with another hat on, me with my accounting role literally to 
account.  Nothing gets past the Treasurer, which is reassuring.   
 
Awayday Group 
On Tuesday 30th March the totally unapt named ‘Awayday’ group (the Committee 
and senior core staff) met to discuss how it takes forward business planning and 
sales and marketing at SPECTRUM.  It is exciting times what with our new 
Business Development Manager and Sales and Marketing Leader just started in 
their roles.  However, we will miss Gerry Zarb who leaves his role as Business 
Development Manager at the end of March.  
 
Annual General Meeting 
The Management Committee discussed when, and how to hold an Annual General 
Meeting this year after last year’s got cancelled.  The date has been set for 
Saturday 16th October.  We are hoping to see you at this event in person but it all 
depends on the pandemic of course. 

Membership Secretary 
Lesley Long-price 
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Membership Renewals 
The membership renewals will be due again come the 1st April 2021.  Last year the 
Committee agreed to automatically carry forward membership unless members told 
as otherwise.  Only one person asked to be removed from SPECTRUM 
membership.  The Committee was very pleased about that, it is great to have such 
a loyal membership. The Committee have decided to do the same again for this 
membership year.  A letter will be coming to you shortly. 
 
Newsletter articles 
I’m also the editor of the newsletter.  I would really welcome members to write 
articles for the newsletter.   
 
Lunchtime Chats 
Every Tuesday and Friday from 12.45pm staff and Committee meet to have a break 
from the day, talking about their weekends and evenings (although this is not very 
exciting at the moment) and life in general (books we’ve read, films we’ve watched 
and just general chatting).   
 
If you would like to join us (sorry but it’s on Zoom) please let me know and I’ll add 
you to the invite list. 
 
Return to the office 
I’ve been working in the office all through the lockdowns it is the only way to work 
on the accounts and payroll, but some staff are planning their return who have been 
working at home.  We haven't seen each other for a year in person, it would be 
good to see some more people in the building, but all dependent on the virus of 
course.   
 
Covid Jabs 
Most of the staff and Committee have had their first Covid jabs due to our front line 
working or ‘vulnerable’ status, or both. 
 
Anyway I think that is all the Membership Secretary news.  Please get in contact if 
there is anything SPECTRUM can support you with, and not to labour a point 
please consider joining the Management Committee. 
 
 
 

Membership Secretary 
Continued 
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I live with a mental health impairment known as bipolar. I also have borderline 
personality disorder, and crippling anxiety. I’d love to talk to you all about my 
relationship with bipolar type 1. 
 
There are many different types of bipolar; type 1,2,Cyclothymia, mafd4, mafd6 and 
many more. 
 
I will be concentrating on my relationship with my bipolar. 
 
It’s important to know that everyone’s relationship and journey with bipolar is 

unique, and it will ebb and flow from a smooth warm day to a stormy rough night. I 

will include some helpful links and some charts to show how bipolar can be roughly 

mapped. 

This is my Story: 
 
I grew up in a rural small fishing village in County Cork Ireland, being bipolar wasn’t 
a thing, nor was being gay. In fact all the things I was, made everyone believe I was 
a trouble maker, a nasty child and a disgrace to my poor mother and father. I was 
brought up to be ashamed of my differences,. Thankfully we have moved on from 
this now, and I am a proud member of the LGBTQ+ and the Bipolar community. 
 
As a child and teenager my mania was constant. So constant in fact that it became 

who I was. My energy was always through the roof or indeed depression so heavy I 

couldn’t lift my head from the pillow. I slowly gave up on the idea of happiness, 

knowing I would never be understood or loved in the way a young boy should be, I 

became a recluse and loathed myself for the pacing thoughts and the desire to 

have a boyfriend I could love….or indeed anyone I could love and who would love 

me back.  

At 15 my patience broke. I threw my phone away moved counties and spent a year 

working in a petrol station. It was horrible, I hated it. But it helped open my eyes, I 

looked around and there was a sense of acceptance… city life, people with lives 

and deadlines, things to worry about rather then my sexual preference or current 

mental state, it sparked a desire in me to find myself. 

I moved to the UK when I was 16 to study childcare in Chichester College, I thrived 

and loved it. Everyone was mad!! All of us completely consumed with student life, I 

belonged!! 

A Personal Journey by a Member of SPECTRUM 
By Dominic McDowall 
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Shortly after my 1
st
 year I suffered a major manic episode. It was my first, I didn’t 

know what was happening or what mania or bipolar was at this stage. I could hear 

colours and flowers would smile at me. A Labrador jumped up and licked my face 

and I heard him say you’ll be alright’- I was completely manic and exhausted from 

major brain activity. I lost all memories of the episode, which I tend to do always. My 

memory wipes after an episode, some say due to the pace of thought….I think my 

brain is minding me from myself! 

Bizarre bizarre and ridiculous….I know!!! But you see mania removes your need to 
sleep so after 6 days of being awake hallucinations physical, visual and aural are 
very common. Sadly I dropped out of college and into the wrong crowd. Thankfully 
sense found me in the form of my mother. She found me and turned up at my door, 
she said two things. ‘these people are not your family’ ‘please get in the car’- I did. 
 
Finally, years too late I was diagnosed with bipolar type 1, BPD and extreme 
anxiety. 
 
But that wasn’t holding me back, I qualified as a drama teacher, fell in love, built an 
after school drama empire in primary schools all over Ireland, my life was 
perfect…..or so I thought. 
 
He was having an affair. 

And with that I crumbled, completely, my inside didn’t match my outside. My 
thoughts were not my own, I couldn’t eat, my paranoia was intense to say the least.  
 
I managed as best I could, but sadly I couldn’t find the sunshine, everything was 
dark, no one could be trusted, I resented myself, I was suffering from profound 
depression. Nothing mattered anymore. I was so alone I couldn’t go on. This is 
what bipolar does, it either leaves you surrounded in elation or smothered in 
complete sadness. 
 

My neighbor found me on the bathroom floor and I spent some time in Navan 

psychiatric hospital before transferring to a private clinic in Argentina where my 

brother lives. 

A Personal Journey by a Member of SPECTRUM 
Continued  
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He saved my life, hundreds of times he saved my life.  
 
He would get a taxi every day from the other side of the city to bring me lunch and 

dinner as I was so paranoid they were trying to poison me. He would bring me 

letters and arts and crafts. He’d sit with me for hours. He is my best friend and I 

could never have found myself again without him. 

After 10 months in Argentina under section it was time for me to return to Europe.  
 
I found myself here in sunny Southampton!!! Where I met my husband and our 
beautiful children whom we fostered. 
 
I thought I was done with this bipolar, it had been 2 years since an episode, but 6 
weeks ago it came back with all the vengeance of an angry storm. Robbing me of 
my memories, sense, judgement, and concept of consequence. I find myself asking 
the same questions, making the same call, forgetting important info, often reaching 
out to the same people asking the same questions, its very embarrassing and 
comes across as so very unprofessional.  
 
I didn’t sleep for 13 days, I could hear the colour orange, I spoke to my dead 
grandma and held her hand, I ran through the Highstreet screaming at the top of my 
lungs that I had used my powers to close the shops….this is mania. I hate it. I hate 
how people perceive me. 
 
I’m 34 with a home, husband, 2 children, the best friends I could dream of, and 
wonderful interests that I feel help others. 
 
I have bipolar, but I’m uniquely brilliant with a heart of gold and a passion to help 
others. Bipolar DOES NOT DEFINE ME! 
 
Please feel free to reach out if you have any questions. 
 
Finally a massive thank you to my husband Jack- I don’t know how or why, but I 
thank the universe everyday for you!!  
 
My very best wishes, stay safe, 
Dom x 

A Personal Journey by a Member of SPECTRUM 
Continued  
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People to contact for support: 
https://www.bipolaruk.org/?
gclid=Cj0KCQiA962BBhCzARIsAIpWEL0vAcm9KMf2rxP4RK0Mv-
G2Ga0n9N4Q0n5k7ZxUgAMb78cmBYz6a5YaAj2kEALw_wcB 
 

https://www.mind.org.uk/information-support/types-of-mental-health-problems/
bipolar-disorder/about-bipolar-disorder/ 
 

https://www.helpguide.org/articles/bipolar-disorder/living-with-bipolar-disorder.htm 
 

PLEASE CONTACT 111 OR 999 IF YOU FEEL YOUR LIFE MAY BE 

THREATENED OR YOU ARE FEELING SO LOW THAT YOU MAY HARM 

YOUSELF. 

 

A Personal Journey by a Member of SPECTRUM 
Continued  

From left: Tom, Dom, Mikey & Jack 

https://www.bipolaruk.org/?gclid=Cj0KCQiA962BBhCzARIsAIpWEL0vAcm9KMf2rxP4RK0Mv-G2Ga0n9N4Q0n5k7ZxUgAMb78cmBYz6a5YaAj2kEALw_wcB
https://www.bipolaruk.org/?gclid=Cj0KCQiA962BBhCzARIsAIpWEL0vAcm9KMf2rxP4RK0Mv-G2Ga0n9N4Q0n5k7ZxUgAMb78cmBYz6a5YaAj2kEALw_wcB
https://www.bipolaruk.org/?gclid=Cj0KCQiA962BBhCzARIsAIpWEL0vAcm9KMf2rxP4RK0Mv-G2Ga0n9N4Q0n5k7ZxUgAMb78cmBYz6a5YaAj2kEALw_wcB
https://www.mind.org.uk/information-support/types-of-mental-health-problems/bipolar-disorder/about-bipolar-disorder/
https://www.mind.org.uk/information-support/types-of-mental-health-problems/bipolar-disorder/about-bipolar-disorder/
https://www.helpguide.org/articles/bipolar-disorder/living-with-bipolar-disorder.htm
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I am a member of SPECTRUM and also have a long 
term interest in the environment, wildlife and the 
protection of these valuable assets. I have been a long 
term member of various environment and wildlife 
organisations. As a Disabled Person I find being in the 
natural environment a beneficial place to be and value it 
greatly. 
 

Climate change is not something that is going to happen 
in the distant future, it is happening now and having a 
huge impact on our lives. Global governments, Local 
Government, businesses and us as individuals all have a 
part to play in mitigating the worst effects of it.  
 
With these things in mind I have recently been asked to 
join a long term public participation group, working with climate 
change and health researchers.  It is being run by the Health 
Protection Research Unit in Environmental Change and Health, 
based at the London School of Hygiene and Tropical 
Medicine.  The group is aptly called PLANET and has 
approximately 30 members of the public involved, from different parts of the UK.  
 

A number of us on the group have stated that we are a Disabled Person, and that 
this may give a different angle from which to comment on research methodologies 
or possible solutions. For example, health inequality and economic inequality are 
things which disproportionately affect Disabled People.  
 
Over the next four years, the PLANET panel will be asked to engage on specific 
research projects, as well as comment on written research material and 
opportunities to write blogs and social media posts. Other PLANET activities will 
include advising on planning for public engagement events to disseminate research 
to the general public e.g. public webinars and science festivals.   
 

PLANET- Public Participation Group 
By Rebecca Longley 



Page  23 

 

At the first web based meeting last week these 8 key areas were agreed as 
important to the public participants.  
 

1. How research feeds government policy on climate change 
 

2. The importance of engagement with Local Authority and other stake holders 
 

3. How to change human behaviour on an individual level 
 

4. Social, economic and health inequalities 
 

5. Costs and challenges to households with the move to a ‘greener’ economy 
 

6. Housing development and policy to ensure energy efficient measures 
 

7.The essential need for access to green space and habitats which enrich  
    Biodiversity 
 

8. Air quality and pollution and what strategies are needed to tackle this. 
 

The next few meetings will be focusing on housing, but others areas to be tackled 
over this year are; traffic and other air pollution, green space and coastal erosion. 
 

If anyone has any particular thoughts or issues they would like me to raise at any of 
the meetings, in relation to the 8 points above, please let me know via the editor at 
SPECTRUM. 

PLANET- Public Participation Group 
Continued 
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Dear reader, as hopefully you and the people around you 
are receiving their jabs and we are (hopefully) nearing 
the end of a lockdown.   
 
I thought I’d share my favourite lockdown story from the first lockdown, 
so please cast your mind back to April 2020, to when Covid-19 was all 
relatively new.  
 
As it was a warm spring day, for my hour walk / fresh air break, I thought 
I'd try and go to a new field and read my book. 
 
However, halfway there I hit a problem, one that would need some level 
of assistance.  Whilst driving my wheelchair, I heard a noise, I turned 
around, I've only gone and dropped my flipping front door keys.  
 
This is now a first world Disabled Person’s isolation problem. 
 
I see some people walking by, on the other side of the road, thinking 
what is he doing sat on a path just sat there?  
 
I thought about shouting over, but then I thought what happens if they are 
carrying it? They touch my keys and I’ve left my face mask at home, how 
will we safely do this?  All these silly and irrational thoughts crossed my 
mind. 
 
I phoned my Personal Assistant, she couldn’t come for another half an 
hour. Damn it. 
 
I then heard a voice about four doors down "Oi mate, do you have a 
problem?" 
 
Me "Could say that, dropped my keys." 
 
Random guy "Oh, I see your problem, you can't exactly pick them up." 

My favourite lockdown story 
By Michael Grimmett 
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Me "Thanks for that, I've only just come to terms with this fact myself and 
you confirming this for me has made it all a bit more real." 
 
Random guy "Shouts for Dave, next door, he is practical." 
 
Me "Thanks, I think." 
 
Five minutes later, a random guy (I'm guessing "Dave") came out with 
the longest garden rake I've ever seen and a table. 
 
He scooped up the keys and places them on the table. He shouts to me 
the table had been anti-bacted (I was going to ask about the rake, but 
thought better of it.) 
 
I picked up the keys, I shouted to "Dave" that he was a legend and went 
on my merry way. 
 

 

 

My favourite lockdown story 
Continued 



Page  26 

 

 

Hello reader, welcome to the support planning update.   
 
Recently, the support planning pilot has been granted a year’s extension 
by Southampton City Council, to demonstrate a slightly different 
approach to support planning.  This is great news all round, especially in 
the current climate. 
 
Referrals to the pilot have been coming in at a steady rate.  I’ve been 
supporting people with designing support plans for all kinds of eligible 
needs and some non eligible.  I’ll explain these terms in the next 
newsletter article, as it is quite a common question. 
 
However, it is the brokerage side of my job that is really testing my skill 
set.  This aspect of my role is where I help people plan and organise the 
support outlined in their support plan.  This might be assisting them 
recruit for a Personal Assistant (PA), sourcing a care provider / agency, 
sourcing equipment or technology, looking at educational courses and 
community activities and anything else vaguely in between. 
 
When I assist somebody with recruiting for a PA, I try and provide them 

with a mini toolkit, because after the PA has been sourced and the 

support plan is done, that is the end of my involvement and that person 

shouldn’t come back to me, unless there is an exceptional circumstance.  

This is how it is should be, allowing the individual to make their own 

decisions and learning for themselves along the way. 

Support Planning & Brokerage 
By Michael Grimmett 
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One aspect I have learned is how tricky it can be to engage with care 
providers (agencies), if you have ever had to source a provider for 
yourself, I have complete empathy for you.   
 
I was given what I naively thought would be a nice easy job just before 
Christmas.  Southampton City Council gave me a long list of care 
providers in Southampton and I volunteered to find out more about them.  
Julie (my PA) had the thankless task of putting all the email addresses 
into an email for me.  I then typed out a general email asking them to tell 
me: -  

 What areas of Southampton they cover  

 The hourly rate they charge 

 What kind of support they provide 

 What impairment groups do they support 

I sent the email to about forty care providers and to date, I’ve had roughly 
seven semi decent responses.  Many of them won’t give a straight 
answer or they charge the individual a bit more than they charge the 
council.  As a result, this piece of work is still ongoing, but we will get 
there.  My idea was and still is to try and have a document with most of 
the providers with the data outlined above so people can make choices 
about which provider they want to have supporting them. 
 
I’ve also been meeting different community groups to find out what they 

do and offer, as well as guiding people through the support planning 

process to complete excellent support plans.  

Support Planning & Brokerage 
Continued 
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We have enjoyed a particularly busy time these last few months 
in this department of SPECTRUM Independent Living section, 
with a steady increase in our client numbers. 
 
But we have room for more !  -  so if you are receiving Direct 
Payments or Local Authority funding and would like to be 
relieved of the hassle of preparing the payrolls of your Personal 
Assistants (PA) and dealing with HMRC and your pension 
provider, why not let us help you ? 
 
For a modest monthly fee, which can often be included in your funding, you can 
choose from one of our schemes to suite your requirements.  
 
Our Standard Scheme. 
We calculate and prepare payslips in accordance with your instructions, send them 
to you and it is then your responsibility to -  a) pay your PA’s, and b) to pay all 
amounts due to HMRC, and your pension provider if appropriate, based on figures 
we give you. 
 
Our Managed Scheme  -  type A 
We calculate and prepare payslips in accordance with your instructions, we pay 
your PA’s,  HMRC and pension provider, and invoice you monthly for you to 
reimburse us from your funding including our monthly fee. 
 
Our Fully Managed Scheme  -  type B 
We receive your funding on your behalf. We calculate and prepare payslips in 
accordance with your instructions, we pay your PA’s,  HMRC and pension provider, 
and our agreed fee from your funding, and maintain your budget. 
 
So, let us help you with your payroll responsibilities, or if you know someone who is 
seeking this type of support point them in our direction. Contact us now ! – ask for a 
quote, a quote costs nothing. 
 

Rang Chea-Waters 
SPECTRUM - Service User Payrolls and Managed Budgets 
 

Tel :  Direct dial, 023 8020 2933 
Email :  payroll@SpectrumCIL.co.uk 
Visit our website :  www.SpectrumCIL.co.uk/payroll service 

SPECTRUM Payroll & Managed Budget Service 
By Rang Chea-Waters (picture) & Byron Oliver 

mailto:payroll@SpectrumCIL.co.uk
http://www.SpectrumCIL.co.uk/payroll


Page  29 

 

SPECTRUM Navigators have been working flat out supporting 
Southampton through the Coronavirus pandemic in the busiest few 
months we have ever experienced.  We have now moved to 
primarily short-term support focused on crisis intervention and over 
the past year we have responded to over 600 prescription collection 
requests, 330 shopping support requests and 250 food parcel 
requests. Other key referral reasons include social isolation, 
financial support, practical support and housing. With each service user we 
complete an assessment of circumstances and link the individual to community 
services that will meet their needs.  
 
One thing that has got us through this difficult period is team work; whilst we 
couldn’t all be together in a physical sense, staying connected online and over the 
phone allowed us to maintain some feelings of togetherness. Team work meant we 
could support one another through challenges, share ideas, vent to each other 
when necessary and be reassured that we are taking the best course of action. This 
in turn allowed us to provide the best support to our service users.  
 
2021 has brought some significant changes to our team however. In February Ross 
Runham departed from the Navigators to dedicate his time to the Continuing Care 
team. Not only was Ross our ‘go-to’ guy for any practical challenges we faced, he 
has also remained dedicated to enhancing the team and providing support to our 
service users over several years. Ross remains our office neighbour however and 
there is no doubt we will be knocking on his door for advice moving forward.   
 
April 2021 will also see another sad departure in the team, as Berni Vincent is 
retiring from SPECTRUM after 20 years of service. Berni has had various roles 
within SPECTRUM; including Team Leader, Direct Payments Support worker, 
Volunteer Coordinator, and most recently Community Navigator. She has also had 
responsibility for a number of projects and has fufilled a range of training roles 
(Disability Equality, Direct Payments & Personal Development to name but a few).  
 
My earliest memories of SPECTRUM include Berni and Ross working side-by-side 

to tackle the day’s challenges whilst we students invaded their office space and 

stole their phones. Other fond memories include a trip to London with Berni to 

attend the Disability Summit, featuring a bottle of wine with Jennie on the train 

journey back. Berni has taught me so much since I joined SPECTRUM, not only 

through the casework that we shared, but particularly about community 

engagement; how to overcome the challenges of finding a community room to meet 

service users in a confidential setting (next to impossible!) and coordinating city-

wide leaflet drop-offs. 

So:Linked Team 
By Paula Pace (picture), Berni Vincent, Ross Runham & Emma Cook 
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A note from Ross: 
I started working as a Personal Assistant for Berni in March of 2015 

and wanted to share a few of my memories of our time together. 

The freezing mornings meeting up at Southampton Station 

(everyone at the station knew “Mrs V”); The diverse and often 

wonderfully strange groups we met around Southampton during our 

outreach work. (That was the first time I heard someone dispute the 

claim that they were in a hard to reach group. “I’m not ‘hard to 

reach’, I’m right here!” they said); The volunteering project that brought Becky and 

Jean amongst others into SPECTRUM; The ‘Time For Tea’ mental health support 

group, cautiously named as such because there was rumour that coffee mornings 

were frowned upon. (If we don’t serve coffee and always hold the sessions in the 

afternoon...); The Direct Payment work, with its pressures and joys (The 

Independent Living Team had dodgy neighbours from the User Led Organisation 

and PA register). Good times and great people. 

 
 
 
 
 
 
 
 
 
 
 
 
Reflections from Berni 
Back in 2000 when I started working for the organisation, 

SPECTRUM was known as SCIL.  It was all so exciting working 

for a User Led Organisation that was the birth place of Direct 

Payments. Back then SPECTRUM was all about Disabled 

People, regardless of our impairment, having choice and control 

over their  daily lives. This principle was reflected in all the 

services that SPECTRUM provided. All the staff were Disabled 

People who had experienced life at the sharp end, and somehow 

we just all rubbed along together.  

So:Linked Team- Berni Retirement 
Continued 



Page  31 

 

20 years is a long time. Some of the things that will stay with me are deliberately 
skiving off from the office so that I could spend time with a service user who was 
very unwell in hospital; our conversations had little to do with work, and more to do 
with laughing at the nonsense of life. Another time, this same service user who had 
spent years in residential care, refused to let her father (who was thumping on the 
door outside) into the house during a home visit; for the first time in her life she was 
enjoying being who she was in her own home.   
 
I will remember all the great service users I have had contact with, who have 
shared all the intimate details of their lives, and endless cups of tea with me. Also 
the great professionals I have worked with, who have understood equality and 
believe in a better world for Disabled People.  
 
The many and varied PA’s I have known. Somehow, most of the time I have 
managed to attract the best.  
 
The Personalisation Expert Panel (PEP) who worked co-productively with 
Hampshire County Council to raise the profile of key issues for Disabled People, 
just as it felt like they were about to crumble in the early days of the Welfare Reform 
Bill.  
 
The so called hard-to-reach groups that always challenged my thinking and showed 
me a different way. 
 
The greatest of friends that have come and gone in my time at SPECTRUM, and 
the endless debates at lunch time, usually slating the Government. Laughing until 
we couldn’t stop, stupid ridiculous conversations, coming into the office to find my 
whole desk and every surrounding surface covered in SCOPE promotional material, 
just because they knew I didn’t like charities! 
 
At SPECTRUM I have discovered truth through the experience of many Disabled 
People. I have seen the best and the worst of what change can bring. 
 
 Being a part of the revolution has been a remarkable thing. 
 
I will miss you all, but also the train travel on bright and frosty mornings, when if I 

looked hard enough I would sometimes see baby deer hiding in the trees.  

SO:Linked Team- Berni Retirement 
Continued 
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Earlier this year, the BBC aired a necessary documentary 

(see below) on Disability Hate Crime. The programme, titled 

‘Targeted: The Truth about Disability Hate Crime’, gave an 

insight into the horrific experiences Disabled People up and 

down the country face because of their identity. 

 

 

 

 

 

 

 

 

 

 

 

 

A number of Disabled People, experiencing a range of offences, from verbal and 

physical abuse to damage to their property, were interviewed about the lasting 

effect Hate Crimes (being targeted because of their identity) have had on their lives. 

Following what happened to them, all the victims had their self-confidence 

damaged, with some even fearing walking down the street on their own in case of 

an attack. 

As a Disabled Person myself, and someone who has worked on tackling Hate 

Crime for nearly two years, I have some understanding of the impact these 

incidents have on individuals but watching this documentary made it even clearer 

what people who have experienced Hate Crime are going through. It was shocking 

to hear some of the details, but only through these stories being shared can we 

begin to understand the effects.  

Hate Crime– The fight goes on 
By Sam Waddington 
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A Hate Crime is not like any other type of offence, as it is someone deliberately 
targeting someone else because of their identity, in the case of Disability Hate 
Crime on the grounds that someone is a Disabled Person. Only through raising 
awareness of this important point, can people appreciate the seriousness of Hate 
Crime, however small the incident might seem. Being called names because of who 
you are, for example, is not something that can just be shrugged off and neither 
should it have to be. 
 
For Hate Crime to be tackled as effectively as possible, the community need to be 
at the heart of the response. The more the general public are committed to 
reporting incidents or calling people out when they target someone, the more can 
be done to deter perpetrators and reduce the number of Hate Crimes that are 
happening. This is why groups like the Southampton Hate Crime Network (which I 
Co-ordinate), need to continue their important work in bringing communities 
together to combat Hate Crime. 
 
Our network is pleased to include over 40 Southampton based groups, covering 
each of the 5 Hate Crime strands, but we are still in the very early stages of our 
efforts. We appreciate that there is a long way to go before Hate Crime is fully 
understood by the public, and until then our work will need to continue. The good 
news is that as of this year, our future has been secured until at least March 2022.  
 
The discussions I have had with our network members about unreported incidents 
and the recent attack on University of Southampton lecturer Dr Peng Wang, 
because of his identity as a Chinese Person, has emphasised to me that Hate 
Crimes are probably happening more regularly than we think. When hearing about 
Hate Crimes that people are experiencing and watching programmes about it, our 
network has an even stronger determination to help stamp out incidents and 
continue supporting victims. 
 
The fight against Hate Crime must continue to go on. 

Hate Crime– The fight goes on 
Continued 
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Unity 12  
By Jennie Musson 

 
Here at Unity 12 not much has changed on the 
conferencing and meetings front, thanks to the 
ongoing Covid situation, although we are hopeful that this could start to change in 
the next couple of months.  
 
As far as the building is concerned, we have had an ongoing incursion of the liquid 
kind through the flat roof due to the heavy rain recently. We have now had several 
quotes as to varying degrees of remedial work short of building an ark and are 
considering which of these to apply. The lift had to be seen to following a bad case 
of “cold oil” but is now fully operational. 
 
I (Jennie!) have been working from home, which brings with it some interesting 
challenges, i.e. how to juggle lots of paper and files in a very small room with lots of 
doors and how to work on a PC still running Windows 7 (the answer is with a lot of 
patience). 
 
I (Jennie) have been working on some different projects away from Unity 12 and 
plan to be doing some work with our social media accounts as well as the Unity 12 
web page, upon which which we hope to include booking and payment facilities in 
the near future. Garth and I are also putting on our thinking caps about the way 
forward with conferencing and future development of Unity 12 in the post Covid 
climate, so Zoom Rooms could be the order of the day. 
 
Garth has been and is doing training courses, one on Equality and Diversity and 
one covering various aspects of our business such as marketing, income streams, 
best practice etc.   
 
In general terms we are trying to get ahead of the curve and to prepare to maximise 

the opportunities for Unity 12 to operate its own business in the “brave new world” 

and to contribute to the success of SPECTRUM Centre for Independent Living 

going forward. 
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SPECTRUM Continuing Care 

By Ross Runham 

 
A little history 
 
As we have now been running for 12 years, I have wandered 
through the archives to bring together some data on 
SPECTRUM Continuing Care. 
 
In this time we have supported 42 Service Users in Hampshire, and employed 195 
Personal Assistants (PA). When we started in 2009, we were working with just one 
Service User, Samuel, and the 7 years that we were with him saw us grow and 
change significantly. Samuel played no small part in our development as a service. 
 
I don’t have data on the first couple of years, but as of August 2012 we have 
supplied 200,000 hours of support. That’s the equivalent of a 24 hour a day 
package running non-stop for 22 years. 
 
At our busiest - albeit very briefly - we supplied 1100 hours a week, with a team of 
32 PAs. A much more typical amount during our busy days was 800 hours a week. 
At our quietest we were supplying 200 hours a week. We are now supplying 540 
hours a week, and hope to see that increase by another 50 hours in the next three 
months. We currently have 10 Service Users and employ 20 Personal Assistants. 
 
Our longest serving employees are manager Tracey Osman (9 years) and myself 
(almost 11 years). Our longest serving PAs are Amy Moore, who has been with us 
for more than 6 years, and Clare Peacock and Danielle O’Neill - both with us for 5 
years. 
 
Our PA team has almost doubled in size over the last 12 months, with staff from 

diverse backgrounds joining the organisation. We are very pleased with our 

diverse and dedicated staff team, who come from Europe, Asia and Africa. 
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Telephone: 

(023) 8033 0982 

 

 

Minicom: 

(023) 8020 2649 

 

 

Fax: 

(023) 8020 2945 

 

Address: 

SPECTRUM, Unity 12, 9-19 Rose 

Road, Southampton SO14 6TE 

 

E-mail: 

info@SpectrumCIL.co.uk   

  

 

Website: 

www.SpectrumCIL.co.uk 

 

 

Blog: 

www.SpectrumCIL.wordpress.com 

 

 

Facebook:  SPECTRUM.CIL 
Twitter:  @SPECTRUMCIL 
LinkedIn:  SPECTRUM CIL 


