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WELCOME!
Chair’s Foreword

DEAR FRIENDS, 
Welcome to the 8th edition of our 
Focus magazine. I’m writing to you in 
December 2017 and as New Year fast 
approaches I fi nd myself refl ecting on 
the years gone by and planning for 
those to come. 2017 has been a year of 
refl ection for MACS: we’ve taken stock 
of where we’ve come from and what 
we’ve achieved and we’ve begun to 
plan a future for MACS that puts MACS 
‘children’ at the heart of everything 
we do. Along with the devoted MACS 
parents who have always made up the 
MACS the board, we now have more 
trustees with the MACS conditions 

than ever before and I can’t put into 
words how empowering that is; Becky, 
Jonathan and I have all known each 
other from a very young age – indeed, I 
believe there are pictures of us playing 
when we were once (gasp!) cute! I’m a 
fi rm believer that MACS young people 
are the future of this charity and I can’t 
wait to see what the charity’s future 
will look like with more and more MACS 
young people becoming involved. The 
entire Board of Trustees at MACS are 
exceptional and I can’t thank them 
enough for what we’ve achieved so far. 
Thank you to every one of you for your 
tireless e� orts and hours of work –  I 
have the greatest team I could ever ask 
for, helping lead this organisation that 
means so much to me.

This magazine will highlight some 
of our recent achievements – our 
adventure breaks (pages 5 and 6), the 
Manchester bucket shake (page 16) 
and North Winter Family event (page 
17). It will also show you some of the 
reasons I am so looking forward to 
Chairing MACS in 2018 – an update 
about the next Family Weekend (page 
18) and an introduction to our team of 
wonderful volunteers (pages 11 and 12) 

and our Civil Service Secondee, Ken 
Roberts (page 15). In this edition, we 
include for the fi rst time a series of 
profi les of MACS adults and the jobs 
they do; we initially planned for this to 
be a single page article, however, when 
we asked if any members wanted to 
be involved, we were overwhelmed 
by the response. Therefore, this issue 
has a double page spread introducing 
three MACS adults and their working 
lives (pages 13 and 14) and we plan for 
this to be a regular feature in future 
Focus magazines. I would like to thank 
everyone who has contributed to this 
edition, members, sta� , trustees and 
volunteers alike. It really has been a 
team e� ort and I hope you all enjoy 
reading the result.
 
I hope you all have a wonderful 
Christmas with your family, wherever 
in the UK you are,

Robbie

I’M GILL and I’ve been a 
Trustee of MACS for just 
over two years. I have now 
decided to step down, as 
I’ve been o� ered a new 

role at work. The new job involves a 
lot more responsibility and travel so 
I didn’t think it was fair to stay as a 
Trustee as I wouldn’t be able to give 
MACS the time and attention needed. 

During my time as a Trustee I 
have learnt a lot and have had fun 
at the same time. I’ve developed 
transferable skills, such as being able 
to organise myself and being able to 

ask for help when I need it. On the 
fun side, I remember Robbie shoving 
a very cold lump of snow down my 
back just as I was arguing with a 
cabbie about allowing guide dogs 
in his car, which defi nitely lightened 
the mood! I’ve also had the chance to 
skydive to raise money for MACS.

I have really enjoyed my time as a 
Trustee and thank you to you all for 
making it such a nice and welcoming 
experience. I hope you see you soon. 

Gill and Flo
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‘HELLO’
Say

to some of our newest members!
In 2017, we gave out 19 grants to our members. Here’s what some of our recent 
recipients had to say about the di�erence those grants had made to their lives.

Ruby
Ruby was born in August 
this year, she has unilateral 
microphthalmia. She has an 
older brother called Riley. She 
lives in Hertfordshire with her 
mum and dad, Maria and Oliver.

Oscar 
Oscar is 8 and has bilateral 
coloboma. He has a brother, 
Ellis, and lives in Oxfordshire.

“MACS very kindly provided Leah with 
a new laptop with 17” screen. It’s helped 
her a huge amount – she can complete all 
her homework on there, send and receive 
homework and enlarge the text. She’d like 
to say a massive thank you to MACS. We 
are so lucky to be a part of such an amazing 
charity.” says Leah’s mum, Michelle.

Amy’s mum, Mel, said “We wanted to 
say a big thank-you to MACS for funding 
Amy’s laptop. She really appreciates it and 
it comes in very useful for her homework 
now she is at secondary school. She also 
uses it to stay in touch with friends.”

“Thank you for my football lessons, 
MACS! I’ve learned loads of new skills 
and can now join in playing football with 
my friends at lunchtime at school” says 
Charlie, aged 9 ¾.

“Math and the other two lads in his 
supported living house, Jordan (a MACS 
member) and Ian are loving having a TV 
which can also connect to the internet as 
it means they can also listen to music on 
YouTube.

We really appreciate all the help that 
MACS gives. Thank you so much.” say Math 
and his family.

Aiden’s mum, Sam, says “Aiden would like 
to thank MACS for his Samsung tablet, it 
has made a huge di�erence to him already. 
He now reads his books with ease as he 
can adjust the size to suit his needs. Also, 
the yellow keys on the on-screen keyboard 
mean he can easily message his friends 
without any help from us. Here is a picture 
of Aiden with his tablet. Thanks again, I 
now have a very happy little boy!”

“I’d like to thank you for my 
laptop. Without it, I wouldn’t be 

able to do the things I need to for school. My 
school has a new way of giving us homework 
and reminders – they set us tasks to do on a 
computer which come into our accounts with 
the date they are due in. With my laptop, 
I’m even handing my homework in early 
now! The laptop means I can come home 
from school at home time instead of staying 
behind to work in the library. It will also help 
me with research and revision for tests as 
well as improving my general knowledge. 
Thank you, MACS.” says Grace, aged 11.

Dylan 
Dylan is 9 years old, he has 
Charge Syndrome. He has 
bilateral coloboma and his left 
eye is microphthalmic. Dylan is 
also deaf and he uses a wheel 
chair but nothing stops him- 
he loves swimming, climbing, 
music and swinging. Dylan 
has three younger siblings, 
Sophia, 7, Jude 5 and Sienna 
4. His mum is Emma and dad 
is Russell. They all live in the 
West Midlands. Dylan’s family 
are coming to the next Family 
Weekend and they can’t wait to 
meet other MACS families!

Elliot 
Elliot turned 1 in September and 
has unilateral microphthalmia. 
He lives in Cornwall with his 
mum, Lucy, and Dad, Seb.

Benjamin 
Benjamin was born in April 2017 
with bilateral microphthalmia. 
He and his mum, Rachel, live in 
North Yorkshire.

Messages from 
our Grant 
Recipients

Leah Charlie

Grace

Aiden

Amy Math
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Sailing Voyage 
Report 2017

IN AUGUST, we ran a week-long sailing trip for 11 teenagers, 
from Ipswich to Southampton. Every sailor attained their 
Competent Crew Certifi cate, learning to sail the boat, make 
knots, talk to the coastguard and plot 
a chart. They also had lots of cooking, 
cleaning and singing practice!

The crew joined in Ipswich and 
immediately faced a di¤  cult choice 
owing to restricted opening times for 
the lock out of Ipswich. In the end, 
they agreed it was worth getting out 
at 1am in order to have more options 
next day, so they had a short passage 
out in the middle of the night, fi nally 
anchoring at 01:30. This was an amazing bonding session 
for the crew. They were up again at 7am and sailed to 
Ramsgate arriving with just enough time for showers, 
dinner and bed. The next day they visited the beach in 
glorious sunshine before setting o�  once again.

They enjoyed seeing and hearing all the ferries near Dover 
that evening. They arrived in the Solent the next day and 
had planned to anchor there but soon realised their arrival 

coincided with the start of the big 
Cowes-Torquay powerboat race. So, 
they went to watch that amazing 
spectacle before dropping the 
anchor in Stanswood Bay for some 
games and lots of singing! Next, they 
had some shore leave in Cowes, then 
headed to Shepards Wharf.

The next day there was some wind 
at last! The crew did a mainsail 
hoist and everyone got involved in 

steering and tacking towards Portsmouth. The next day, 
two teams of crew members took charge of di� erent 
stages of navigation back to Southampton.

Finally, Prolifi c reached her home port in time for ice 
cream and more games as the voyage ended.

“It was an amazing week. 
I met some great people and 

I really enjoyed learning 
about navigation and seeing 

the sun come up at the 
end of our night sail.”  

MACS young person, 2017

“Brilliant trip, my son
really came out of his
shell and loved every
 bit of it.” Parent, 2017

“I’ve never laughed 
so much in a week!”   

MACS young person, 2017.

This year we produced a short video about our adventure 
trips. We’d like to thank everyone who was involved in 
the making of the video – you’re all superstars!

We think the video shows how just important these 
events are to our members - and how much fun they 
are too! You can see the video yourselves here: 
www.macs.org.uk/adventure 
You may need a tissue handy!

Check out our 
brand-new video!

Caldecotte
Xperience 2017 

Round Up
THIS SUMMER, we ran two 
adventure trips at Caldecotte 
Xperience in Milton Keynes. 
One for children aged ten and 
over and one for children aged 
between five and ten who 
attended 
with a carer.

The older children 
were there for 5 
days and took part 
in activities such as 
canoeing, climbing, 
zorbing, fencing 
and archery. When 
we asked them 
about the trip, all of them 
told us they felt proud of 
something they had done and 
that they had tried something 
for the fi rst time on the trip.

The younger children stayed 
for a long weekend and did 
activities such as archery, 
sailing and climbing. We asked 
the parents of these children 
about the trip and they all said 
they would recommend it to 
other families. What’s more, 
75% of them said their child 
found it easier to make new 

friends after the 
trip and 87% said 
they had made 
or strengthened 
friendships during 
the trip.

“I enjoyed the sailing, 
especially when I 

stopped the boat from 
tipping over in windy 

conditions.”  
MACS young person, 2017

“These activity breaks are one of 
the best things MACS o� ers, it is an 

opportunity for the children to be 
with others just like them and 

not feel isolated” Parent, 2017.

“She loved the sports
 activities, but most 

of all she enjoyed 
meeting another girl 

of her age with the 
same condition, and 
how they played and 

chatted and helped 
each other.”  Parent, 2017.
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Meet some of the 
newest members 

of the MACS 
marathon team!

Julie Turner 
and Julia Staples 
We’re delighted to be running the 2018 
London Marathon for MACS. This will be 
our third London Marathon. Our first was in 
2015 and second was 2016. It’s something 
we both wanted to tick o� our bucket lists 
and having done the first one, we knew how 
amazing it was and wanted to repeat it.

This year our aims have changed, we really 
want to beat our best times. Julie’s PB is 
5 hours 31 minutes and Julia’s is 5 hours. 
Having completed the marathon twice, we’ve 
learnt a lot of lessons along the way. The first 
year, we really stuck to our training plan and 
the day was better than we ever imagined. 
The second time, we missed quite a few 
training sessions and we really felt it on the 
day! It was still a wonderful experience but 
we have definitely learnt our lesson!

Nick Waite  
I feel privileged to be running the 2018 London Marathon for MACS. 
I live in Northwich with my wife and two children. I’ve ‘run’ since 
university but usually around 3 miles at a time. However, in 2015 I was 
diagnosed with anxiety and aspects of depression. My GP suggested I 
start running more, to relieve stress and get an endorphin rush. I did so 
and, after completing my first 10K, I was hooked. Since then I’ve done 
several 10K races and five half-marathons.

My first marathon was Chester in 2017. Although I had trained hard, 
things didn’t go to plan… A combination of hubris (doing sub-7-minute 
miles for the first 13 miles!) and poor race-day nutrition meant my legs 
turned to jelly, my blood pressure dropped dramatically and I collapsed 
with 1 ½ miles to go! Cue 2 ½ hours with the St John’s Ambulance team 
before hobbling to the finish line, hand-in-hand with my wife.

5:41:52 was my o¤cial time and whilst I’m proud to have completed it, I 
can’t help thinking of what might have been… which brings us to London!

I’m running for MACS because my children are everything to me so 
to hear of children and families feeling alone and helpless because of 
something out of their control is heart-wrenching. Running 26.2 miles 
will be easier knowing that I am helping these families. 

I also have a personal goal: to beat my brother’s time from last year’s 
London Marathon. I need to regain bragging rights!

Julie Turner (left) and 
Julia Staples (right)

Nick Waite and 
his family

If you’d like to cheer Sean and the team on, please email marathon@macs.org.uk. 
We’re always looking for volunteers to join our marathon cheer points or meet runners at the finish.

Sean Lawlor is a loyal MACS supporter having completed the London Marathon 
four times for MACS – twice in the MACS the Monkey costume! In 2018, Sean will 

be running his 20th London Marathon and will wear the outfit once again.

Meet our MACS 
the Monkey 

marathon runner!

Please can you tell us about your amazing running 
achievements? I started running when I was 14. I ran 
my first London Marathon in 1999. Since then, I’ve 
completed another 18 London Marathons as well as 3 
marathons in Paris, 2 in Dublin, 2 in New York and 1 in 
Barcelona, plus many minor runs.

What was your first London Marathon like? There was 
no glamour nor minimum sponsorship targets then, 
and even though the event was televised, interest in the 
event was still just building. I remember the anticipation 
and then the magnitude of the event once I arrived at 
Blackheath. At that time, you ran over the cobble stones 
within the Tower of London (that part of the course has 
changed since). Certain parts of that marathon really 
pushed me physically and mentally.

How has the London Marathon changed over the years? 
When I started running marathons, fewer runners had 
smartphones and fewer charities were involved. Now 
the marathon is far more commercial and charities 
have flooded the event as it’s a good way for them to 
generate substantial funding. The number of runners 

has also increased – from around 35,000 runners to 
around 43,000. 

What’s the best thing about the London Marathon? 
Nothing beats crossing the finishing line to the cheering 
crowd on the Mall; the London crowds are the best in the 
world. It’s a very memorable day. It’s also nice heading home 
and seeing all your fellow runners, limping or walking with 
slow steps feeling exhausted.

What’s it like running in the MACS the Monkey costume?
Running in the monkey outfit is exhausting! It’s extremely 
hot and the headpiece is uncomfortable as it bounces 
about, but it allows me to stop and have pictures with 
MACS supporters. Plus, it raises awareness of MACS.

Do you have any advice for first time runners? Do what 
comes naturally – train, rest and eat right. Don’t overthink 
the event and take it one step at a time (no pun intended!). 
This is a great event for a great charity and a great crowd. 
The camaraderie on the day is something you’ll never 
experience again, so savour every minute and enjoy - 
especially when you see friends and family!
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All About 
RideLondon

ON SUNDAY 30th July 2017, over 
25,000 riders took to the streets 
of London to cycle 100 miles. 
Amongst those were a very special 
team of people who worked 
tirelessly to raise over £30,000 – 
the MACS Cycling Team.

Shortly after the event, we 
received an email from a lady 
who was doing the ride but got 
into a spot of bother. She said 
“I was on my way to the start 
line and su� ered a puncture, 

when three of your riders 
were close by. They did the 
gentlemanly thing and stopped 
when I yelped for help. They 
were also in my wave so got me 
to the start area I needed too. 
A £25 donation has been made 
to MACS and awareness of your 
charity spread wider due to 
one small kind action - thanks 
chaps for your support and 
hope you all had a great ride. 

Mine was awesome thanks to 
you!” After some investigation, 
we found those three knights 
on shiny bikes and were Phil 
Rogers, David Viney and 
Richard Wilson. David said: 
“We couldn’t have just left 
her, or anyone, stranded like 
that. We’re glad that MACS 
benefi tted from that act of 
kindness and we’d do it again if 
needs be.”

The 100-mile ride follows the 

2012 Olympics route - starting 
in London’s Olympic Park, 
going through London on 
closed roads, down through the 
Surrey Hills and fi nishing back 
in London at The Mall. 

Our 2017 team consisted of 
all levels of cyclists, male and 
female, young and old, those 
who had supported MACS 
previously and those who 
hadn’t. One of our new riders 

was Jason Ratcli� e. Jason said 
“My daughter recently had an 
injury resulting in lost vision 
in one eye. It made me and 
my family realise that vision 
is taken for granted and how 
it a� ects life. MACS is also a 
smaller, lesser known charity 
which I believed would benefi t 
more from my fundraising 
than the bigger charities that 
everyone knows about.”

We are now recruiting for our 2018 team so if you, or someone you know, would like to take part, then please sign up:  

macs.org.uk/ride-london-2018-registration-form/ 
We’d love you to join the team and will support you as much as you need. The time, e� ort and support given 

by every member of the team is greatly appreciated by everyone at MACS. So, if you’d like to raise 
£350 for MACS and cycle 100 miles on Sunday 29th July 2018, sign up today!

Are Phil, David and Richard dashing 
o�  to save another cyclist already? Jason Ratcli� e 

Tech Talk
Welcome to the 3rd edition of Tech Talk, the section where MACS Trustee 

Jonathan Attenborough reviews the latest accessible technology. 

IN THIS edition, I would like 
to tell you about another new 
and innovative app that can be 
downloaded from the Apple 
app store (an Android version is 
currently in development), called 
Seeing A.I. 

This app was developed by 
Microsoft and is free to download. 
Seeing A.I. is designed specifi cally 
for low vision users and, using your 
phone’s camera, narrates the world 
around you. The app currently has 5 
options to choose from to tune the 
description of what is in front of you:

• SHORT TEXT In this mode the app 
 speaks any text that appears in 
 front of the camera.

• DOCUMENTS This mode provides 
 audio instructions on how to take 
 a screen capture of any documents 
 put in front of the camera and will 
 then read the document to you.

• PRODUCTS This mode uses a  
 series of beeps to help you locate 
 the barcode of a product. It then 
 scans the barcode and identifi es 
 the product.

• PERSON The app recognises the 
 people you talk to regularly and 
 even recognises their emotions as 
 well. When you select this mode, 
 you can save people to the memory 
 bank and when you see this person 
 again the app will remember them 
 and tell you who they are.
 
• SCENE This mode is still in 
 development and is currently 
 an experimental feature. It aims 
 to describe the scene to you, 
 so if you are standing in a room it 
 should describe the room to 
 you. I’ve found this feature is often 
 inaccurate, but, again, it is still in 
 development and when it improves 
 it will be an excellent feature.

I use this app daily. I use it to read 
letters that I receive in the mail, 
identify sell by dates on food in my 
fridge and to read price tags of items 
in shops. I believe this app could 
be a game changer for those with 
low vision, it certainly has made a 
di� erence to me in the short time that 
I have been using it. 

I hope you have enjoyed this edition of Tech Talk and enjoy using the Seeing A.I app! If there are other accessible technology 
gadgets or apps you would like to feature on Tech Talk then please feel free to email jonathan@macs.org.uk

Seeing A.I.
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Introducing our 
Team of Volunteers
As a small charity, MACS relies upon volunteers who regularly give up their time 
to help our families. We have volunteers all over the country, almost all of whom 
are MACS members themselves. We couldn’t provide the services we do without 
these wonderful volunteers so we are very grateful to every one of them. Here, 

four of our regular volunteers introduce themselves and their roles.

Our Administrative Assistant  

Melissa Bowden 
“Hi, I’m Melissa, MACS’ new Administrative 
Assistant. I live in Devon with my husband 
Phil and four children, Max, Lottie, Daisy 
and Tilly. I have coloboma and so do three 
of my children. Besides my children, I had 
never met another person with coloboma! 
Then, about 5 years ago, we discovered 
MACS. The support MACS has given us as 
a family has been amazing, which is why 
I have chosen to volunteer for them on a 
regular basis. Thank you, MACS!”

Our Caravan Coordinators   

Kerry Cousins & 
Sarah Hornbrook 
Kerry says “I first found MACS when Tyler 
was diagnosed with coloboma at 6 weeks 
old. Googling coloboma led me to MACS. 
MACS has been amazing, and now my 
children are all in school full time, I am 
giving something back by volunteering with 
the Dorset and Cornwall caravans.” 

Sarah says “I have been looking after the 
bookings for the Lake District caravan 
since 2014. My family and I have been 
members of MACS for many years and 
my two teenage children love attending 
the AGM week-ends. Our daughter Marla 
is now 19 years old and is congenitally 
totally blind with anophthalmia and 
microphthalmia/coloboma.”

Our Regional Coordinator   

Louise Eggins 
Louise says “I first became aware of MACS 
nearly 21 years ago when our daughter 
Laura was born. We knew nothing of 
coloboma or microphthalmia (which is what 
Laura has a�ecting her left eye). It was so 
nice to know that there were other families 
out there having the same thoughts as us, 
trying to find out why this has happened 
and what we could do to help our child. 

I have volunteered for MACS in the past, 
helping to co-ordinate the caravan bookings 
about 5 years ago. I have now progressed 
onto coordinating the regional events and 
I am also a regional supporter for Cornwall, 
Devon and Somerset along with the lovely 
Jenny Lupton. As a parent of a MACS adult, 
I decided to volunteer for a regional role 
to help other families, some of whom are 
just getting a diagnosis for their child. I 
remember the feeling when Laura was small 
and feeling like she was the only one who 
had the condition. Through MACS we have 
met some lovely people from all over the UK, 
we’ve enjoyed sharing our journey with them 
and feel fortunate to call them our friends.”

Melissa Bowden’s 
four children

Kerry
Cousins

Sarah
Hornbrook

Louise Eggins 
and family

Introducing our new 
Education Advisor 
Louisa McGivney!

WE KNOW from our recent MACS: The Future 
survey that many of our members would like 
support and advice on educational issues such 
as Educational Health and Care Plans, funding, 
reasonable adjustments and transitions, so 
we are very pleased to announce that Louisa 
McGivney has volunteered to become our 
Educational Advisor.

Louisa has a wealth of experience in education in 
both primary and secondary settings and she also 
has a daughter, Millie, with a MACS condition so 
we know that she will be a fantastic help to many 
of our members. Those of you who attended her 
workshop at the most recent Family Weekend 
will already know how knowledgeable and 
approachable Louisa is and we hope many more 
of you will benefit from her expertise now that 
she is volunteering for us regularly.

Louisa believes inclusion is not simply a 
destination, but a journey that should be as rich, 
exciting and fulfilling as possible for the pupils, by 
taking account of and responding to, children’s 
individual needs. She can be contacted on 
louisa@macs.org.uk 

Louisa’s journey of teaching children with 
special educational needs began when she was 
a specialist teacher in an advisory capacity 
as part of an Autism Outreach Service. This involved 
providing specialist support and guidance to schools, 
parents and agencies to ensure learners were given 
the opportunity to access an e�ective, meaningful and 
successful education. She later became the manager 
of a new initiative to lead on Key Stage One, Two and 
Three Enhanced Resource Provisions for pupils with 
interaction, communication and autism needs; enabling 
all children to achieve their best by overcoming barriers 
to learning and participation. Louisa has also been 
a Deputy Head Teacher and Inclusion Manager in a 
Primary School.

Louisa is currently Head of the Autism Service and 
Area Manager of the Special Needs Teaching Service in 
Warwickshire, which involves developing appropriate 
early intervention support programmes for vulnerable 
learners with complex communication needs and 
learning di¤culties, and those who have been excluded 

from school. She also sits on the Warwickshire 
safeguarding Channel Panel, providing support to 
professionals when identifying vulnerable children 
and young people who are at risk of exploitation and 
extremism.

Recently, Louisa has become involved with the Autism 
Education Trust, as part of the Department of Education’s 
commitment to transforming the education of children 
with autism. She delivers training to schools, colleges, 
the police custody and criminal justice service, as well 
as being seconded as an intermediary in court cases 
involving young adults who are on the autism spectrum. 
And if that wasn’t enough to keep her busy she has 
recently become a SEND governor for a primary school!

Louisa looks forward to hearing from you and seeing 
some of you at a MACS event soon!

Louisa and her 
daughter, Millie
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MACS Adults Tell Us 
About Their Careers

We thought it would be great to share some MACS adults’ experiences       
of work. I hope these stories will show that whilst not  

everything is easy, you should never give up! 

Becky Hardisty
Social Worker and MACS Trustee
I’m Becky, a MACS Adult and Trustee. I have a genetic condition 
called Branchio-Occulo-Facial Syndrome (BOFS). This meant I was 
born with bilateral microphthalmia, nystagmus and coloboma. I 
have no sight in my right eye and around 4/60 vision in my left.

In July 2016, I qualified as a social worker and for just over a year 
I have worked in a genetic adults team. I do the same duties as any 
other social worker and carry the same caseload. At the beginning 
of my degree, I didn’t know if I’d make it in the ‘real world’ of 
work so now when I’m stressed I tell myself to think positively and 
remember how far I’ve come. Some days my visual impairment 
frustrates me, especially relying on taxis and when I get migraines 
due to eye strain. But I also believe having a MACS condition has 
had advantages; it’s made me determined to succeed, fiercely 
independent and always ready to challenge people’s perceptions 
about those with visual impairments. 

Nicky Derbyshire 
Freelance Market Analyst
My name is Nicky. I was born with a microphthalmic left eye and 
bilateral cataracts, leaving me with only light perception in my left 
eye, partial vision in my right and an overall visual acuity of around 
6/24. I was later diagnosed with oculofaciocardiodental (OFCD) 
syndrome, a rare genetic condition a�ecting females.

After leaving She¤eld University in 1994 with a Pharmacology 
degree, I worked for a pharmaceutical market intelligence company 
for 10 years. I had no adaptions to my computer and in hindsight 
struggled unnecessarily at times. Since then I’ve worked from 
home as a freelance Pharmaceutical Market Analyst, writing reports 
about issues a�ecting the pharmaceutical markets as well as new 
drugs in development for certain conditions. I love researching and 
pulling all the information together to work out how things might 
develop. The only thing my condition has prevented me from doing 
is driving, which can be frustrating, but I’m thankful for the many 
other things I’ve been able to do. I don’t think my condition has 
limited my career choices so far, but transport issues would a�ect 
my options in the future if I decided to go out to work again.

How has your MACS condition 
a£ected your work? 
I get taxis to and from work 
through the Access to Work 
scheme. I have an allocated desk 
where the supervisor is in my 
line of vision and the lighting is 
good. At the start of every shift 
I adjust my screen resolution 
so that the text is larger, then 
change it back at the end so 
that someone else can sit there.

The biggest problem is a lack 
of understanding - most know 
there is an issue with my eyes 
but don’t know the details, 
or if they do then they don’t 
understand how it a�ects me. 
People often think my vision 
is cured with some reading 
glasses so I patiently explain 
that they only correct the vision 
that is there and can’t correct 
what was never there at all. 
My condition is also a barrier 
to progressing further in the 
role because, although I have 

the knowledge, I would not be 
able to cope with the multiple 
screens and the need to have 
eyes everywhere, so I need to 
wait for a technological solution. 
It is incredibly frustrating and 
sometimes you feel like you 
are banging your head against 
a brick wall but I hope one 
day this will change. If I keep 
plugging away and showing 
them what I can do then 
hopefully the technology will 
develop too.

What would you like to tell other 
MACS members?
I hope I have shown that it 
is possible to get and retain 
employment with a MACS 
condition - but also not 
everything will be easy. I know 
there are some jobs I will never 
be able to do but there is work 
for us if you can be yourself and 
show you can still contribute 
despite this condition.

“The biggest 
problem is a lack of 

understanding - most 
know there is an issue 
with my eyes but don’t 
know the details, or if 

they do then they don’t 
understand how it 

a�ects me.”  
Samantha Keeley 

Samantha Keeley 
999 Call Assessor
My name is Samantha. I’m 46 and I have bilateral coloboma, 
so I am blind in the right eye with a reduced field of vision in 
the left. I also have nystagmus. 

I am a 999 call assessor for the emergency ambulance 
service. I have worked there for 23 years and been in this role 
for 6 years. I receive 999 calls from members of the public, 
healthcare professionals and other emergency services. I 
ensure that each call receives the appropriate response by 
asking questions to triage the patient. This helps to decide 
whether an ambulance will be sent. If it isn’t needed, I can still 
help by putting their call through to a paramedic, for example.

The job can be incredibly stressful, pressurised and 
frustrating, but there are some nice moments; when you help 
deliver a baby over the phone or give lifesaving advice to 
a caller or even where the case is less serious but the caller 
thanks you - and you know they mean it. If callers write in to 
say thank you, we get a letter from the CEO. You don’t do it 
for the thanks but it is nice when it happens.



1615 @macsthecharity  facebook.com/MACSCharity FOCUS MAGAZINE | Issue 8

Meet Ken Roberts  
our Civil Service 

Secondee!
Hello!
MY NAME is Ken and I’ve been 
working for MACS as a Project 
Manager since October on a 
6-month secondment from the 
Civil Service. 

I joined the Civil Service on a 
development scheme called the 
Fast Stream and am in my second 
year. The Fast Stream scheme 
is aimed at providing future 
Civil Service leaders with a wide 
range of experience and one of 
the opportunities it provides is 
a 6-month secondment outside 
of the Civil Service. We get to 
state our preference for the 
secondment, whether we go to a 
private company, an arm’s length 
body (like the NHS) or a charity. 
I was absolutely certain that I 
wanted to work for a charity and 
luckily, my request was granted!

It has been a long-held ambition 
of mine to work in the charity 
sector, as I like the idea of all my 
e� ort being devoted to activities 
that have a direct positive impact 
on people, rather than profi t. My 
roles in the private sector prior 
to joining the Civil Service have 
included being an English teacher, 
working in marketing and working 
as an engineer and project 
manager in a small consultancy 
fi rm. My fi rst placement in the 
civil service was working on 
nuclear submarines and so my 
placement in MACS has been a 

welcome change and the perfect 
opportunity to have a positive 
impact on a great organisation.

While working at MACS my 
main activities will be organising 
the MACS Manchester Bucket 
Collection, preparing MACS 
for new EU data protection 
regulations being implemented 
in May 2018 (which is more 
interesting than it sounds!) and 
working with Jenny and Louise 
on reinvigorating the MACS core 
regional events o� ering. I write 
this in the week leading up to the 
bucket collection (which I am both 
excited and very nervous about). 
I have had a great experience 
so far working with sta�  and 
trustees and am looking forward 
to meeting more members and 
getting stuck in to the work to 
deliver as much as I can for MACS 
in the time that I have.

If anyone is running a MACS 
event near London or Bristol in 
the next few months, and would 
be happy for me to attend, please 
get in contact! I would love to 
see more of how MACS delivers 
its services and the needs of 
members and member families!

I hope to meet some of you soon!

Ken

Ken at his desk in the 
Contact o�  ces...

...and the Manchester 
bucket collection

On the 8th and 9th December, 30 volunteers, runners, sta� , members and even 
two choirs descended on Manchester City Centre, armed with buckets, tinsel 

and a healthy dose of seasonal cheer, ready to raise money for MACS.

Our Manchester 
Bucket Collection

I SHOULD preface this by saying that it was 
May when we arranged our collection permit 
with Manchester City Council; the weather was 
mild and standing outside holding a bucket for 
two full days sounded like a lovely idea. What 
we didn’t realise was that the weekend would 
be the coldest of the year so far with large 
amounts of snow falling on both days. The 
weather didn’t stop us though – our collectors 
added all the extra layers they could (including 
three reindeer and two unicorn onesies) and 
headed out into the snow.

Ken had thankfully arranged for us to be based 
in the Virgin Money Lounge during the day and 
the Cross Street Unitarian Chapel each evening. 
Both venues kindly allowed us to use their 
services for free and provided our volunteers 
with a very welcome place to warm up with 
unlimited hot drinks. Their hospitality was very 
much appreciated.

We raised £1,861.30 in total. This was far more 
than we anticipated and is a great achievement 
given the adverse conditions. We also received 
free pizzas from Zizzi’s as well as chocolates 
and almonds from passers-by! One lady noticed 
I didn’t have any gloves so took o�  the pair she 
was wearing and insisted I take them! So, whilst 
the Manchester weather was inhospitable, many 
of the locals were anything but.

We are profoundly grateful to all those who 
collected – it was incredibly di¤  cult, standing 
in the snow asking for money for two hours at 
a time, especially when many passers-by were 
too busy to give us a second glance. 

We’d also like to give special thanks to Ken 
Roberts who arranged the collection almost 
entirely single-handedly. He had a lot to 
contend with in advance, trying to map out 
collection points, recruit volunteers and make 
connections with local organisations in an 
unfamiliar city. These challenges were then 
added to when the weather was far worse than 
we expected. However, Ken dealt with it all 
admirably, ensuring that, despite everything, the 
event was a huge success.

The Ordsall A Capella Singers

The free pizzas from Zizzi’s were very 
welcome after a morning in the snow!

Two volunteers braving the cold

Written By: Helen O’Brien
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North Winter 
Event Review

ON SATURDAY 9th December, 
we held our North Winter Event 
at Park Hall Hotel. We have held 
a great many Family Weekend 
events at Park Hall so the sta�  
there know us well and are always 
pleased to welcome our members. 
The reception this time was as 
warm as always and it was so nice 
to be in familiar surroundings while 
catching up with old friends.

We were treated to a three-
course lunch including options 

such as roasted turkey with sage 
and apricot stu¤  ng or sweet 
potato and spinach wellington 
followed by profi teroles, ice 
cream or Christmas pudding. The 
food was fantastic, only outdone 
by the lovely company. We had 
57 people attend with families 
coming from as far afi eld as 
Devon and Scotland. MACS the 
Monkey also made a special guest 
appearance, much to the delight 
of the children!

We had a lovely time. 
It was lovely catching 
up with friends and 

meeting new families!”   
MACS Parent, 2017

Would you like to support MACS families in your region? Do you like the idea of 
arranging MACS events locally? If so, then perhaps you could become one of our 
Regional Volunteers. To fi nd out more, please email  regionals@macs.org.uk 
We’ll be very pleased to tell you more about how you can get involved in your 
local area.

Call for Regional Volunteers!

Infomation
“It was so nice to see everyone 
enjoying themselves and catching 
up with everyone” Louise Eggins, 
MACS Regional Coordinator

Family Weekend 
2018 Update

DON’T FORGET: bookings are now 
open for the 2018 Family Weekend 
at the De Vere Beaumont Estate, Old 
Windsor! With our Family Weekend 
coming to the South of England for 
the fi rst time since 1998, we know 
the event will prove very popular. 
We only have limited spaces and 
71 families have already booked, 
so be sure to book soon to avoid 
disappointment by emailing Jenny at 
jenny@macs.org.uk 

The event will run from Friday 
4th May to Monday 7th May, with 
check in opening at 3pm on the 
Friday. After the success of last 
year’s format change, we will again 

have a short AGM on Saturday 
followed by break-out sessions for 
the adults. That evening, we will be 
having a fancy-dress dinner with 
a Harry Potter theme. So, whether 
you identify more with Harry, 
Hermione or Hagrid, we hope you’ll 
get involved!

We have kept the Sunday day free 
for families to enjoy the local area or 
relax in the hotel. Both Legoland and 
Thorpe Park are nearby so there’s 
plenty to see and do. On Sunday 
evening, we will be celebrating our 
wonderful MACS members with our 
Achievement Awards and our annual 
‘MACS has got Talent’ show.

The cost is £50 per person per 
night (for the fi rst 2 adults and 
any adult siblings of the MACS 
young person) on a full-board 
basis. A deposit of £50 per 
booking is required. If you are 
an adult member with a MACS 
condition and attending alone, 
no payment is required but if you 
feel you can contribute towards 
the cost of the weekend we 
would be most grateful. 

We have three accessible caravans in the UK which allow 
us to provide our members with well-deserved respite 
holidays at discounted prices. We have one caravan in the 
Lake District, one in Cornwall and one in Dorset, all three 
of which are in lovely holiday parks with fantastic facilities. 
We are pleased to announce that we are now taking 
booking requests for the 2018 season!

If you’d like to fi nd out more about our caravan 
holidays, please visit:  
macs.org.uk/a£ ected-by-macs/respite-holidays/  
That page also has a link to our caravan booking form.

Please note that the online form allows you to make an 
initial booking request and you will hear late January if you 
have a confi rmed booking.

Caravan bookings now open!

Cornwall

Dorset Lake District

Sue Brister will once again 
be taking photos in front 
of the green screen
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