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Microphthalmia
(my-crop-thal-mia): 

Small eye. 
Children may be born with 
one or both eyes small and 
underdeveloped. 

Anophthalmia
(an-op-thal-mia): 

Absence of the eye. 
A child may be born with one 
or both eyes missing from the 
eye socket.

Coloboma
(koll-a-bo-ma): 

A gap or cleft in one of the 
structures of the eye. 
Vision may or may not be 
affected depending on the part 
of the eye that is involved.

Introduction 
to MACS

This year, 90 families in the UK will 
be told their babies have no eyes, 
small eyes, or a cleft in the eye.

Many of those babies will have 
additional needs or other health 
challenges. Some parents will be 
told there’s no hope that their child 
will ever see. 

They may feel hopeless and alone 
- but they are not alone and there 
is hope.

MACS is the UK’s national charity 
for children born without eyes or 
with underdeveloped eyes. The 
organisation was formed in 1994, 
after a group of parents was 
brought together by a journalist 
investigating the causes of the 
conditions. These parents of 
MACS children had little or no 
access to information or support, 
and most had never met another 
family whose child was affected.

Thanks to the many dedicated 
parents who have volunteered 
their time and energy over 

the years, MACS has grown 
organically to support many 
thousands of people, with an 
annual income of nearly half a 
million pounds.

Today, we help 1,800 people 
across the UK, supporting them at 
each stage of their journey, so that 
every individual feels confi dent, 
connected and able to fulfi l their 
potential. As one of the early MACS 
children, I can honestly say I would 
not have the confi dence I have 
today without the support of MACS. 

I am immensely proud of everything 
that MACS has achieved over the 
years, and grateful to all those who 
have given their time, energies and 
money to make such a difference 
to so many families. I’m hugely 
excited to launch this document, 
which sets out our plan to help 
more families around the UK in the 
ways they need it most. But most 
of all, I look forward to sharing the 
next stages of MACS’ journey with 
all of you: our members, supporters 
and donors.  

Robbie Crow
Chairman
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What we’ll do
We want to provide 
personalised and caring 
support, from a dedicated 
family support worker.

We want to offer a listening 
and understanding ear, 
from trained volunteers 
in our peer support 
programme.

We will make sure 
members can get help with 
careers, confidence and 
life from a professional 
adult engagement and 
support worker.

We’d like to give a wider 
range of options and 
opportunities for families to 
have a break.

We’ve established a 
programme of events 
for members to connect 
around the country, with at 
least two events a year in 
each region.

We’ll invite members 
to participate in an 
engagement project, to 
shape our priorities for 
investment in research into 
MACS conditions.

We’ll give members the 
opportunity to participate 
in adult or youth advisory 
groups.

We want to raise 
awareness of MACS 
conditions and improve 
attitudes and behaviours, 
with impactful campaigns 
run by a campaigns and 
outreach officer.

We will deliver great 
services for our members 
through working in 
partnership with other 
organisations.

We’ll make sure our 
services are open and 
accessible to everyone 
who needs them.

Our
ambitions

In 2017, the MACS Trustees 
commissioned a strategic review of 
the charity’s services and impact, 
informed directly by members’ 
views, to shape the charity as 
it develops further. Working in 
partnership with academics, 
we undertook the biggest ever 
consultation with MACS members. 

We were delighted that our early 
findings demonstrated the huge 
benefits that this charity has upon 
its members, and led to MACS 
winning the FSI’s 2017 Small 
Charity Big Impact Award.

Thanks to the willing engagement 
of hundreds of our members, we 
have been able to build up an 
unprecedented picture of how MACS 
has had an impact, and the ways in 
which we could do even more. I’m 
pleased to share these findings with 
you here, and to share with you our 
ambitions for the future. We want 
every person affected by a MACS 
condition to reach their full potential. 

To make that happen, we will build 
on our strengths as well as deliver 
new services. We are excited to 
begin helping people in new ways, 

including tailored support for adults, 
campaigns to raise awareness of 
MACS conditions, and much more.

Over the last year, we have managed 
to secure over £50,000 worth of 
in-kind and pro bono support, 
developing new partnerships with 
other charities, universities, and private 
sector organisations. Even with this 
support and the tireless efforts of our 
volunteers, we will need to secure more 
funding and we will need more staff to 
deliver our ambitious new services. We 
are confident that there are many major 
funders who will be keen to work with 
us to achieve our ambitious goals. We 
are absolutely committed to continuing 
and strengthening the transformational 
impact MACS has upon its members. 
As the charity develops, we promise we 
will make sure that MACS continues to 
feel like a supportive family, there for 
our members every step of the way.   

With special thanks to:
Helen O’Brien, MACS Project Manager

Dr Michelle Rickett, Social Researcher (pro bono)

Dr Pauline Whelan, Research Advisor (pro bono)

The Foundation for Social Improvement 

Most importantly, all of our members who shared 
their views online, face to face and by phone 

Fay Skevington
Charity Development Manager
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Our
approach
Vision
Our vision is of a world where all people 
affected by MACS conditions enjoy the same 
opportunities as everyone else.

Mission
Our mission is to become the leading authority 
on MACS conditions and to provide comfort and 
support to people impacted by them. 

Services
To deliver our mission and 
vision, we provide services 
under the following fi ve key 
themes:
• Advice and support
• Making connections
• Confi dence and 
 opportunity
• Giving families a break
• Research and 
 campaigns

Commitments
The MACS board of trustees makes the 
following commitments to the members:
• Our services will be driven by what 
 members want and need
• We will continuously work to improve our 
 existing services, and review and revise 
 the range of services we offer, in order to 
 meet needs identifi ed by our members
• We will measure and monitor the impact of 
 new and existing services
• We will base our decisions on services 
 based on evidence of impact and 
 cost-effectiveness

Values
The core values of the MACS community are:
• Offering acceptance 
 and inspiring trust
• Giving support
• Providing opportunity

Consultation What we did

185 Respondents 
answered our online survey

30 Members participated 
in discussion workshops at the 2017 
Family Weekend

11  In-depth telephone 
interviews have given us detailed 
insight

What we found

85% of parents say 
MACS makes them feel less alone

87% of parents say 
MACS helps them cope with their 
child’s condition

83% of parents say 
MACS helps them feel more positive 
about the future

94% of adults say that 
MACS helps them meet other people 
like them

71% of adults say 
MACS helps them feel more confi dent 

“Having the support and 
understanding from other 
MACS parents has, many times, 
stopped me from quite literally 
falling apart”

“Finding MACS when our child 
was born was an absolute ray 
of light moment, to know that 
other parents were out there 
sharing their experiences and 
that we weren’t alone - which we 
absolutely felt at that time - was 
completely uplifting”
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Advice and
support
What we do
Facebook support group
Our Facebook support group has over 500 
members. With regular posts, the group offers 
opportunities to ask for and offer advice and share 
experiences, as well as kindle new friendships.

Helpline
Our helpline, staffed by MACS parents, receives 
many calls each year from both mothers and 
fathers whose children have just been diagnosed 
with a MACS condition. Being able to speak 
to another parent in these early days provides 
reassurance, as well as signposting to other 
support and services.

Financial assistance 
We know that families with a visually impaired child 
are more likely to experience fi nancial hardship. 
In 2017, we made grants of over £8900 to 21 
families, to help them deal with the additional costs 
due to their condition.

“The Facebook support 
network has been 
invaluable in enabling us 
to connect with others and 
ask questions about our 
daughter’s conditions both 
physically and emotionally”

“Without the helpline I 
would have fl oundered at 
the very beginning, being 
in contact with someone 
so compassionate made a 
huge di� erence”

“Assistive technology is 
notoriously expensive. [If 
grants were not available] I 
would purchase the assistive 
technology and get into 
fi nancial hardship, or I would 
not purchase the technology 
and hence not be able to 
overcome the barriers”

89% of members said 
we should offer parenting support

84% of members said 
we should offer education support 
and advice

79% of members said 
we should offer advice and support 
about benefi ts

54% of parents 
say that they have experienced 
depression, anxiety or another 
mental health condition as a result 
of their child’s condition

47% of members 
say they have experienced fi nancial 
hardship as a result of a MACS 
condition

Our ambitions
In order to address the areas where 
support is needed and not currently 
offered, we will employ a Family 
Support Worker, with a base at 
Moorfi elds eye hospital.

The Family Support Worker will 
offer practical support and advice, 
as well as signposting and referrals 
to other organisations. As one of 
our members told us in a telephone 
interview “it’s often the case that you 
have to go out looking for the support 
and chasing for it, rather than it 
being offered.” We want our family 

support worker to be a champion for 
our families, helping them get the 
services they need. They will also 
be able to help members to apply for 
fi nancial support for a wider range of 
needs than the current grants offer.

We will continue to offer our helpline 
and Facebook group for members, 
with additional personalised support 
from the Family Support Worker 
where it is needed.

We will create a new peer support 
programme, including a dedicated 
volunteer role and training, to help 
our members support one another.

We will offer advice and support in 
conjunction with our other services, 
such as the Family Weekend and 
Regional events.

Wherever possible, we will look to 
provide services which have the best 
evidence of benefi cial impact. For 
example, at Family Weekend 2018 
we are offering Triple P parenting 
support for the fi rst time, to enable 
MACS families to benefi t from this 
internationally renowned parenting 
programme, the success of which is 
evidenced by decades of research 
and implementation.
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Making
connections
What we do
Family Weekend
Around 100 families attend our Family Weekend 
every year, to learn about MACS conditions, get 
support from experts, participate in workshops, 
and build lasting connections with others in 
similar circumstances.

Regional events 
We offer a number of events around the country 
each year, giving families the chance to meet 
old friends and new.

“I think what helped us the 
most was to realise that we 
were not on our own”

74% of attendees said regional events 
make them feel less alone dealing with 
their child’s condition

“The Family Weekend has given me 
a large support network to be able to 
ask advice when needed but also close 
friendships for both me and my husband 
and my MACS child and her sister”

72% of those with a 
MACS condition experience social 
barriers, including making friends 
and building relationships

90% of our members 
said we should provide Family 
Weekends and regional events

74% of attendees say they made friends 
with those who understand

72% 

Our ambitions
In workshop discussions, Family 
Weekend and regional events were 
consistently highlighted as the most 
impactful experiences provided by 
the charity.

We will continue to provide these 
services, and strive to improve 
them further. 

Workshop participants told us 
they wanted more regular 
regional events. Some members 
didn’t always fi nd all regional 
events accessible or appropriate 
for their needs.

We will continue to encourage 
and support regional volunteers to 
deliver events in their local area.

We will also offer a core 
programme of regional events, so 
that all members will have access 
to at least two events every year in 
their wider region.

We’ll work to make Family 
Weekend even more welcoming 
and conducive to building strong 
connections.

We’ll do more to support 
opportunities for children to make 
friendships at Family Weekend. 
For example, we are  trialling a 
Pyramid Club, which is  proved 
to support children develop  
friendships and social skills, in  
partnership with the University of 
West London in 2018.

We’ll introduce a buddy system to 
support those who haven’t been to 
a Family Weekend before.

10

of attendees say they made lasting 
connections
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Confi dence and
opportunity
What we do
Sailing holidays 
Every summer we take twelve MACS young 
people aged 12-20 on a week-long sailing 
adventure. Teenage years can be confusing and 
complex. For a teenager with a MACS condition 
it can be especially diffi cult. Sailing offers young 
people the opportunity to learn teamwork, 
independence and communication.
Taking a blind or visually impaired child on a 
sailing trip can be a life changing experience. 

Activity breaks  
We offer adventure weeks each summer for children 
aged 5-18. All children, regardless of disability, 
are able to try out a large range of activities, and 
achieve things they never thought possible. 

“The sailing events are 
truly wonderful, I can’t 
recommend them enough. 
My son gained so much 
from them and came home 
much more confi dent”

“The team and the whole 
adventure experience have 
fundamentally changed my 
child’s life for the better. I 
cannot tell you how vital it is”

93% of our members 
say we should provide confi dence 
building activities for children

Our ambitions
Children 
We will continue to provide 
adventurous activity breaks for our 
children and young people. We 
are exploring how our adventurous 
activities can offer even more 
opportunities for young people 
to develop their confi dence, for 
example running workshops on 
appearance and self-esteem.

Adults
Our members told us that there 
is more that we should offer for 
adults with MACS conditions. We 
will recruit an Adult Engagement 
and Support Worker. This person 
will work closely with adult 
members and, where appropriate, 
their families and carers, to 
develop services that adult 
members want and need.

We expect this is likely to include 
services such as:

 • Work experience, internships or 
  apprenticeships
 • Buddying and mentoring 
  opportunities
•  Confi dence building opportunities

We will empower our adult members 
to design services that they want. 

91% of those attending activity breaks 
had more confi dence following the 
experience

67% of adults say 
their condition has affected their self-
esteem and confi dence

60% of adults say their 
condition has affected their mental 
health

53% of adults say their 
career has been affected by their condition

 87% of members 
think we should provide confi dence 
building activities for adults

86% of members think 
we should provide career support for 
young adults with a MACS condition 
condition

13

80% of those participating in sailing were 
more independent after the trip
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Giving
famililes
a break

14

What we do
We currently have three MACS caravans at 
popular holiday locations around the UK. 

“Without a MACS caravan 
we would not have had a 
holiday whatsoever, the 
stress due to my diverse 
little family is horrendous 
and it is much easier 
to stay sheltered from 
judgement at home”

76% of those accessing our breaks had 
a holiday they wouldn’t otherwise 
be able to afford

74% of those accessing our breaks said it 
allowed them to be confi dent that their 
accessibility needs would be met

Our ambitions
We will continue to support families 
to take a much-needed break 
together away from home. We are 
seeking to work in partnership with 
other organisations to give MACS 
members access to a wider range 
of holiday options in the UK. We are 
also exploring a number of exciting 
new options to give families a break 
in ways that will offer even more 
benefi ts. We look forward to sharing 
and listening to our members about 
these possibilities.

“MACS caravans have been a 
life-saver for us. We will never 
be able to convey the di� erence 
they have made or thank you 
enough for your decency and 
incredible generosity. MACS is 
incredibly close to our hearts”
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Research and
campaigns
Research
What we do
We currently support the research undertaken by 
Professor Nicola Ragge, exploring the genetic 
diagnosis of MACS conditions. Most families with 
a MACS condition are not routinely offered genetic 
testing. As a result of our research funding, eight 
families each year receive a genetic diagnosis, 
allowing them to better understand their child’s 
condition, and giving them access to appropriate 
screening for other potential conditions.

Our ambitions
We are very pleased to be continuing to fund 
Professor Ragge’s research until at least 2019.

We will launch a research engagement project, 
bringing together our members and researchers, 
as well as other individuals from the wider 
MACS community. This will help our members 
understand and engage with research, share 
information, and help MACS and researchers set 
priorities for the future.

This project will inform our research goals for 
the future, ensuring we are meeting members’ 
wishes, for example allowing us to understand 
which research is of the most benefi t in the short, 
medium and long term.

Campaigns
What we do
We raise awareness of MACS conditions 
through various media. Our most popular 
Facebook post in February 2018 reached 12,000 
people. MACS’ short fi lm was shortlisted for the 
2018 Charity Film Awards.

Our ambitions

We will continue to raise awareness of MACS 
conditions through newsworthy events such as our 
interview with Lord Blunkett, through promoting our 
regular activities, and through strategic use of our 
online resources and social media platforms.

In the longer term, we will employ a Campaigns 
and Outreach offi cer to actively promote MACS and 
campaign on behalf of those with MACS conditions. 

94% of members think we should work to 
raise awareness of MACS conditions

92% of members think we should campaign 
for better attitudes and behaviours 
towards those with MACS conditions

“It wasn’t until we went to prosthetics 
that Andrea, who we saw over the 

years, told us about MACS. That’s really 
when we started to realise that we weren’t 
the only people, and that there is such a 

positive outlook for these children.

Up to that point, even me as a nurse, as 
an ex-nurse, I had never come across 
Anophthalmia or Microphthalmia or 

Coloboma, or anything like that. We just 
thought we were the only ones, really, on 

the planet at that point when we were told. 

My husband and myself were very 
impressed with MACS and what they had to 
o� er. They made us instantly feel like family. 

They made us feel that they really did 
care, that we weren’t alone in the world. 

I think how I would have changed things 
is to have that help earlier, to be made 

aware of MACS earlier. But, once 
we were aware, I felt that MACS 

took us under their wing.”
Member telephone interview, 2018

86%  of members would like more medical 
information on the MACS website
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Outreach and
diversity
What we do
We are committed to ensuring that our services 
are welcoming and accessible to everyone who 
can benefi t.

Our ambitions
We want to reach more groups which are currently 
under-represented in our membership and/or 
service delivery:
 • Adults with MACS conditions
 • Individuals with no vision and their families
 • Those with more complex needs and/or other 
  disabilities
 • People from minority ethnic backgrounds

In order to do this, we will:
 • Raise awareness of the charity more widely
 • Work in partnership with other charities to  
  help us reach out to and better support under-
  represented groups
 • Empower a diverse range of individuals to 
  shape the direction of the charity. We will 
  work to increase the diversity of our board, and 
  establish new adult and youth advisory groups
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Contacting us:
Support line & enquiries:  

0800 169 8088
 enquiries@macs.org.uk   

Fundraising:   

0800 644 6017 
 fundraising@macs.org.uk




