Deafblind people + Sense

= CHANGE

· 356,000 people in the UK are deafblind and it is estimated that this will rise to 570,000 people by the year 2030. Many of these people will be over 70.

· Deafblind people can face immense practical and personal difficulties in their lives. Everyday things like having a conversation, moving around safely and living independently can be very challenging.

· Sense provides specialist, high quality services, information, advice and support to enable deafblind people of all ages to live as fully as possible. 

· Deafblind people are increasingly campaigning about local and national issues in partnership with Sense – claiming their rightful place as valued, active citizens. 

· We simply couldn’t provide many of our services, or reach out to the many more deafblind people who need help, without the generosity of our donors and supporters. 

Our Patron

The toughest challenge

The idea of living without sight and hearing is very hard for most of us to imagine. How does a deafblind child learn to walk, to talk, to play? How can a young person make friends or find their way in the world. How does an elderly person living at home cope with the hours of loneliness?

Recent Sense research has shown that 356,000 deafblind people in the UK face these challenges every day. While many have a little residual sight or hearing, others are completely deaf and blind. This combination of sight and hearing loss creates unique difficulties for deafblind people.

This is why Sense’s experience and commitment to deafblind people are so important. Sense enables deafblind people to learn, to develop vital life skills and make the best use of any sight or vision they do have, so that people can live full and active lives. Sense changes lives - whether by helping a child to explore his world, supporting an adult to live independently or by helping an older person with failing sight and hearing rebuild their confidence.  

In my time as Sense’s Patron I have been privileged to meet many deafblind people and their families, and I have always been heartened by what individuals can achieve – given the right support. I have also been impressed by the sheer hard work, professionalism and care of the Sense staff I have met. Their work - and your vital support - make a huge difference to the lives of deaflblind people.

Thank you again for your support

HRH The Princess Royal

Passion + practical help = results
Sense is a wonderful organisation with a proud history.  It’s an inspiring journey from our first group of founding families fifty years ago to the organization Sense is now. Those first families and staff had a very simple aim - to do the best they could for deafblind children. Sense is indeed a much bigger, complex and inspiring organization but at the heart of it all, our desire to represent and provide services for deafblind people has not changed.

As we have grown there have been some fantastic achievements. Some of them are ordinary – a child taking their first steps, or the opening of services for many people are all important in their own way. We don’t always get things right of course, and when this happens we try to learn from our mistakes. The important thing is that we keep trying to do the very best that we can. 

We all know about the difficulties in funding, the changes in social care and benefits and the ever-growing pressures on services. Our friends and donors have been remarkable in their support and our staff and volunteers continue to go the `extra mile’ in these challenging times. 

For our part, we are always mindful that every penny counts. We need to be as efficient and effective as possible – and we will always look for creative and innovative solutions to problems. Pressures on funding do not reduce the needs of deafblind people. The aspirations of deafblind people should be diminished in any way. We will continue to have high expectations that deafblind people receive good quality, flexible and responsive support. We will continue to work with partners, colleagues and friends to support to and campaign for people to receive the services they need and deserve.  

In this brochure you will read about some wonderful people: deafblind people, families, staff, volunteers, supporters, colleagues and friends. They all play an important part in making Sense the energetic and committed organisation it is today. The contributions these talented people make to Sense are hugely appreciated. Working together, everything is possible.

Thank you for your interest and support,

John Crabtree



Gill Morbey


Chairman 




Chief Executive
 
CHILDREN

A tough start + special help = progress
Children who are born with vision and hearing impairments face a tough start. Exploring the world around them, finding a way to communicate their needs and learning to trust people can be immensely difficult. Many children will also have other physical and learning disabilities to deal with.

The Sense specialist team assess children’s needs and – in partnership with parents and carers - put together programmes that will help the child to learn and develop. This support continues throughout the child’s life, especially during key periods of change – such as finding an appropriate school and making plans for when the young person leaves school to move into adult life. 

Many families are under considerable strain. Caring for a deafblind child or adult can be extremely demanding and this affects the whole family. Many feel isolated and exhausted, worn down by seemingly endless struggle to get the right help.  

“Why does everything have to be such a fight?” said one mother recently.

Sense workers do everything they can to help families. They listen, they support, they understand the challenges that deafblind children face. They work in partnership with other service providers – such as local authorities - and when necessary they will be a champion for the child or young persons’ needs. 
Sense also offers a wide range of activities – including our membership scheme, holidays, parent groups, local branches, Saturday clubs, family days and conferences. These offer families crucial opportunities to share information and experiences, to offer mutual support, and to realise that they are not alone with the challenges they face.
Hannah

Hannah is taking things gradually on her Sense holiday. With arms outstretched she carefully feels her way onto the bouncy castle, hugging the walls as they sway. Her world often feels like this. “It’s like she’s walking across the deck of a pitching boat, without being able to see clearly or hear very well,” says her mum Trina. 

In the pool though, things are different. Here Hannah can judge her own strength and sense where her boundaries are. This freedom and security makes her laugh and smile as she swirls and somersaults in the water. Marie, her holiday volunteer, keeps a careful eye but doesn’t crowd her as she knows that Hannah likes lots of space to splash!

Hannah is 12-years-old and has a very challenging condition called CHARGE syndrome. She is a regular on the Sense holidays which offer a great chance to try new things, meet new people – and give her family a much-needed break.

Sense has worked with Hannah and her family for a number of years, to make sure that she gets the best start – including supporting her parents to find  the  most appropriate school for her. After a lot of hard work from Hannah and her family, and practical and emotional support from Sense, she now loves school and is progressing in leaps and bounds. ““When Hannah’s happy, everyone is happy!” says her mum. 

Factfile
· Sense’s Children’s Specialist Services have developed a core offer of support which is available to all deafblind children and young people.  
· This includes that each family will have an identified worker and will be able to attend at least one family event each year.

· Sense organises enjoyable events throughout the year where all the family have the chance to take a break. 

· We also organise get-togethers for the brothers and sisters of deafblind children – called the Siblings Network - where they can share experiences and have fun. 
You can make a difference

Sense holidays cannot happen without your vital support. If you would like apply to be a holiday volunteer, or make a donation to Sense, please call 0845 127 0066 or email info@sense.org.uk

What is deafblindness?

Deafblindness is a combination of vision and hearing impairments. Some people are completely deaf and blind, but most have a little sight and/or hearing they can use. 
People who are born deafblind

When people are born deafblind this is called congenital deafblindness. In the past, many children were born deafblind because their mothers had caught rubella while they were pregnant. This is now very rare in the UK thanks to the MMR vaccination. 

Today, many more children are surviving premature or difficult births, and living with a range of rare conditions and syndromes. Many of these children will have multiple disabilities - including hearing and sight impairments - and require intensive, specialist support. 

People who become deafblind later in life

Some people become deafblind later in life and this is called acquired deafblindness.

For example, people with Usher Syndrome will be born deaf or hard of hearing and then start to lose their sight in their teens.

There are also increasing numbers of people who are developing sight and hearing problems as they get older. It is estimated that the population of deafblind older people will almost double in the next twenty years.    

What challenges do people face?

Communication  - If you have little or no sight and hearing, learning to communicate, make yourself understood, or to hear what people are saying is very difficult. 
Access to information – We all depend on information and feedback - for example, about what is going on around us. This is very hard for deafblind people to access if the don’t get the right support.

Mobility – Moving around safely and getting to where you want to go is really hard.
Independence – Living independently is difficult, or even impossible, without receiving some level of support.

How do deafblind people communicate?

People who are deafblind may use a number of different ways to communicate. For example: 

· a child who has some sight and is deaf may learn to understand and use tactile sign language. 

· An adult with learning disabilities may use special objects to express what they want – for example, a mug to show that they would like a drink.  
· an older person may need people to speak very slowly and clearly to them and they may use hearing aids. 
To find out more about deafblindness visit: www.sense.org.uk/what_is_deafblindness
ADULTS 

The individual + tailored support = choice
Sense believes passionately that each deafblind individual should be able – as far as is possible – to choose the support and lifestyle that is right for them. Our specialist services enable deafblind people to live as independently as possible, offering a range of supported housing, educational and leisure opportunities that are built around each individual’s needs and preferences.

For example:

· Claire is a young woman who lives in a flat where she receives the help she needs to live her life and run things as she chooses. She does work experience at  her local Tesco and enjoys socialising with her friends;  
· Jack has profound disabilities and has almost no formal communication. He lives with a group of other deafblind people and receives a high level of support from staff who know him well. They make sure that he has plenty of opportunities to enjoy his favourite activities – like swimming and cooking. 
· Samira lives with her mum and dad and goes to a Sense Resource Centre each day. With specialist communication support and lots of encouragement Samira is becoming much more confident about expressing herself. 

Our staff work closely with each deafblind person. Some individuals are able to express their wishes very clearly given support and encouragement. Others find it enormously difficult to communicate their desires and wants leading to stress and anxiety. Sense works carefully, sensitively and patiently with each individual – learning how they prefer to communicate, to spend their time and so on – so they do not become frustrated and anxious in the first place. We are pioneers in this field.

Need our help?
If you know of someone who might benefit from the services that Sense offers, please call 0845 127 0066 or email info@sense.org.uk

Helen 
When Helen first came to the Cambridge Resource Centre she would push away anyone who tried to touch her. Helen has little sight or hearing so that contact with unfamiliar people can be very frightening. Gradually though – and with the patience and care of the staff - she has learned to use her sense of touch to her advantage.

Today when Helen arrives she says hello by holding out her hand for staff to touch, and then giving them a hug - something she would never have done a few months ago. Then she greets her tutor Tim by touching her nose with his.

Tim brings out one of her favourite objects – a sieve. He puts this close to his face and then leans in towards her. As his face comes into her field of vision a smile spreads across her face and her eyes open wide in delight.  

For about 20 minutes, Helen revels in the attention - but this is more than just a game.  This is intensive interaction and Tim is delighted that she can focus for such a length of time. For a person who is normally so introspective, this is huge progress.

Factfile

· Sense runs resource centres where deafblind people can build up their confidence, learn new skills and try new activities. 
· Sense aims to support each deafblind person in a person centred way that reflects his or her needs and preferences. 

· Increasingly, deafblind people and their families are being offered personal budgets and direct payments which they can use to purchase their support directly from Sense. 

Sense services at a glance

Sense offers high quality, flexible services across the UK, using skilled staff and a dedicated network of volunteers. We tailor the support we offer to the individual needs of each each person so they can live as independently as possible and participate fully in the lives of their local communities. 
Information and advice

Our Information and Advice Team is often the first point of contact for Sense services. It provides information and guidance on all issues relating to deafblindness, including the use of technology. We also offer legal advice and casework.

Community Assessment and Advice Workers 
Specialist workers visit deafblind people of all ages and their families to help them to find the information, services and support they need. Sense staff also advocate on behalf of deafblind people and their families.

Children’s specialist services

This team of specialist teachers, children’s therapists and children and family support workers offers a range of services including: help when a child is first diagnosed, assessments and advice to help children learn and develop, plus extra support at times of crisis and transition.

Holidays
Sense offers a range of stimulating, friendly holidays for children, adults and older people. These give people the chance to enjoy new experiences, make friends and grow in confidence. They also give families and carers a much-needed break.
Residential services

Our 54 registered residential services support deafblind adults to run their everyday lives as independently as possible. Whether it is shopping for food, furnishing their room, following an education programme or going to the gym, each person is helped to express their preferences and to make them happen.

Supported living

Sense also supports people to live in their own homes, with each person receiving the level of support they need. Some people will receive support for a few hours each day, others for 24 hours a day, but help is always available when someone needs it.  

Resource centres
We offer resource centres around the UK – where individuals are supported to choose from a wide range of activities and programmes. These help people to develop their communication and living skills, and to provide opportunities for self-expression through all sorts of activities - arts and craft, sport and exercise, sensory stimulation and many more.

One-to-one support  

Communicator-guides offer communication support, guiding skills and practical help – such as help with shopping or dealing with mail – to enable deafblind people to continue to live independently. 
Intervenors are trained to work one to one with congenitally deafblind children, young people and adults. Their role includes support in the development of communication, access to education, social and leisure opportunities.  They promote independence by encouraging deafblind people to do things for themselves. 
Membership 

Membership offers people a sense of belonging, the chance to be more actively involved in our work, plus the opportunity to receive our magazine, Talking Sense.

Training and consultancy

Our experienced professionals offer specialist assessments, advice and training on all aspects of working with deafblind and multi-sensory impaired people. 

Branches and forums
Our 10 branches and 6 forums bring parents and deafblind people together to learn from and support each other, to campaign for local services and have fun by socialising.

BECOMING DEAFBLIND

A difficult change + the right help = a new start

People with acquired deafblindness have to deal with a huge change in their lives when their sight and/or hearing become impaired. Some will have lived with sight and hearing, but then have to make massive adjustments to their changed circumstances. Others will have already learned to live with one sensory impairment, but then as a result of a condition, illness or accident find that both their senses are affected.  

People who have Usher syndrome, for example, will have grown up as deaf or hard of hearing, but then receive the devastating diagnosis that they are also losing their sight. This is caused by a condition called retinitis pigmentosa which leads to night blindness and tunnel vision - although the severity of the condition does vary from person to person. 

This can be a huge blow, and not surprisingly many people can become very scared and depressed. Sense plays a vital role in providing information and support to individuals and their families – and by helping people to start to think positively about the future again. 
Many people with acquired deafblindness have built active interesting, and fulfilling lives for themselves. Many have gone into further education, found a job, travelled, got together with a partner, perhaps had a family. And as people grow in confidence Sense supports individuals who wish to campaign about the barriers they face in their lives. 

Deafblind people have also become increasingly assertive about tackling the barriers that they face in their everyday lives.  For example, many services and amenities in the UK have not been built to be accessible to people with sensory impairments. Sense’ provides support, guidance and encouragement to enable deafblind people to campaign on issues like this – and many others.  

Chris 

My name is Chris, I am 56 years old and I am deafblind.  People look at me and think, he doesn’t look blind, doesn’t look deaf.  But they don’t understand the difficulties I have to go through to achieve anything - the indignity of not being able to make a piece of toast, or asking your wife if you’ve put your underpants on the right way round. And so on, and so on. 

It’s the isolation that drives you into depression. It’s an awful, awful illness.  You won’t bath, you won’t shave, you won’t clean, you’re frightened to even answer the door. It’s endless.  I used to get on my knees almost every night and pray to God to help me, to get out of this mess.

Then Megan from Sense came to see me and got to know me.  She said, `I’m going to try and help you, but it will be a long haul. We’ll have to work together, but I’ll do everything I can to make your life better.’ 

And it wasn’t long after that it started. She got me a communicator-guide who comes three times a week, started finding things for me to do. I started going out and visiting people and getting involved in new projects, and slowly but surely I got my life back. And that’s where I stand today.

Factfile
· As well as receiving services from Sense, Chris now helps us: he visits other deafblind people, spoke at an international conference and supports Sense’s campaigning work.
· Sense supports a range of groups for people with acquired deafblindness where people come together for information, support and to socialise.

· Each year Sense receives enquiries and requests for help from around 500  people with Usher and their families – many of whom we have been in contact with for many years
You can make a difference

It is thanks to the generous support of individuals, trusts and companies that Sense can support people with acquired deafblindness. Call 0845 127 0066 or email infro@sense.org.uk to find out more. 

OLDER PEOPLE

Support + contact = independence

As people get older, their hearing and sight can deteriorate. About 222,000 people over the age of 70 in the UK have a significant hearing and sight loss. For many people life can be a lonely struggle. Looking after yourself, moving around safely, staying in touch with friends - all these things become increasingly hard. 

Another problem is that many of the services that support older people, from medical care to social services, have little understanding of deafblindness. This means that difficulties - and potential solutions - are overlooked 

But there is a great deal that can be done to help older people to enjoy a better quality of life. Sense provides specialist support and information to enable older people to continue to live as independently as possible. Our outreach workers carry out assessments of an older person’s needs, and organise appropriate services and support for them. Communicator-guides, for example, are people who provide communication support, offer practical help at home, and enable a deafblind person to get out and about – perhaps to go to the shops or to visit the doctors.

In some parts of the country Sense has set up forums for people with acquired deafblindness – including many older people – which bring people together for friendship, information and support. We also campaign vigorously for older people to receive the support they are entitled to. 

Edith

“My name is Edith and I shall be 96 soon.  Nothing wrong with my brain and nothing wrong with my tongue. I can talk a hind leg off a donkey but don’t get much chance to do that. 

I am very hard of hearing. If I’ve not got my hearing aids in, I can’t hear at all. You really have to shout for me to hear, and I think it’s a terrible affliction. It’s something that just happens, you suddenly realise you’re saying “pardon or what did you say”?  Also my sight is slowly fading entirely. It’s like a thick fog, is the only way I can explain it. 

I spend many, many hours on my own. I feel a prisoner. I mean I’ve outlived most of my friends now. Luckily, my friend Pam pops in to see me - and I’ve got such happy memories. I pick a year, and say “now let’s see what happened that year”. 

Since I’ve met Alison from Sense it has made a big difference. She has been determined to do something for me and comes to see me each month. Recently for example, after my hearing aids got lost in the post she got the audiologist round to check my ears so that I can be fitted with new ones – so hopefully I’ll be able to hear a bit more.”
Factfile

· The number of people over 70 who are deafblind is estimated to grow to 418,000 by the year 2030. 
· Alison, who is deaf herself, is the Older Persons Partnership Worker and supports 60 older deafblind people in the London area. 

· Alison supports professionals from other organisations to develop the specialist skills needed to help older deafblind people.

· Sense also organises holidays for older deafblind people. “At home it can be lonely, but on holiday I met new friends” said one holidaymaker. 
You can make a difference
With your generous support we would be able to reach out to many more older people like Edith - please call 0845 127 0066 or email info@sense.org.uk

PARTICIPATION

Information + access = power

One of the things that parents of deafblind children, and deafblind people often say, is that finding the information they need can be very difficult. For example, families  may want to find out about a particular condition, their rights to financial help or the services in their local area.  Without this knowledge many will be disempowered and isolated.

Sense’s Information and Advice Team helps thousands of enquirers each year - from deafblind people, carers, professionals and others with an interest in deafblindness. The team is always committed to going the extra mile to finding the particular information that each person needs - and where appropriate, putting people in touch with a local service.  

Our Research Team reviews the latest specialist research and knowledge of deafblindness, commissions original research, and supports Sense research projects. The Team also has a Technology Officer who reviews the latest developments in technology related to dual sensory impairment.

We also have a legal services team which provide legal advice and can offer legal casework.

Find out what you need
To find the information you need contact our Information and Advice Team on 0845 127 0066, or email info@sense.org.uk
Zara Jayne

“One of the things I’d like to change is people’s attitudes.  People think `oh they’re disabled’ and then they don’t give us a chance to prove ourselves. I’d like people to think about what we can do, not what we can’t. 

I work as a live-in care assistant at a residential care home in Ipswich. I like my job, although I don’t get much peace as there’s always someone knocking on my door asking for help! The things I really like are writing and performing arts –entertaining, and making people happy through that. When I’m acting I can be someone else, I’m not me and I don’t have any problems

I visited California when I was 21, after working for a summer camp in America. My camp was for children with special needs and we did things like fishing, canoeing, dance and drama. After the camp I travelled around America on my own – that’s probably one of the things that I’m most proud of. 

I’m actually writing my own autobiography at the moment. I started years ago so it kind of built up gradually. Now I’m more determined to finish it, so I’m like – let’s get this written and published and have people read it, and be like, wow she’s disabled but she’s done all this stuff!” 

Listen up

Sense campaigns for a better deal for deafblind people, focusing on the issues which our members tell us matter to them. We push for the rights, services and choices that people need to live ordinary, independent and fulfilled lives. Increasingly we are empowering deafblind people to campaign on their own behalf – supporting individuals to lobby their MPS and ask service providers to take their needs into account.  We also have a new legal case work service which supports deafblind people and families to challenge care providers and others if they are not receiving their legal rights.    

Another barrier that deafblind people and their families face to getting the right support is that most people have never heard of deaflindness or – as far as they are aware – met someone with a dual sensory impairment.  It can be an `invisible’ condition which is not immediately obvious to others, but can have a huge impact on someone’s life. Lack of awareness also makes it harder for Sense to raise funds for much-needed services.   

Sense’s Communications Team strives to make the public, and a range of targeted audiences, more aware of the needs of deafblind people and the work of Sense. We do this through a wide range of routes including media coverage, our website and publications. 

Come together right now
One of the hardest aspects of deafblindness – and of supporting someone who is deafblind – is the sense of isolation and loneliness this can bring. It can be very hard for a deafblind person to communicate and connect with others; many families describe how they often feel they are battling alone; and older people can go days and even weeks without speaking to anyone.

Sense Membership offers people a sense of belonging - the chance to share knowledge and experience, offer mutual support and be more actively involved in our work. Members also receive our magazine Talking Sense which creates awareness of the successes and struggles of deafblind people and their families. The magazine is available in seven different formats.

Another vital way that people are able to come together to gain strength is through our extensive programme of events - everything from Saturday clubs to family days – which offer information, support, friendship and fun. We also support 14 local branches and networks and a range of other groups across the country. These enable people to come together for mutual support, to share information and perhaps to lobby for action in their particular part of the country. 
You can make a difference

If you would like to support, or get involved with Sense’s campaigning work, please call 0207 014 9373 or email campaigns.info@sense.org.uk
“I really enjoy being involved and a member of Sense – you enrich my life”
A Sense member

SENSE INTERNATIONAL

Expertise + partnership = a better life
Sense International works with children and adults in some of the poorest countries in the world. In many places, deafblindness is not understood, services are non-existent and deafblind people and their families struggle on in difficult circumstances. It is against this challenging backdrop that Sense International continues to change the lives of deafblind people and their families.  

Sense International works in Bangladesh, East Africa, India, Peru and Romania.  Since 1994 we have established vision and hearing screening programmes for young children, trained health and education professionals and persuaded governments to build infrastructures of support for deafblind people and their families. 

In order to ensure that we have a lasting and sustainable impact we invest in local professionals and organisations, influence governments and advocate for change.  By working in partnership with local organisations we enable deafblind children and adults to develop their skills and confidence and participate as full members of their families, communities and wider society. 

Bangladesh - our newest country programme now reaches over 200 deafblind children and adults. 
East Africa - we support fifteen organisations and schools in Kenya, Uganda and Tanzania which provide community-based and education services to deafblind children and training to family members.

India - we work in partnership with 40 services across 19 states and, along with our partners, are making a real difference to the lives of more than 37,000 deafblind people.     

Peru- our advocacy work has lead to the recognition by government of deafblindness as a unique disability which is a vital step in ensuring the rights of deafblind people.
Romania – Nearly 30,000 children have been tested for hearing and sight difficulties and deafblind children now have access to specialist early intervention and education services as a result of Sense International’s work.

Sense services  

Sense is committed to offering high quality, flexible services, using skilled staff and a dedicated network of volunteers – tailoring the support we offer to the needs of each individual. All our services enable deafblind people to live as independently as possible, to make choices and to fully participate in the life of their local communities, where they can also enjoy local, mainstream amenities. 

Where to find us

Sense 

Tel: 0845 127 0066  
Fax: 0845 127 0061  
Text: 0845 127 0062  
E-Mail:  info@sense.org.uk

Website: www.sense.org.uk

Sense Scotland, 

Tel: 0141 429 0294

Fax: 0141 429 0294

Text: 0141 418 7170

E-Mail: info@sensescotland.org.uk
Sense Northern Ireland

Tel: 028 9083 3430
Fax: 028 90 84 4232

Text: 028 9083 3430

E-Mail: senseni@sense.org.uk

Sense Cymru

Tel: 029 2045 7641

Fax: 029 2049 9644

Text: 029 2046 4125 

E-Mail: enquiries@sensecymru.org.uk

Other formats

If you would like a copy of this booklet in another format – such as Braille, audio tape or large print – please contact us.
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