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Janet Snell Editor

comment
By nurturing friendships we can help 
tackle loneliness and isolation
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Ken and Karen (see cover feature 
page 14) are what you would call an 
ÔinseparableÕ couple. They sit next 
to each other packing board game 

pieces at the centre they attend. They hold 
hands as they walk down the street, and 
they often give each other an affectionate 
kiss. They go out for coffee together and 
at weekends a favourite treat is to go and 
see a show.

But they are only inseparable until it 
comes to home time. When they go to catch 
the bus (together) Karen heads off to her 
group home and Ken goes back to his ßat. 

They have been a couple for 13 years 
now and last year they became engaged. 
Any other couple in their position (at least, 
any who did not have 
a learning disability) 
would probably 
be planning their 
wedding day. But 
not Ken and Karen. 

When I Þrst met them they were quite 
clear that they wanted to get married. But 
the last time I spoke to them they said they 
had heard that a wedding is Òtoo expensiveÓ 
and they were being steered towards having 
Òa blessingÓ instead. Now, correct me if 
IÕm wrong, but I thought a blessing in this 
context was what happens after you get 
married in a register ofÞce. Of course these 
days, marriage is not the be-all and end-all 
for a couple, but a blessing by itself seems 
a bit odd.

The usual alternative to marriage is 
living together, but as Ken and Karen are 
regular churchgoers, that may not be what 
they would choose. The thing is, it seems 
to me they are not really getting a chance 
to make an informed choice. Like so many 
people with learning disabilities that you 
meet, they are desperate not to upset those 
close to them. Talk of marriage has not gone 
down very well, so now they are confused 
and not sure how to proceed.

ItÕs a theme picked up in our research 
unpacked article (see page 18) which 
found that while increasing numbers of 
professionals these days have a more 

open attitude toward people with learning 
disabilities and sexuality, family carers still 
do not. But even with staff there is still a long 
way to go, which is one of the reasons why 
we have chosen the area of relationships for 
our new campaign, Growing Friendships, 
which we are launching with Stars in the 
Sky this month. 

On page 15 the organisationÕs 
chairman, Andrew Holman, sets out the 
rationale behind Growing Friendships, 
which will focus on both romantic 
relationships and ordinary friendships. 
The strapline to the campaign is Everybody 
Needs Somebody and the aim is to tackle 
isolation in all its forms.

One practical way of doing this, as 
Stars in the Sky has 
found, is setting 
up local friendship 
and dating agencies 
where people can 
meet up. As part of 

the campaign we will be writing to every 
partnership board to ask them if they have 
one, and if not whether they would be willing 
to consider it. Merging friendship and dating 
is a clever idea as it meets these two often 
unmet needs for people with learning 
disabilities. People can get together, make 
friends and have dates that may grow into 
something more. 

We hope that you as readers will play a 
part in the Growing Friendships campaign 
by sending us your views. We want to know 
what is happening where you are.  

The main thing is that people with a 
learning disability get a chance to have 
a social life which, as Janice Andrews 
comments on page 12, has got to be Òbetter 
than talking to the TVÓ. 

And people like Karen and Ken who 
want a romantic relationship should receive 
support, not barriers put in their way.

What do you think?
Email your views to 
ldtoday@pavpub.com
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news update

Learning Disability Today is 
linking up with Stars in the Sky 
to launch a new campaign to 
highlight the issue of loneliness 
among people with learning 
disabilities. 

The Growing Friendships 
campaign is setting out to 
encourage partnership boards 
and service providers to do 
more to tackle isolation and 
support people to make 

new friends, sustain existing 
friendships and form romantic 
attachments if they want to.

Part of the campaign will 
involve a survey to Þnd out 
what is happening locally, 
sharing good practice and 
highlighting areas that are 
failing to address increasing 
isolation among people with 
learning disabilities. 

Welcoming the campaign, 
Andrew Lee, director of People 
First, said too many barriers to 
friendship were put in peopleÕs 
way, especially if they want to 
be a couple. 

ÒThose who want to get 
married or move in together 
Þnd their relatives try to stop 
them as they donÕt want to 

lose their carersÕ beneÞts. 
The whole system is geared 
up to people living apart. You 
are worse off Þnancially if you 
move in together, especially 
if one of you works and the 
other is on beneÞts.Ó

Rebecca Findlay, press and 
campaigns manager for the 
Family Planning Association, 
said a lack of knowledge about 
sex was stopping some people 
enjoying close relationships.

Her organisation 
highlighted this during sexual 
health week in 2008 through 
a poster campaign called ItÕs 
My Right.

ÒWe found that professionals 
who wanted to empower people 
to have a sexual relationship 

felt they were 
unsupported by their 
managers and were 
working  
in isolation.  

ÒMeanwhile, 
people with learning 
disabilities were 
being prevented 
from having sex. 
And some found 
their relationships 
were sabotaged 
either by relatives  
or by staff.

ÒThis is an 
issue that has 
not gone away so 
we welcome the 
Growing Friendships 
campaign.Ó

Liberal Democrat 
leader Nick Clegg 
was one of the  
Þrst politicians  
to endorse the 
campaign.

Clegg said he 
was keen to see 
more done to ensure 
that people with 
learning disabilities 
lived a full life.

ÒIt is a hidden tragedy 
that thousands of people 
with learning disabilities are 
unable to enjoy the comfort  
of friends and the beneÞts  
of interacting with new 
people. No one should feel 
trapped in a life of loneliness 
and isolation. 

 ÒLearning Disability Today 
is doing a valuable job in 
speaking out and supporting 
those whose voices otherwise 
might not be heard.Ó

 His fellow MP Tom 
Clarke, joint chair of the all 
party parliamentary group 
on learning disabilities, also 
threw his weight behind the 
campaign. 

He said he supported the 
idea of setting up more local 
friendship and dating agencies, 
though he added that it was 
important to acknowledge 
the Þnancial constraints local 
authorities were under.

ÒIf you do then councils 
should treat your campaign 
with the respect it deserves. 
But I am happy to endorse 
Growing Friendships.Ó

The initiative has also won 
support from self-advocacy 
organisations. 

Nigel Smith, chair of 
Changing Our Lives, said: 
ÒDating agencies are a good 
idea because itÕs hard to 
find a partner if you have a 
learning disability. People 
cannot go out to meet their 
boyfriend or girlfriend in  
the evening because of  
over-protective parents. 

ÒThey wear an engagement 
ring but they are never going 
to get married because their 
parents stop them.Ó 

For more on the campaign 
see pages 12, 14-20  
and page 36. Also see  
www.pavpub.com/pavpub/
growingfriendships

GROWING 
FRIENDSHIPS
everybody needs somebody

Campaign to highlight relationships



Ken and Karen's story

ªWe want to get marriedº
Ken Gosling and Karen Sampson have been going out together for 13 years. They 
are engaged and want to marry. But their families are not keen on the idea and it 
has been suggested they have a blessing instead of a wedding.

Ken: ªWe used to go to the same day centre. Then we started going out 
together. We went to the theatre, out for meals, and for Valentine's Day ± all that.º

Karen: ªWe decided to be boyfriend and girlfriend. We've been together a 
long time. Then last year we were in a pub and Ken got down on one knee and 
said: `Will you marry me?' I was a bit shocked at ®rst, but I said yes!º

Ken: ªSo we were engaged and I got her a ring. It cost me £400! We have 
got to think about our future. We want to get married but it's not that easy. We 
have to save up. And there's my guardian who looks after me ± we need to know 
what he thinks about it.º

Karen: ªI have a sister and a brother. I think they would like us to have a 
blessing. I live in a group home but Ken has his own ¯at and there is plenty of 
room there. I would just love to get married ± we could be together more. But we 
can't do it on our own ± where do you start? We need someone to help us or it 
won't happen!º

GROWING 
FRIENDSHIPS
everybody needs somebody
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Human beings donÕt usually do too 
well on their own. We need other 
people Ð mates, acquaintances, 
boyfriends, girlfriends, partners, 

lovers. Someone to spend time with and 
laugh with, someone to talk to and talk 
about, to care for and love, someone to live 
for. In short we need other people in our 
lives that matter. 

This applies to everyone, learning 
disability or not. So why then, when it comes 
to this issue, is support from services often 
so lacking? Why was it that when I asked 
a senior policy maker about including this 
in Valuing People I was told that ÔpeopleÕs 
relationships are not the business of 
government?Õ Surely that cannot be true? 

There are two different, yet related 
issues here: friendships and relationships. 
LetÕs take them one at a time, starting with 
friendship. People with learning disabilities 
often refer to staff as their ÔfriendsÕ, indeed 
sometimes as their only friends. And for 
those who do have friendships beyond that, 
how many services put an effort into helping 
them maintain those friendships? Help with 
writing Christmas cards, remembering a 
friendÕs birthday? They are rare indeed.

I noticed this as a major problem when 

people were leaving long-stay hospitals. 
Friendships were, by and large, ignored. 
People were ÔplacedÕ miles away from old 
and well-established friends who, I found 
in follow-up research, rarely if ever saw 
each other again. The better services did 
acknowledge the importance of helping 
people stay in touch, and occasionally a 
support worker would put in an effort to Þnd 
out about peopleÕs old friends and arrange 
reunions. But these usually Þnished when 
those staff moved on. 

This happened to Rachel, a friend of 
mine in Cambridge, who found that with 
a new staff group and service manager, 
her old activities changed or stopped, and 
her old friends gradually disappeared as 
it was made a bit too uncomfortable and 
unwelcoming to visit or go out. Rachel 
became more and more depressed and lost 
interest in doing anything. She cried all the 
time when we did do something together 
and then threw away her speech pack, 
which had been the communication lifeline 
to a new world for her. Her symptoms were 
treated, but not the cause. Medication was 
prescribed rather than good support, and in 
the end she might as well have been back 
in hospital.  

Andrew Holman, chairman of Stars in the Sky, explains 
why the organisation is joining with Learning Disability 
Today to launch a campaign to tackle isolation 

Support for ®nding friends

Stars in the Sky suggests giving people advice 
such as: 

   get out and about, new friends need to 
be found

   check if there is a friendship or dating 
agency in your area, if not ask why not!

   try to make new friends wherever you go. 
They can be fun and make you laugh, plus 
you will always learn something different 
from each new friendship

   a friend is someone that you have grown 
to know, like and trust, and a true friend 
will accept you for who you are and 
never judge

   it's normal for friends to argue sometimes; 
just because you're friends doesn't mean 
you can't disagree on something.

   when losing a friend, you can feel loss 
or grief, as if someone has died; but 
remember, friendships can be mended,  
it may just take time

   people normally make friends with 
someone they have something in common 
with, but sometimes you'll become friends 
with someone totally unexpected

   if you can't do these things for yourself 
good support should help you to do them.

ªBILD is happy to endorse Growing 
Friendships. It highlights a really important issue 
and should be a campaign for all. It's hard for 
people stuck in far-¯ung specialist services to 
build relationships, but it's also not always easy 
for people living in the community either.º
Keith Smith, chief executive, the British 
Institute of Learning Disabilities

ªWe support the campaign and are particularly 
interested in ®nding ways for people with 
autism to build and keep good relationships 
as they report their dif®culties with expressed 
emotion, social isolation and depression are 
real barriers.º
Barbara McIntosh, director, Foundation 
for People with Learning Disabilities

ªWe think the Growing Friendships campaign 
is a really good idea. It's not right that some 
people are lonely and no one is helping them 
do something about it. Sometimes friends can 
be the most important people in your life.º
Joe Mellone, editor, OurSay

ªI think this campaigning idea is excellent and 
I am happy to endorse it.º
Tom Clarke MP, joint chairman, all 
party parliamentary group on learning 
disabilities
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Living in your own place, your own ßat 
perhaps, has many benefits. Increased 
independence, choice and control of course, 
but this can mean little if all you do after a 
reduction in services and support is watch 
daytime television. As I go around looking 
at services and meeting people in different 
parts of the country, this experience 
seems to have become all too common. 
Independent living must include support 
and services to make the most of the 
opportunities independence offers. It must 
not mean isolation from the world. 

This is important for two reasons. First, 
being deprived of the companionship of 
others results in individuals being damaged, 
and second, greater and different demands 
are then placed on services as a result. And 
all because the importance of relationships 
is ignored. As the consultant David Pitonyak 
says (www.dimagine.com) Òdifficult 
behaviours result from unmet needs. In a 
sense, difÞcult behaviours are messages 
which can tell us important things about 
a person and the quality of his or her life. 
People with difÞcult behaviours are often 
missing meaningful relationships, a sense 
of safety and well-being, power, things to 
look forward to and a sense of value and 
self-worth.Ó

The argument is clear: we must prioritise 
friendships. When all is working well, when 
individuals have friends around them, with 
people looking out for each other, caring for 
each other and active in each othersÕ lives, 
almost everything else falls into place. This 
is why circles of support work so well. But it 
is often the need for maintenance levels of 
support that can be overlooked or cut back 
when they are seen as not so very important. 
IÕm talking about such things as having 
places to go, people to see, events and 
activities to Þll the day. That is why the band 
Heavy LoadÕs Stay Up Late campaign is so 
important, why the nightclubs run by and for 
people with learning disabilities are essential 

Stars in the Sky is a social enterprise aimed at 
empowering people with learning dif®culties through:

   choices in leisure activities
   giving people the opportunities to develop new relationships
  i nvesting any pro®t in supporting people with learning dif®culties to develop  

their business ideas
   being involved in the decision-making of the company
   challenging negative views of people with learning dif®culties. 

 It has branches in London, Birmingham, Bristol, Essex, Hampshire and Yorkshire.

Valuing People Now 
Relationships and having a family 

Overall policy objective
People with learning disabilities have the choice to have relationships, become parents and 
continue to be parents, and are supported to do so. 

Like everyone else, people with learning disabilities tell us that relationships are important 
to them, both friendships and relationships of a personal and sexual nature. Yet the evidence 
is that people with learning disabilities have very few relationships and limited opportunities to 
form or sustain them.

People are often lonely. One of the reasons for this is their exclusion from the kinds of places 
where other people form and maintain relationships, such as work, college, clubs, places of 
worship, leisure centres etc, but there are other reasons for this, mostly based on assumptions 
about people with learning disabilities.

The right to marry or have a civil partnership is both a civil and human right; local systems 
should enable practice that supports the individual's choice with regard to forming and sustaining 
relationships.

Supporting people's rights to have relationships is mostly about challenging stereotypes and 
changing attitudes. Some speci®c reasons for why people with learning disabilities have limited 
relationships are: 

   the way in which professionals take decisions about service delivery that ignore existing 
relationships and break up friendship patterns eg. when people are moved from one  
service to another

   insuf®cient consideration being given to personal relationships in individual planning  
and care management processes

   services getting the balance wrong between protecting vulnerable people and helping 
people have a life: positive risk-taking should be a part of everyone's life, including those 
with more complex needs

   many people still do not recognise and accept that people with learning disabilities,  
like anyone else, want and need personal and sexual relationships. 

Making it happen locally and regionally ± key recommended actions 
Valuing People regional leads will work with partnership boards to support local service 
commissioners and providers to develop systems and processes which will enable people 
with learning disabilities to build and sustain relationships. 

National level actions for government departments 
The national directors will work with CSCi (and subsequently the Care Quality Commission) 
to address the role of registered care services in supporting people to develop and sustain 
relationships, including sexual relationships, increasing access to mainstream leisure and 
recreational services, and supporting people to keep in contact with their friends and families. 

The national directors and Valuing People regional team will produce toolkits for health and 
social care professionals about promoting safe relationships within the laws of safeguarding and 
human rights.
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and why friendship and dating agencies 
need to be more widely available.

When people lack friendship, tackling 
this needs to be prioritised on a personal 
and strategic level, with people given 
every opportunity to get out there and 
make some friends! (See box, p15). 

If finding and keeping friends is 
difficult then the thought of having a 
long-term relationship can seem like an 
insurmountable mountain. It has taken 
a long time and a lot of campaigning to 
persuade both professionals and relatives 
to face up to the issue of relationships. To 
reach the point where the idea of people 
with learning disabilities having sex, living 
together or, God forbid, getting married, 
as an accepted part of life is an ongoing 
struggle Ð and we are not there yet. 

As chair of Stars in the Sky, the Þrst and 
largest dating agency for people with learning 
disabilities in the UK (see box opposite), I get 
to see a more positive side of the picture 
when it comes to relationships. Stars in 
the Sky dating shows how things can be, 
with many people meeting up through the 
services and events on offer and with some of 
them forming long-term lasting relationships, 
living together, getting married or entering a 
civil partnership as a result. 

Things have certainly changed since 
the 1970s when Ann Craft started her 
pioneering work that was to start this 
change in attitudes and highlight the rights 
of people with learning disabilities to a 
sex life. She achieved much. I remember 
discussing the issues with her that would 
appear in her seminal work Mental Handicap 
and Sexuality in the 80s, a book that is still 
as relevant today for its insight, despite the 
old fashioned name. 

More recently, Valuing People Now pays 
a great deal of attention to relationships, 
though I canÕt help feeling this is primarily 
included due to human rights legislation 
enshrining the right to found a family etc. 
But it is in there and it does set targets. 

The Valuing People Now strategy 
emphasises the importance of enabling 
people with learning disabilities to meet new 
people, form all kinds of relationships, and 
to lead a fulÞlling life with access to a diverse 
range of social and leisure activities. It also 
emphasises their right to become parents 
and the need for adequate support to 
sustain the family unit. 

So, why do we need the Growing 
Friendships campaign? While itÕs true that 

much has moved on, including the law on 
human rights, in practice much has stayed 
the same. Attitudes have not moved on 
and there is a lack of support to make 
things happen. There is evidence that large 
numbers of people with learning disabilities 
have limited opportunities to build and 
maintain social networks and friendships. 

And minority groups are even worse 
off. I have seen gay people with learning 
disabilities ostracised and horrifically 
abused for their sexuality in ways that seem 
to double in ferocity when their learning 
disability is realised. We canÕt change public 
attitudes overnight but the hate crime 
work does need to address such issues. 
Meanwhile, I still meet people in long-
term relationships wanting to get married 
but who are still stopped by the negative 
attitudes of relatives and others, palmed off 
with an endless engagement or a ÒblessingÓ. 

Of course, worries and fears about 
people having sex is often underneath it all. 
And our response can so often be to stop it 
happening or give long-term contraception 
just in case it does (see Learning Disability 
Today December 2009). The Family 
Planning Association recognises this and 
led a campaign in 2008, with the help of 
Stars in the Sky, on the rights of people with 
learning disabilities to a sex life 

Of course, at the heart of all this work 
is the need for sex education, sexual health 

training and support with keeping safe from 
abuse including the right to say no and so 
on. Any good service will need to consider 
and incorporate these aspects of life and 
we are indebted to the FPA for their help 
and assistance. At Stars we regularly run 
sexual health courses alongside other more 
personalised support on the subject. 

We have found that these rights 
need to be practically embodied into 
services and support systems. We need 
to support people in what is the best and 
most productive way possible to enabling 
happy, more independent and secure 
futures. Having the opportunity to get out 
and meet up with others, go on dates, try 
out fun opportunities like speed dating, 
all in a safe and supported environment, 
works for a great many people with 
learning disabilities. The numbers 
attending our in branches across the 
country proves it. 

But we would, therefore, like to see a 
similar opportunity extended to everyone 
with a learning disability wherever they 
live. So the Growing Friendships campaign 
is calling on partnership boards in areas 
of the country without a friendship and 
dating agency to help set one up. It is a 
practical way of supporting people to get 
out there and meet people in a fun and 
safe way, leading a more fulÞlling life as 
a result.   

        Karen: Òhe got 
down on one knee!Ó
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Learning Disability Today has always been a 
must-read for professionals wanting to keep up 
with new developments in the Þeld, but now there 
are even more reasons to subscribe. 

Learning Disability Today is now monthly. This means 
that each issue offers topical features on best practice 
as well as news and views, comment and analysis, 
research and education, plus service user views.

Subscribe today so you can keep  
in touch with cutting-edge practice.  
Each month you will learn about  
what works and what doesnÕt so  
you can apply that knowledge in  
your every day work.
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www.learningdisabilitytoday.com
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Address:   ......................................................................................................................  

 ........................................................................................................................................

 .............................................................................................Postcode:  ....................... 

Daytime Tel/Fax:  ........................................................................................................

       Please provide me with online access. My email address is: 

Email: ...................................................................................Date:  ...............................

Invoice address if different from above:

Name: ............................................................................................................................

Address:  .......................................................................................................................

 ........................................................................................................................................

 .............................................................................................Postcode:  ....................... 

Daytime Tel/Fax:  ........................................................................................................

Email: ...................................................................................Date:  ...............................

subscribe now
to Learning Disability Today


