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Introduction

his resource pack is for the brothers and sisters
I (siblings*) of people affected by a genetic
disorder. It is also for their parents.

There is a lack of information aimed specifically to help
unaffected brothers and sisters in families understand
and deal with what it means to have a genetic disorder
running in the family — this pack is one attempt to fill
that gap.

The pack is also aimed at parents as they have an
important role to play in how their very young and older
children receive information about, and deal with, a
genetic disorder in the family.

GENETIC
INTEREST

@® This booklet is for older brothers, sisters and their
parents. It deals with issues faced by siblings which GRO“P
may not always be recognised by parents and health 1.0 16 penefit
professionals. Because having a gene for a genetic all people affected
disorder in the family affects everyone in the family by genetic disorders
in one way or another, this booklet explains the
ways in which genetics may affect the lives of all
family members. It also provides information on Written by
how to get further advice and support. Dr Aamra Darr

The pack consists of two booklets:

@® The second booklet is for younger brothers and
sisters; it deals with issues faced by children from an
early age. Parents may also find this booklet helpful
in gaining an insight into their children’s perception
of their situation, and as an aid to discussing some,
possibly so far unrecognised, feelings and issues. It is
hoped that older siblings may find it helpful to read
this booklet as well, to examine some of the feelings
that they may have experienced when younger, and
which may still be with them.

*In the rest of this booklet, the term ‘siblings’, meaning brothers
and sisters, will also be used — simply because it is a shorter way
of saying ‘brothers and sisters’.



Setting the scene
 Siblings and genetic disorders |

Siblings and genetic disorders

When a child is diagnosed as having an inherited
condition, the immediate focus of health professionals is
on helping the affected child, and on supporting the
parents, as his/her carers.

For the parents, caring for a sick child can quite often be
emotionally and physically demanding. There can be a
risk that the needs of the other brothers and sisters may
be overlooked. As well as that, the support that siblings
provide to the affected child — and their role as co-carers
with their parents — may have been ignored.

Just as parents require information and support in
dealing with a disability in the family, siblings are also in
need of information and support. Many families in this
situation have told us that:

® Siblings need time for themselves and to be given
time by their parents, from a young age;

® Siblings need to be valued within the family as
carers and to be helped in that role;

® Siblings need information on the genetic condition
affecting their brother or sister in order to
understand it for themselves, and its implications for
their lives, and to deal with wider perceptions of the
condition and disability in general; and

® Siblings need to be able to meet other siblings in a
similar situation, if they wish to.

The diagnosis of an inherited disorder in a family
member means that siblings may also be at risk for the
same condition or may be carriers of the condition,
which they need to think about if they have children.

It can mean apprehension about developing relation-
ships with the opposite sex, knowing that they will need
to inform partners about their genetic status if they want
to start a family.

The knowledge of one’s genetic status may also have
other implications; for some people it may make it
difficult to get life insurance, for example.

® Siblings need information on genetic testing and
what it means in terms of their lives, in order to
make informed choices about whether to be tested
or not;
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Brothers and sisters without the
genetic disorder can end up
being overlooked

Siblings need information and
support too — and their role as
carers needs to be recognised
and valued

Brothers and sisters should be
allowed to make informed
choices about whetbher to be
tested or not
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® Siblings need support from professionals and parents
to understand and deal with genetic information and
its implications; and

® Siblings need to meet others to discuss the above
issues, air their concerns and work out solutions.

Families and genetic disorders

The issues that face siblings of people affected by genetic

disorders do not exist in isolation; they arise because

they are all part of a family at risk from a genetic

disorder, including a family member who is personally

affected. Consequently, the level of information and  Ewverybody in the family needs
support (or the lack of it) offered to parents and other  information and support
adults in the family by professionals has a direct impact

on how the unaffected brothers and sisters are able to

understand and manage their situation from an early

age.

The needs of parents, affected individuals and siblings
for information, advice and support have a considerable
overlap as all the members of a family need to be aware
of the facts and issues surrounding a particular disorder.
They all need information on the support services
available. In the case of children and young adults,
parents and professionals have a particular

responsibility to provide appropriate information and WELL-INFORMED FAMILIES

support. are in a stronger position to
cope and support each other,
In order to inform and support siblings effectively, it is and to get the services they are
very important that parents and professionals examine entitled to.They are also more
their role in providing that support and make sure that | equipped to influence the wider
everyone is working together. society — such as people at

school, college/university and
the workplace — in how they
deal with genetic conditions and
any associated disability.

The people who take on a caring role may not be just the
parents and brothers and sisters, but also grandparents,
aunts, uncles and friends.




That germs can cause disease is common knowledge;
how genes work, and how genetic disorders come about,
is not. All families need some help in understanding
genetics, and especially the condition that affects their
family and what it will mean for each family member.

Ask your family doctor, the hospital doctor that
looks after your brother or sister, or the genetic
counsellor at your Regional Genetics Centre to
explain to you the condition that affects your family,
plus all the implications for you now, and in the
future, if any. Keep asking until you feel you under-
stand as much as you need (or want) to.

There’s a list of articles and books which simplify the
subject at the end of this section. Here’s some general
background to get started.

Genetic disorders

Some diseases are caused by germs in the air, water or
food. Others are due to the gradual wearing-out of the
body’s organs and tissues. Genetic disorders are caused
by faults in the genes.

The genes are the instructions for how the body grows,
develops, and runs itself. There are many thousands of
genes in every human body. They are made up of the
substance DNA and are found in the nucleus or ‘control
centre’ of each cell in the body, as 46 tiny thread-like
objects called chromosomes.

A new baby receives, or inherits, a combination of genes
from its mother and father. In most babies the genes are
normal, and the baby is healthy. But in a few babies one
or more genes are faulty. They provide the wrong
information for the body to grow and run itself. These
babies have genetic disorders.

In most countries about one baby in 30 has a genetic
disorder. Many genetic disorders can be treated by
operations or drugs or eating special foods, so that the
affected babies can grow up normally. Many are not
treatable yet, although we hope that one day they will
be, as science discovers more about how genes work and
what they do in our bodies.

Types of genetic disease
There are many hundreds of genetic disorders. Most of
them are very rare. One group of disorders are called

e What are the issues?
Genetics: it all seems so complicated!

All families need some belp in
understanding genetics

Further reading

If you want to know more about
genetics, try the following
publications:

‘Amazing Schemes Within Your
Genes’

Dr Fran Balkwill and Mic Rolph
Harper-Collins Publishers Ltd

‘Genetic Engineering’
Jenny Bryan, 1995, Wayland
Publishers Ltd

‘The Cartoon Guide to Genetics’
Larry Gonick and Mark Wheelis,
1991, Harper Perennial

The Genetic Interest Group has
articles on a variety of subjects
related to genetics. Give us a call.
We’ll send them to you free of
charge. Please send an s.a.e.

7 U01339¢
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chromosome abnormalities. Patau’s syndrome and
Edward’s syndrome are two examples of such disorders.
Babies born with them wusually have physical
abnormalities and die very soon.

Another group of genetic disorders are the single-gene
abnormalities. Here only one gene is faulty, but it may
cause serious problems. Huntington’s disease is one
example. The person is healthy until about 35 years of
age, but then he or she begins to make twitchy, jerky,
uncontrollable movements; the brain is also affected and
memory and thinking powers fade. There is no
treatment.

Other single gene abnormalities include muscular
dystrophy, which affects only boys, where the muscles
become weak and waste away. Another is haemophilia
which also affects only boys, when the blood does not
clot properly. In these disorders the body cannot make

Glossary of terms used in genetics

Genetics is riddled with technical terms. Here
are some of them, simplified:

Carrier A person who has one faulty and one
working copy of a gene for a recessive genetic
disorder or for a characteristic. Carriers of
most recessive disorders are themselves
unaffected because the working copy of the
gene overrides the faulty copy, but they can
pass on a copy of the faulty gene to their
children

Cell The smallest living part of any living
thing. We all have millions of cells which do
many different jobs

Chromosome A thread-like structure found
in the nucleus of human, animal and plant
cells. It is made up of DNA (which carries the
genes) and protein. Humans have 23 pairs of
chromosomes, including a pair of sex
chromosomes

Dominant If a faulty gene is dominant, it will
show an effect even though there is a working
copy of the gene on the other chromosome. A
person only needs to inherit a faulty gene for a
dominantly inherited condition, from one
parent, to develop the disease

DNA Deoxyribonucleic acid: A substance in
nearly all living things that forms the structure
of genes. In humans, animals and plants, the
DNA is found in the chromosomes

Enzyme A protein which helps chemical
reactions to take place in cells

Gene A section of DNA that carries the
instructions for making an enzyme or other
protein

Gene therapy Attempting to cure genetic

diseases by placing a normal ‘healthy’ gene into
cells that have a faulty version of that gene
Genetic code The way in which messages for
protein are ‘written’ in DNA

Genetic engineering The deliberate
alteration of a living thing by modifying its
DNA and changing its genetic make-up
Geneticist An expert in the study of genes
and heredity

Genome All the genes of an organism
Hormones Substances in humans, plants and
animals that help cells to function properly
Mutation A change in the structure of DNA.
Such changes can be passed on to the next
generation. A few mutations are beneficial, but
others can cause genetic disorders

Nucleus The central part of human, animal
and plant cells; it controls a cell’s functions and
contains the chromosomes

Protein A large molecule made of hundreds
or thousands of amino acids. Proteins are
essential to all living things

Recessive If a faulty gene is recessive, it will
usually show no effect unless the same recessive
gene is faulty in both of a pair of
chromosomes. A person who inherits two
faulty copies of the gene (one from each
parent) will have the disorder. A person who
only inherits one faulty copy of the gene will be
a carrier and could pass the faulty gene onto
any children he/she may have

X-linked Refers to the inheritance of a
particular characteristic or disorder from a
gene carried on the X (or female sex)
chromosome. Also known as sex-linked
inheritance.
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certain chemicals it needs, because the genes that carry
the information for making them are missing or faulty.

Tay sachs disease, tuberous sclerosis, thalassaemia,
sickle cell and cystic fibrosis are also single gene
abnormalities. Some of these can be treated with drugs
which control some of the symptoms, even if they don’t
bring about a cure.

A third group of genetic disorders consists of
multifactorial abnormalities. This means several genes
are faulty. Other diseases such as diabetes and cancer are
affected partly by genes in that, for some people, their
genes may make it more likely that they have a higher
risk of getting these diseases. But it needs something else
in their environment or lifestyle to trigger off the
condition.

As genes are passed from parents to children, so are the
disorders — but only sometimes. Inheritance is compl-
icated, and the way genes work means that in some cases
neither parent has a genetic disorder but their child does
have one. Or, one parent may have a genetic disease but
the child does not inherit it. Sometimes a disorder skips
a generation; a grandparent and grandchild have it, but
not the parents in between. Some disorders affect only
girls, or only boys.

Medical geneticists and genetic counsellors are experts
on genetic diseases and inheritance. In the case of some
single-gene and chromosome abnormalities they can
work out the chance of a baby having a genetic disorder.
To do this they need to test family members, including
grandparents, aunts and uncles, and other relatives.
Couples who wish to have children but who think that
a genetic disease runs in their family can go to a genetic
counsellor at a Regional Genetic Centre for advice on
the risks (see page 25 for a list of all the Regional
Genetic Centres in Britain).

A number of disorders can be detected by special tests
before a baby is born. Parents at risk can have tests
during the mother’s pregnancy. If the result is positive,
they can ask for a termination of the pregnancy, if they
so wish.

In many cases a child is born with a genetic disorder
where no disorder can be traced in the family for
generations. This is because of a change, or mutation, in
the genes. We do not know yet how most mutations
happen. Because of mutations, however, genetic
disorders are always likely to be with us.

Inberitance is complicated, and
its effects vary depending on the
genetic disorder involved

Couples who wish to have
children but who think that a
genetic disease runs in the
family can go either to their GP
or a genetic counsellor for
advice
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One of my family members has a genetic disorder - will that affect me?

If one of your family members, who is a blood relative,
actually has a genetic disorder, then there is a possibility
that you may have inherited the same faulty gene. There
is also a possibility that you may #not have inherited the
same faulty gene.

Genetic disorders caused by defects in single genes are
inherited, or passed on, in three different ways: as
dominant disorders; as recessive disorders; or as x-
linked disorders. The way in which the disorder that
affects your family is inherited may mean that you could
have inherited the same faulty gene and could also pass
it on to your children.

For some disorders it is possible to have a genetic test to
find out if you have inherited the same faulty gene.

If you wish to find out whether the genetic disorder that
runs in your family has any implications for you, ask
your family doctor, the hospital doctor that looks after
your brother or sister, or the genetic counsellor at your
Regional Genetics Centre to explain the condition that
affects your family to you, plus all the implications for
you now and in the future, if any. They will be able to
arrange for you to have a test, if one is available.

There are three main ways
that a genetic disorder can be
passed on

Family dilemmas

It can be difficult to discuss with each other the genetic
condition that affects your family and the possibility of
some of you being a carrier or of developing the
condition yourself in later life. It can be a difficult
subject for parents and their children because of the fear
of what they don’t know. Actually talking about the
concerns and sharing them usually makes everything
easier to deal with — when everyone involved feels ready
to bring things out into the open.

Remember that a genetic disorder in the family is no-
one’s fault. It’s just one of those things that happen.
There’s a chance that you may not be a carrier at all (see
the previous page).

If you wish to find out whether you are a carrier of the
genetic disorder that runs in your family, contact your
family doctor, the hospital doctor that looks after your
brother or sister, or the genetic counsellor at your
Regional Genetics Centre.

Tell him or her that you would like to discuss this subject

A PARENT

‘My children are getting older and
I don’t know if any of them carry
the disorder that runs in our
family or not. | don’t know how to
begin to talk to them about it,
although | know that it’s
important that we do. | don’t
want to worry them. | already
feel guilty about one of our
children inheriting the disorder
from us.
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with your family, but aren’t sure of how to go about it.
Genetic counsellors, particularly, are trained to offer you
advice and support in this situation.

Ask for an explanation of the condition that affects your
family, plus all the implications for you now and in the
future, if any. They will be able to arrange for you to
have a test, if one is available.

If there is a support group for the condition that affects
your family, speak to other parents or brothers and
sisters in the group, to see how they started to discuss the
subject.

SISTER OF SOMEONE WITH A GENETIC DISORDER
‘My brother’s got a genetic disorder. | didn’t know this
before, but | recently read in a leaflet | picked up that |
might have inherited some bit of it... though I’'m not
sure what... and that it could have an effect on my
children, if | have any. | don’t know whether | should tell
my boyfriend about it or not.We’ve never talked about
it in the family. | don’t know why. It’s a worry that’s at
the back of my mind. | want to do something about it,

7 U01333¢




information and finding

General sources of information

There are a number of sources. Try them all! Keep trying
them until you feel you’ve got what you need (or, at
least, everything that’s available).

Speak to your family doctor (GP) and ask for leaflets
and information about relevant organisations. It may be
that your GP doesn’t know much beyond the basics
about the condition that affects your family. Be patient —
remember, as genetic conditions are rare, this may be the
first time he or she has come across it. Check out the
other sources.

Contact the genetic counsellor at your Regional Genetics ~ The genetic counsellor at your
Centre. These centres are part of the National Health  Regional Genetic Centre will be
Service and their services are free. In some cases, your  able to help you

family doctor may need to make the appointment for

you. Genetic counsellors are trained to provide

information and support to families at-risk for a genetic

disorder in their region; this is their specific

responsibility. Ask them to put you in touch with a

support group. The addresses and telephone numbers of

all the Regional Genetics Centres in Britain are on

page 25.

If a member of your family has a genetic disorder and
visits a doctor at the hospital, you can also speak to him
or her.

Contact the Genetic Interest Group (GIG), on 0171 430  Get in touch with the Genetic
0090. GIG is a national charity working to benefit all  Interest Group
people affected by genetic disorders. Staff can provide

you with information on support groups for rare as well

as common genetic conditions. We also have a list of

publications on issues affecting at-risk families and a

quarterly newsletter, which are available free of charge.

For more information about GIG’s aims and activities

plus the list of publications, see page 15. Staff will

happily call you back if you are making a long-distance

call.

Get in touch with Contact a Family (CaF) on 0171 385  An organisation called Contact
3335. CaF is a national charity which supports families  a Family offers a wide range of
who care for children with disabilities and special needs,  hbelp and advice

including those who have, or are at-risk for, a genetic

condition.

CaF’s work ranges from offering advice and information
to individual families and providing links between them,
m through national, regional and local support groups, to
publishing information which would be helpful to



information and finding

families and professionals, and bringing the views of the
families to politicians and the wider public. See page 16
for the range of information and help available from
Contact a Family.

Find a support group through the Genetic Interest
Group or Contact a Family. Many support groups have
been started by parents who felt isolated when they were
told their child had a genetic disorder. Those parents
identified others in a similar situation and arranged
meetings where they could share experiences and
knowledge, and offer each other support.

Quite often, parents have said that they have gained
tremendous strength through being in contact with other
parents. The first aim of all support groups, large or
small, is to offer support to families.

There’s a list of the support groups for families at risk
for a genetic disorder affiliated to the Genetic Interest
Group on page 31. New ones are cropping up all the
time, so do ring GIG (0171 430 0090) to find out if the
condition that affects your family is not listed.
Remember, if contacting GIG means you have to make
a long-distance call, staff will be happy to call you back.

Some of the larger, more established groups have a
helpline and regular newsletter. Some have newsletters
especially for young people. They also publish
information sheets and booklets for children, siblings
and parents on issues such as organising help at home,
opportunities for holidays, leisure activities and other
issues relevant to the family. Some arrange conferences
and seminars where families and professionals can get
together, or run support groups and events especially for
brothers and sisters. So there’s a lot happening out there.
Contact the group relevant to your family for the
information.

Some groups also run support groups and events
especially for brothers and sisters. Contact a Family can
provide you with information on almost every support
group in the country.

If your most local group is still too far away, why not get
together as a family and start one that would be closer?
There’s lots of help available if you wish to do that. Get
in touch with a Parent Adviser at Contact a Family.
Parent Advisers offer information, advice and support to
families who have children with special needs. They are
also there to listen if you want to talk something
through, if that is all you want to do.

There are support groups
located all over the country,
started by parents

Some groups produce
newsletters and run belplines
as well as bolding meetings

You could start up a support
group yourself
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However, at times you may not want to get involved
with a support group. 1f that’s how you feel at the
moment, you can still send off for information leaflets
and newsletters, or keep in touch through the Internet.

Newsletters are a great way of keeping up-to-date on the
latest developments in terms of treatment, upcoming
events, and help and information currently available.
Contact the organisation or support group for people
with the same condition as your family. Some produce
newsletters especially for young people. They are usually
free, but some groups do ask you to pay a small charge.
Why not ask for information leaflets at the same time!

Helplines are run by a number of support groups and
other organisations. Helplines allow you to speak to
people in confidence, knowing that they have some
experience of the issues you are dealing with. If you
want to talk through an issue, someone is at hand to
listen. If you have a question and don’t know who to ask
or where to look, you will be able to get assistance
through a helpline. If you are making a long-distance
call, do ask people to phone you back. All the reputable
helplines are listed in the Telephone Helplines Directory.
There should be a copy at your local library. There’s
more information on the Telephone Helplines Directory
on the page opposite.

The Internet is another great way of accessing
information. Not everyone may feel confident about
using the Internet, but it really is simple once you’ve
learnt a few basic instructions. Through the Internet you
can access information about genetic disorders, services
available, events, and a whole lot more. A number of
support groups and other organisations connected with
genetics are in the process of acquiring their own
website, and there are websites specially for siblings too
(see page 14 for more information).

If you don’t have a computer at home, there should be
one at your local school, college or university — or go
along to your local public library. Someone at the
enquiries desk should be able to give you help on how
to use the Internet facility.

Helplines are run by a number of support groups and
other organisations. Helplines allow you to speak to
people in confidence knowing that they have some
experience of the issues you are dealing with. If you
want to talk through an issue, someone is at hand to

There are a number of telephone
belplines you can call

Your nearest public library
should bave a Telephone
Helplines Directory
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listen. If you have a question and don’t know who to ask
or where to look, you will be able to get help through a
helpline. If making a long-distance call, do ask people to
phone you back.

The Telephone Helplines Association publishes a
Telephone Helplines Directory (your local library should
have a copy in the reference section — ask at the enquiries
desk) which is a national source of information about
national, regional and local helplines. Helplines listed in
the directory offer a non-commercial, confidential and
non-judgmental service, which includes advice,
information, counselling, listening, befriending and
signposting to other services. The Directory is a major
source of information for advice workers and many
other professionals working in the fields of social
welfare and health, and for the general public.

There are 22 subjects covered by the Directory, which
include:

® Children and young people;
® Carers;

® Family and parents;

® Health;

® Disability;

® Mental health; and

® Legal.

You can contact the organisation at:
Telephone Helplines Association
Resource Information Service

The Basement

38 Great Pulteney St

London

Tel: 0171 494 2408

All the information in the directory is also available on
the Telephone Helplines Association’s website at
http://www.helplines.org.uk

The Directory is a major source
of advice for professionals — and
it can belp you too

The Internet

Not everyone may feel confident about using the
Internet, but it’s simple once you’ve learnt a few basic
instructions. The Internet gives you speedy access to lots
of up-to date information. Through this service you can
get information about genetic conditions, services
available, events and lots, lots more.

A number of support groups and other organisations
connected with genetics are in the process of acquiring

Websites created by support
groups are springing up all
the time




Here are some websites we’ve come across:

http://www.cafamily.org.uk (Contact a Family)
http://www.drpaula.com (chromosome, general)

find out the website address.

http://www.nb.net/~tbon/trisomy/trisomy.html (MUMS — Mothers United for Moral Support)
http://waisman.wisc.edu/~rowley/mums/home.htmix (Rare Genetic Diseases in Children)
http://mcrer2.med.nyu.edu/mur-php01/homenew.htm (The Alliance of Genetic Support Groups)

The Genetic Interest Group will soon be acquiring a website. Give us a ring in the near future to

their own website. There are websites specifically for
siblings too. If you don’t have a computer at home, there
should be one at your local school, college or university,
or try your local library. There’ll be someone there to
show you how to access the Internet. Ask at the enquiry

desk.

A word of caution about information on the Internet.
Some information may have been put there by
individuals. There is no guarantee that this information
is medically correct or applicable to your situation. It is
best to get information from organisations that you
know have some expertise in the field of genetics or
special needs.

Especially for siblings!

Check out Sibling Support in Cyberspace — it’s at
http://www.chmc.org/departmt/sibsupp. This World
Wide Web site is packed full of information of interest to
siblings, parents, extended families and professionals
working with special needs persons. It also gives you
access to SibNet, which is the first ever listserv (online
discussion group) for the adult brothers and sisters of
people with special needs. This is a list of people forming
an online community, connected through e-mail,
dedicated to adult sibling issues. It is a place where
young adults and adult brothers and sisters can share
information and discuss issues of common interest. It is
also a relevant site for parents, service providers and
others interested in the well-being of siblings.

There’s a website for younger
brothers and sisters on page 5
of the other booklet. Do check
it out, especially as younger
members of the family may
need some bhelp to get started
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Genetic Interest Group (GIG)

GIG is the only charity concerned with all genetic  GIG is a national alliance of
disorders, and is an alliance of over 120 charities and  more than 120 different
voluntary organisations which support children, families  charities

and individuals affected by genetic disorders. GIG aims

to:
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® Raise professional and public understanding of
genetic disorders;

® Ensure high quality services for people affected by
genetic disorders;

® Bring patient views to policy and ethical debates on
issues concerning human genetics; and

® Promote dialogue between professionals and service
users.

GIG:

® Co-ordinates and communicates member views to
Government, the health service and other agencies
on genetic issues;

® Holds regular conferences, seminars and other
events which bring service users and professionals
together to discuss topics of common concern;

® Puts people in touch with support groups and other
services;

® Produces a regular newsletter called ‘GIG Today’,
carrying information on issues and policy
developments, new initiatives, services and the
work of support groups;

® Provides information, training and support to its

members; and Contact GIG at this address:
® Trains GPs, midwives and other health Genetic Interest Group
professionals. Farringdon Point

29-35 Farringdon Road
GIG’s own helpline is open Monday to Friday from 9am | London EC1M 3]B

to Spm, on 0171 430 0090. You can ring GIG on any
issue concerned with genetics. A member of staff will | Tel: 0171 430 0090
deal with your enquiry or provide you with details of | Fax: 0171 430 0092
someone else who can. You can send off for a free copy
of ‘GIG Today’ 1f you would like to see our Our E-mail address is:
publications list, we’ll send it to you absolutely free of 101366.760@compuserve.co
charge. Please enclose an s.a.e.
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CaF is a national charity which supports families
who care for children with disabilities and special
needs, including those who have, or are at-risk for, a
genetic condition. Contact a Family’s specific aims
are:

® To encourage families living in the same area to
form local self-help groups;

® To form national networks of families whose
children suffer from rare disorders; and

® To provide an information service for families and
professionals.

CaF can give you information on almost any support
group in the country, and if you wish to start a parent or
sibling support group, their Parent Advisers will be able
to offer you advice on how to go about it.

Contact Line is CaF’s helpline, on 0171 383 3555. It
provides a listening ear for all callers, whether parent,
carer, relative or professional worker, plus information
and advice.

Contact a Family produces a range of very informative
and useful materials you can send off for, including;:

® Posters;

® Group Action Pack (on setting up support groups);
® Conference papers;

® A quarterly magazine, called Share an ldea’,

® A publications list; and

® Factsheets.

The factsheets are a particularly good (free!) resource for
carers and families, as they are packed with useful and
practical information and advice.

Contact a Family

170 Tottenham Court Road

London W1P OHA

Tel: 0171 383 3555

Fax: 0171 383 0259

E-mail: info@cafamily.org.uk
Website: http://www .cafamily.org.uk

CaF bhas a national network of
families, all helping each other

CaF Factsheets currently
available include:

S7blings and Special Needs’
Living Without a Diagnosis’

‘Holidays — A Guide for
Parents Planning a
Holiday with a Disabled
Child’

Planning for the Future — The
Transition from

Child-Based Services fo Adult
Services’

‘Child Disability Benefits and
Other Sources of
Help’

‘Caring for Children with
Disabilities and Special
Needs — A Guide for Students
and Professional

Workers’

‘A Parents’ Guide to
Statements of Special
Education Needs’
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Carers - that means brothers and sisters too!

The Carers’ National Association (CNA) is the
national voice of carers in the UK. It has a nation-wide
network of branches and groups which support carers
and provide an opportunity to share experiences and
information. The CNA’s work involves:

@® Raising awareness of the needs of carers at all levels
of government and society and ensuring action is
taken to support them;

® Helping carers become more aware of their own
role and status in the community; and

® Providing information, advice and support to carers,
enabling them to make their own choices about
providing care.

The CNA provides information in the following areas:

® General leaflets;

® Benefits claim packs;

@® Information booklets;

® Publications for professionals; and

@® Information packs for students and professionals.

Specifically for young carers the CNA has the following:

® Under 18¢ Know about young carers?’ This leaflet
for young carers explains how to get help from
Social Services;

® Young Carers Information Pack’. Aimed at 12 to
18-year-olds this pack is full of helpful advice and
information; and

® Link’. A quarterly newsletter for young carers
between 10 and 18.

Contact the Association at:

Carers’ National Association

Head Office

Ruth Pitter House

20-25 Glasshouse Yard

London EC1A 4]S

Tel: 0171 490 8818

Fax: 0171 490 8824

Email: Internet@ukcarers.org.

Website: http://www.carersuk.demon.co.uk

The Association also has a helpline called CarersLine.
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The Carers’ National
Association can offer brothers
and sisters a considerable
amount of belp
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It’s the best starting point if you want to contact them.
Call 0345 573369 (local rate call) Monday to Friday,
10am to 12noon and 2pm to 4pm.

There are a couple of other useful publications available
from CNA:

The London Directory of Organisations Supporting  Support for minority ethnic
Black and Minority Ethnic Carers lists a broad range of ~ carers
agencies supporting black and minority ethnic carers in

London, and gives important information of what actual

services are provided, languages spoken, publications,

opening hours and so on. The directory is a guide and
reference document for black and minority ethnic carers

as well as for professionals involved with the relevant
communities in London. It is available from:

Carers’ National Association (London)

11 John St

London WCI1N 2EB.

Tel: 0171 404 2900

Fax: 0171 404 9552

Price: £15 including p&p.

‘After Age 16, What Next? Services and Benefits for
Young Disabled People’

This is a comprehensive book covering such subjects as
money matters, services, mobility, work, training and
community care. It is available free to young people with
special needs and their parents and carers. It’s priced at
£4 (including p&p) for all others.

Available from:

The Family Fund Trust
PO Box 50

York YO1 2ZX.

Parents and other carers in employment

If you’re a working parent or a working brother or sister
who is a carer, it can be even harder to make time for
everything you would like to do. Balancing
responsibilities at home and at work, possibly on a tight
budget, is no easy task.

It may be worth your while contacting an organisation
called Parents at Work.

Parents at Work (PAW) is a charity campaigning for  Parents at Work campaigns

issues relevant to working parents; issues that are also  nationally for people who

relevant for other carers in the family. PAW produces a  need to work as well as caring
m newsletter, runs conferences, publishes information for family members

materials and offers advice. It also runs a publication



Getting help on specific issues

specifically for parents of children with disabilities and
special needs, called “‘Waving #oz Drowning’.

PAW runs a quarterly newsletter (also available on
audiocassette), available free of charge. Its helpline on
0171 588 0802 is available between 9am and Spm
Wednesday to Friday, for you to discuss any aspect of
balancing work with caring.

Parents at Work also produces a series of factsheets to ~ PAW produces factsheets
help you balance work and home. Factsheets on the and a newsletter
following topics are available:

® What type of childcare;

® Childminders;

® Nannies and mothers’ helps;
® Au pairs;

@ Nurseries;

® Maternity rights; and

® Flexible working.

For copies, phone the information line on 0171 628
3578 or send an A4 s.a.e. to:

Parents at Work

45 Beech St

London EC2Y S8AD

Tel: 0171 628 3565

Fax: 0171 628 3591

“‘Waving 7oz Drowning’ is a contact directory which lists ~ Working parents of children
working parents of children with disabilities or special — with disabilities can contact and
needs so that they can contact each other for mutual  help each other through the
support. The directory is only sent to people whose “Waving #not Drowning’

names appear in it. For copies phone the information  programme

line or send an A4 s.a.e. to the address above.

The Nigel Clare Network Trust (NCNT) helps
families to help themselves avoid the diagnosis of a
child’s special needs becoming the prognosis of financial
hardship. The NCNT was set up to offer practical help
and raise awareness and understanding amongst
families, employers and professionals. The Trust is all
about helping families take control of their own lives,
and it provides in-depth financial and career counselling
for families, and runs workshops in various parts of the
country.

‘More needs than most’, a book by Mairi Putt, one of
the founders of the NCNT, draws on the experiences of
hundreds of families. It details the financial difficulties
that families may experience, and is full of useful ideas
to help them plan ahead. It is available from Parents at
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Work. You can contact the Nigel Clare Network Trust
at:

The Nigel Clare Network Trust

85, Moorgate

London EC2M 6SA

Tel: 0171 256 8313

Publications for you and your employer

Increasingly, parents are wanting greater flexibility in  There are a number of books
their work patterns to enable them to combine work  and guides that can belp carers
with family life, particularly so if they are also caring for  in the workplace

a child with a disability.

‘An Employee’s Guide to Flexible Working® (£3.99
including p&p) sets out a range of options: job-sharing;
teleworking; term-time working; and annualised hours.
It lists the pros and cons of each, and helps you think
through how you might approach your boss. Available
from Parents at Work.

‘Managing Flexible Working’ (£4.99 including p&p)
explains how flexible working can benefit employers,
and provides a step-by-step guide to help managers
through the issues. Available from Parents at Work.

Making life easier for ourselves and for the family

Some genetic conditions can be debilitating, either

physically or mentally, or both. Providing constant care

for someone with disabilities can often be overwhelming

for parents, brothers and sisters. Parents can be too  When caring for somebody who
exhausted to give sufficient time to themselves or to their ~ needs constant attention just
other children. In recognition of the variety of needs in  becomes too exhausting, you
this type of situation, a number of organisations have  need a break

organised play schemes or respite care, special facilities

which allow families to create leisure time for themselves

as individuals and as a family.

Contact a Family has produced an excellent factsheet
called ‘Holidays’. It provides information on organis-
ations that provide holidays and holiday accommod-
ation for families and children with special needs, plus
holiday advice, equipment and sources of finance.

If you are stressed out by looking after a family member
who needs a lot of care, then this factsheet is a must for
equipping yourself with all the information to organise
a break. At the same time, you could ask Contact a
Family to send you their other factsheets (see page 16 for
the full list). They’re all free and packed with useful
m information. You can get hold of them at the following

address:
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Contact a Family

170 Tottenham Court Rd
London W1P OHA

Tel: 0171 383 3555

Fax: 0171 383 0259

E-mail: info@cafamily.org.uk
Website: www.cafamily.org.uk
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Contact your local Social Services Department for  Social Services may have a
details of local respite-care facilities. They may have  scheme that will belp the family
Befriending or Family Link schemes to offer short-term  recharge its batteries

breaks to families, via local volunteers. The phone

number will be in the telephone book.

What about the future?

For brothers and sisters with a sibling who needs a lot of
looking after, the anxieties about their role in their
sibling’s life can begin from an early age. During
adolescence, there is a growing awareness of the choices
available as each individual gets older, and of the need to
make these choices.

Brothers and sisters who have taken on a caring role  As parents age, the siblings of a
from a young age need to decide how that role will fit  disabled brother or sister have
into their future, if at all. It is clear to young people in  to decide how to handle the
this situation that their parents are getting older and  future

won’t be with them forever. So, who will take over their

responsibility? Which brother or sister? How will it

affect each one’s life and the lives of their families? What

about the financial arrangements?

Each family situation has its specific concerns. What is
common to all is the need to share those concerns and
make some decisions as a family to ensure the wellbeing
of all and not to sweep anger, resentment and worry
under the carpet — hoping the feelings will go away.
Financial provision for the future eases a number of
problems for families with a disabled person. You can
get help from the following organisations:

® The Disability Law Service, a law and advisory
charity for disabled people and their families. Send
an s.a.e. (9 by 6 inches) for its information sheet
‘Setting Up a Will or Trust for People with
Disabilities’
Their address is:
The Disability Law Service
2nd Floor, High Holborn House
52-54 High Holborn
London WC1V 4RL
Tel: 0171 831 8031
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® MIND, the mental health charity. It can send
you free details of solicitors who specialise in
trusts and wills, in your local area.
MIND infoline
Tel: 0181 522 1728 (in London)
Tel: 0345 660 163 (outside London)

® MENCAP produces a useful booklet for parents,
‘Leaving money by will to people with learning
disabilities’. Cost: 50p.
Public Liaison Unit
MENCAP
Golden Lane
London EC1Y ORT
Tel: 0171 454 0454

When death threatens a family

Different genetic disorders have different effects; some
people are mildly affected whilst others need a lot of
treatment to survive.

For some, sadly, there may be little treatment or cure, A number of organisations offer
and death early in life is inevitable. A number of organ-  belp where genetic disorders
isations offer support to families in such situations. lead to death

The Child Bereavement Trust (CBT) offers support
and counselling for grieving families. The CBT has a
publications catalogue that includes booklets, videos
and cards. Some of these resources are specifically for
children, some for parents and families.

The Child Bereavement Trust
The Harleyford Estate
Henley Rd

Marlow

Buckinghamshire SL7 2DX
Tel: 01628 488101

The Compassionate Friends (TCF) is a nationwide
organisation of bereaved families. It supports other
bereaved parents and their immediate families through a
national helpline, one-to-one visiting, group meetings,
telephone and/or letter contact, a wide range of leaflets,
and a quarterly newsletter. These can be ordered from:

The Compassionate Friends

National Office

53 North Street

Bristol BS3 1EN.

Tel: (Admin and fax) 0117 966 5202

National office and helpline, tel: 0117 953 9639.
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The Compassionate Friends’ extensive postal library has
over 1,000 book titles plus articles. There are many
books for siblings of all ages and these are incorporated
in the library list, costing £2.50. Audio tapes and videos
are also available on loan. The list and other items can
be obtained from:

Catharine Pointer

77 Rectory Lane North
Leybourne

West Malling

Kent ME19 5SDH

If you write to Catharine stating your circumstances she
can help in making a selection from the books, articles
and audio/video tapes which would be relevant for you.
Four items can be ordered in each mailing at a cost of
£3 plus post and packing. There is a reduced price for
full-time students and low-income families. You can
also order the booklist from the national office on 0117
953 9639.

SIBBS (Support in Bereavement for Brothers and
Sisters) is supported by The Compassionate Friends.
SIBBS has a support network and publishes a newsletter
(also available on audiocassette) four times a year. The
‘SIBBS Newsletter’ publishes your letters, poems and
drawings, as well as any other items you think will help
other bereaved brothers and sisters. Contact SIBBS on:
Tel: 0117 953 9639

E-mail: info@sibbs.demon.co.uk

Cruse Bereavement Care is a national charity
offering help to all who are bereaved, young and old,
men, women and children. Cruse offers personal and
confidential help to bereaved people and those who care
for them through:

® Counselling — the opportunity to talk through
feelings in confidence with a trained counsellor, who
has the knowledge and understanding of the process
of grief;

® Information on many aspects of bereavement,
including practical and financial matters; and

® Social support groups — which offer support and
companionship.

Cruse also has a list of publications:

® About bereavement;

The Compassionate Friends can
select the right materials to suit
your circumstances

Cruse offers belp and
counselling for people who

are trying to cope with a death
in the family
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® [osing a partner;

@® Practical information;

® Comforting the bereaved; and
® Help for bereaved children.

You can get in touch with Cruse Bereavement Care at:

Cruse House

126, Sheen Rd
Richmond

Surrey TW9 1UR.
Tel: 0181 940 4818
Fax: 0181 940 7638

The Children’s Liver Disease Foundation produces
four leaflets on the issues of bereavement. These are:

® ‘Children and Bereavement’;

® ‘The Death of a Child’;

® T’m Sorry Your Child Has Died’; and
® “When a Child Dies’.

The leaflets all handle a painful topic with sensitivity.
They are available free with s.a.e. from:

The Children’s Liver Disease Foundation

1st Floor, 138 Digbeth

Birmingham BS 6DR.

Books dealing with grief and loss
The following books are available from PARC (Paediatric Aids Resource Centre) at: PARC
Edinburgh, Dept of Child Life and Health, 20 Sylvan Place, Edinburgh EH9 1UW

‘What do we tell the children? Books to use with children affected by illness and bereavement’
Price: £5 (plus £1 p&p). This is a collection of 156 books that deal with grief and loss.

There are four interactive booklets for 3 to 7- year-olds, each with a simple story line encouraging
children affected by parental illness to talk through worrying issues with a trusted adult:

‘Maybe Another Day’

As a result of chronic illness, Lucy’s Mum is not always able to do as much with Lucy. Lucy needs
reassurance that she is not to blame for Mum’s illness and that Mum’s love is constant.

‘Missing Mum’

This booklet helps prepare for separation. Lucy stays with an aunt when Mum has to spend some
time in hospital.

‘Getting to Know Sandra’

This focuses on preparing Lucy for going into respite care. Lucy and Mum visit a carer.

‘Tell Me Again What Happens’

This concerns Mum’s death and the planning of future care for Lucy. Lucy, her family and friends say
goodbye to Mum at the funeral. Lucy has been prepared and knows where her home will be.
Throughout the books there are blank pages where children can draw or write about their own
personal experiences. Each book costs £2.50 each, or £9 for the set.




Regional Genetic Centres

Some of the telephone numbers given are
for the hospitals in which the genetic
centres are based. Ask to be put through to
the Genetics Centre. Then ask for the
genetic counsellor.

S.E. Thames Regional Genetics Service
Division of Medical & Molecular Genetics
8th Floor Guy’s Tower

Guy’s Hospital

LONDON SE1 9RT

Tel: 0171 955 4648 /9

Fax: 0171 955 4644

(Catchment area: Kent, E. Sussex, Bromley,
Greemwich, Bexley, Lambeth, Southwark,
Lewisham,)

S.W. Thames Regional Genetics Service
St Georges Hospital Medical School
Cranmer Terrace

LONDON SW17 ORE

Tel: 0181 767 8150

Fax: 0181 725 3444

(Catchment area: S.W. London, Surrey,
W. Sussex)

N.E. Thames Regional Genetics Service
Mothercare Unit of Clinical Genetics &
Fetal Medicine

Institute of Child Health

30 Guilford Street

LONDON WCI1N 1EH

Tel: 0171 242 9789 x 2647

Fax: 0171 831 0488

(Catchment area: Barking, Havering,
Brentwood, Baildon, Thurrock,
Bloomsbury, City & Hackney,

Enfield, Hampstead, W., N.E., & Mid
Essex, Southend, Waltham Forest, Tower
Hamlets, Redbridge, Newbham, Haringey,
Islington)

N. Thames Regional Genetics Service
Clinical Genetics

Royal Free Hospital

Pond Street

LONDON NW3 2QG

Tel: 0171 794 0500 x 5163

Fax: 0171 830 2917

(Catchment area: New River,
Edgware, Barnet, Whitechapel,
Newbham)

N.W. Thames Regional Genetics Service
Kennedy Galton Centre

Northwick Park & St Marks NHS Trust
Watford Road

HARROW

Middlesex HA1 3U]

Tel: 0181 869 2795

Fax: 0181 869 3106

(Catchment Area; Hertfordshire,
Bedfordshire, Barnet, Hillingdon, Brent &
Harrow, Ealing, Hammersmith,
Hounslow, Kensington, Chelsea,
Westminster, Ashford)

East Anglia Regional Genetics Service
Department of Clinical Genetics

Box 134

Addenbrooke’s Hospital NHS Trust
CAMBRIDGE CB2 2QQ

Tel: 01223 216 446 0701223 217 027

Fax: 01223 217 054

(Catchment area: Cambridgeshire, Norfolk,
Suffolk, parts of N. Essex, Hertfordshire,
Lincolnshire, Bedfordshire)

Oxford Regional Genetics Service
Department of Clinical Genetics

The Churchill Hospital

Old Road, Headington

OXFORD OX3 7L]

Tel: 01865 226 000

Fax: 01865 226 011

(Catchment area: Oxfordshire,
Northamptonshire, Buckinghamshire,
Berkshire, Swindon)

Wessex Clinical Genetics Service
Princess Anne Hospital

Coxford Road
SOUTHAMPTON SO16 5YA
Tel: 01703 796 166

0r 01703 796 170

or01703 798 537

0or01703 794 268

Fax: 01703 794 346
(Catchment area: Hampshire, Dorset, Isle of
Wight, Salisbury)
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Devon & Cornwall Clinical Genetics
Service

Department of Child Health

Royal Devon and Exeter Hospital (Wonford)
EXETER EX2 5DW

Tel: 01392 403 151/2 /5

Fax: 01392 403 158

(Catchment area: Devon, Cornwall)

Bristol Clinical Genetics Unit

Institute of Child Health

Bristol Royal Hospital for Sick Children
St Michaels Hill

BRISTOL BS2 8B]

Tel: 0117 928 5652

Fax: 0117 928 5167

(Catchment area: Avon, Somerset,
Gloucester, Cheltenham)

W. Midlands Regional Clinical Genetics
Service

Clinical Genetics Unit

Birmingham Maternity Hospital
Edgbaston

BIRMINGHAM B15 2TG

Tel: 0121 627 2630

Fax: 0121 627 2618

(Catchment area: Staffordshire, Shropshire,
Warwickshire, Birmingham, Hereford &
Worcester, W. Midlands, Leicester)

Yorkshire Regional Genetics Service
Department of Clinical Genetics

Ashley Wing

St James’s University Hospital

Beckett Street

LEEDS LS9 7TF

Tel: 0113 283 7070/1/2/3/4

Fax: 0113 246 7090

(Catchment area: N. Yorkshire, Bradford,
W. Yorkshire, Leeds, Wakefield, E. Riding,
Grimsby, Scunthorpe)

Sheffield Centre for Human Genetics
Langhill

117 Manchester Road

SHEFFIELD S10 5SDN

Tel: 0114 271 7025

Fax: 0114 266 7333

(Catchment area: Doncaster, Worksop,
Barnsley, Chesterfield, Rotherbam,
Sheffield, Buxton)

Nottingham Department of Clinical
Genetics

2nd Floor H Block

City Hospital NHSTrust

Hucknall Road

NOTTINGHAM NGS5 1PB

Tel: 0115 962 7728

Fax: 0115 967 7711

(Catchment area: Nottingham, N.
Nottinghamshire, Lincolnshire, S. & N.
Derbyshire)

Northern Region Genetics Service

19/20 Claremont Place
NEWCASTLE-UPON-TYNE NE2 4AA
Tel: 0191 222 7711 00191 227 5127
Fax: 0191 222 7143

(Catchment area. Cleveland, Durbam,
Tyne & Wear, Northumberland, Cumbria)

Mersey Regional Genetic Service
Royal Liverpool Children’s Hospital
Alder Hey

Eaton Road

LIVERPOOL L12 2AP

Tel: 0151 706 4019

Fax: 0151 706 5851

(Catchment area: Liverpool, Wirral,
Southport, St Helens & Knowsley,
Warrington, Runcorn, Chester, Crewe, Isle
of Man)

Chester Regional Clinical Genetics Service
Moston Lodge

Countess of Chester Hospital

Liverpool Road

CHESTER CH2 1UL

Tel: 01244 364 754

Fax: 01244 365 089

(Catchment area: Warrington, Halton,
Crewe, S. Wirral)
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Manchester Clinical Director for Medical
Genetics

Department of Medical Genetics

St Mary’s Hospital

Hathersage Road

MANCHESTER

M13 0JH

Tel: 0161 276 6262

Fax: 0161 248 8308

(Catchment area: Lancaster, Blackpool,
Preston, Blackburn, Burnley, Chorley,
Bolton, Bury, Manchester, Oldham,
Rochdale, Salford, Stockport, Tameside,
Trafford, Wigan)

Manchester Paediatric Genetics Unit
Royal Manchester Children’s Hospital
Hospital Road

Pendlebury

MANCHESTER

M27 4HA

Tel: 0161 727 2335

Fax: 0161 727 2328

(Catchment area: Greater Manchester,
Lancashire, Cumbria, Warrington)

Leicestershire Clinical Genetics Service
Leicester Royal Infirmary
LEICESTER

LE1 SWW

Tel: 0116 258 5736

Fax: 0116 258 6057

(Catchment area: Leicestershire)

Northern Ireland Regional Genetic Service
Department of Medical Genetics

Floor A, Belfast City Hospital

Lisburn Road

BELFAST

BT9 7AB

Tel: 01232 263 555

Fax: 01232 236911

(Catchment area: Northern Irelarnd)

Wales Institute of Medical Genetics
University Hospital of Wales
Heath Park

CARDIFF

CF4 4XW

Tel: 01222 744 028

Fax: 01222 747 603

(Catchment area: Wales)

W. Scotland Regional Genetics Service
Duncan Guthrie Institute of Medical
Genetics

Yorkhill Hospital

GLASGOW

G3 8S]

Tel: 0141 201 0365

Fax: 0141 357 4277

(Catchment area: Greater Glasgow, Argyll
& Clyde, Ayrshire & Arran, Forth Valley,
Lanarkshire, Dumfries & Galloway)

S.E. Scotland Regional Genetics Centre
Department of Clinical Genetics

Western General Hospital

Crewe Road

EDINBURGH

EH4 2XU

Tel: 0131 651 1012

Fax: 0131 651 1013

(Catchment area: Lothian, Fife, Borders)

N. Scotland Clinical Genetics Service
Department of Medical Genetics
Medical School

Foresterhill

ABERDEEN AB9 27D

Tel: 01224 840 749

Fax: 01224 662 839

(Catchment area: Grampian, Highland,
Orkrney & Shetland, Western Isles)

N.W. Scotland Cytogenetics Laboratory
Pathology Department

Royal Northern Infirmary

Ness Walk

INVERNESS

IV3 5SF

Tel: 01463 704 000 extension 3231

Fax: 01463 713 844

(Catchment area: Highland, W. Grampian)

E. Scotland Human Genetic Laboratories
Department of Pathology
Ninewells Hospital and Medical School
DUNDEE

DD1 9SY
Tel: 01382 632 035

Fax: 01382 645 731

(Catchment area: Dundee, Perth, N. Fife,
Angus, Perthshire)



Useful publications

The following articles are all about the
mixture of feelings that people have
experienced through having a member of
the family affected by a genetic condition,
and how they have dealt with them. They
are all available from the Genetic Interest
Group free of charge (tel: 0171 430 0090).
Please send an s.a.e.

Family Matters: Siblings’

Karin Weatherup talks with brothers and
sisters about how muscular dystrophy has
affected their relationships. Originally
published in 1990 in 7he Search, the
magazine of the Muscular Dystrophy
Group.

‘Dear Daniel...”

Jennifer Cleaver writes about her brother
Daniel who had muscular dystrophy.
Originally published in 7%e Search
1990.

‘My Brother’s Keeper’
Written by Rozemary Tozer in Therapy
Weekly, May 1996.

‘Child Talk’
By Alex Duncan, in 7he Search, Summer
1996, Number 21.

The following titles are taken from an
interesting range of books on disability
published by the Letterbox Library. You
can send off for the complete list. If the
titles are not in stock at your local library,
you can always ask them to get them for
you.

Letterbox Library
Unit 2D, Leroy House
436 Essex Rd
London N1 3QP

Tel: 0171 226 1633
Fax: 0171 266 1768

Veronica’s First Year’ by Jean Sasso
Rheingrover

A loving and positive portrayal of the
relationship between Nathan and his little
sister Veronica, who is born with Downs
syndrome, with full page pastel

illustrations. Age 6-10. Price £7.99.

‘Hero of Lesser Causes’ by Julie Johnston
Keely is convinced that her destiny is to
fight for Great Causes, but her belief in
herself is shattered when her brother
contracts polio; can she inspire him to
survive? Age 10+. Price £4.50.

‘No Time At A/’ by Susan Sallis

At the stroke of midnight, a ghost train
rushes out of the mist — and leads Matt and
his disabled brother Sam into a gripping
mystery, and into a new understanding of
the meaning of death. A terrific read. Age

10 up. Price £2.70.

‘Our Brother Has Downs Syndrome’ by
Shelley Cairo

This straightforward account, told with

family snapshots, is still fresh and valid

today in spite of some dated language. Age
4-8. Price £3.50.

The National Children’s Bureau (NCB)
has an extensive library of resources on
disability and children’s issues, particularly
relevant to professionals working with

children.

The Library and Information Service
National Children’s Bureau

8 Wakley St

London

EC1V 7QE

Tel: 0171 843 6008

Here are some titles available from the NCB
for parents and children:

‘Brothers, sisters and learning disability: a
guide for parents’ by R. Tozer (1996)
Published by British Institute of

Learning Disabilities (BILD),
Kidderminster. This guide provides
information and advice for families

who have a child with a learning

disability. It looks at the impact of a child
with a learning disability on other

children in the family and considers what
parents can do to encourage acceptance and
understanding.



Useful publications

‘Contact a Family Factsheet: Siblings and
special needs’ by R Tozer (1996)

Published by Contact a Family, London.
This factsheet covers some of the issues that
often arise for siblings of a child with
special needs and ways parents have found
of responding to them. It includes further
reading.

Family Matters: Siblings’ by K Weatherup
(1996)

Published by Search (Muscular Dystrophy
Group) no. 11 (Sept) pp 8-11. These are
interviews with siblings about how
muscular dystrophy has affected their
relationships.

‘Children with special needs: a guide for
parents and carers’ by H. Woolfson
Published by Faber, London

Scope (formerly the Spastics Society) also
has a list of books of interest to brothers and
sisters. The address:

16 Fitzroy Square
London W1P 6LP
Tel: 0171 387 9571
Fax: 0171 383 3205

‘Brothers and Sisters — A Special Part of
Exceptional Families’ by T.H. Powell and
P.A. Gallagher (1993)

Published by Paul H Brookes Publishing
Co, Baltimore. Siblings experience a bond
unique to their relationship. A brother or
sister is usually the first close friend and
playmate a child has, and that relationship
often outlasts all others. This book explores
this affinity from the perspective of siblings
with a brother or sister who has a
disability.

‘Brothers, Sisters and Special Needs’ by
D.J. Lobato (1990)

Published by Paul H Brookes Publishing
Co, Baltimore. This book shows
professionals and parents how they can help
a child’s understanding of disability or
chronic illness develop in a healthy,
adaptive direction during the pre-school
and elementary school years.

It Isi’t Fair — Siblings of Children With
Disabilities’ by S.D. Klein and M.].
Schleifer (1993)

Published by Bergin and Garvey, Westport,
Connecticut. Selected and compiled from
two decades of the Exceptional Parent
magazine, this book reveals first-hand the
myriad feelings of non-disabled brothers
and sisters at all stages as they grapple with
caretaking, frustration, powerlessness,
jealousy, guilt, and worry about their
special siblings.

The following articles are also available
from Scope:

My Life with Ursula — A Sister’s Tale’ by
C. Clancy-Smith

In Community Living, Vol 9/4, pp 22-23,
1996.

“The School-aged Siblings of Children with
Disabilities’ by M. Coleby

In Developmerntal Medicine and Child
Neurology, Vol 37/5, pp 415, (1995).

‘Hey, I'm Here Too — A Guide for Brothers
and Sisters of Children with Muscular
Dystrophy’ by LLM. Siegel

Published by Muscular Dystrophy Group,
London.

‘Living with Disability — The Experience of
S7blings’ by J.A. Reed

Published by National Children’s Bureau in
Highlight, Vol 118, pp 1-2, (1993).

‘Kith and kids (on the experiences of
stblings of children with disabilities and
their needs)’ by K. Sone

In Community Care, pp 16-17, (1995).

Support for Siblings’ by A. Flynn and M.
Meakin

In British Journal of Special Education, Vol
16/1, pp 15-18, (1989).

‘My Brother’s Keeper — Sustaining Sibling
Support’ by R. Tozer.

‘A Sibling Born Without Disabilities — A
Special Kind of Challenge’ by the Downs



Useful publications

Syndrome Association
In Exceptional Parent magazine (1991).

Living with a brother or sister with special
needs: A book for stblings’ by Donald
Meyer and Patricia Vadasy, 1996, 2nd
edition

University Washington Press

U Only I'd Known that a Year ago’

A revised guide to services for newly
disabled people, their friends and families.
The guide provides an overview of services
and facilities with a contacts listing. Topics
covered vary from accommodation, aids,
equipment, benefits, education, employment
health and care. RADAR, 12 City Forum,
250 City Rd, London EC1U 8AE Tel: 0171
250 3222.

‘Help Starts Here — A guide for parents of
children with special needs’

This is an updated edition of the best-selling
guide through the maze of services available
to parents and children with special needs
and professionals working with these
families. It gives clear, concise information
on financial help and the benefits system;
play and leisure activities; growing up with
a disability, leaving school and respite
services.

‘A Directory of Projects and Initiatives
with Deaf People from Minority Ethnic
Communities’

Compiled by A. Darr, L. Jones, W. Ahmed
And G. Nisar.

Available from the Ethnicity and Social
Policy Reasearch Unit, University of
Bradford, Bradford BD7 1DP. Tel: 01274
383 179 (voice), 383 178 (text). Fax: 01904
433618. E-mail: a.e.ross&bradford.ac.uk.
Price £5.



Support groups affiliated to GIG

ATTENTION DEFICIT
(HYPERACTIVITY) DISORDER
ADDNet UK

10 Troughton Road

Charlton

LONDON WE7 7QH

Tel: 0181 305 1023

Fax: 0181 305 1023

E-mail: addnet@web-tv.co.uk

ATTENTION DEFICIT
(HYPERACTIVITY) DISORDER
ADD/ADHD Support Group (South
London)

c/o 66 Forest Hill Road

LONDON SE22 ORS

Tel: 0181 693 8717

ATTENTION DEFICIT
(HYPERACTIVITY) DISORDER
Berkshire ADD/ADHD Research Group
‘Glenrosa’

Lightlands Lane

COOKHAM

Berks SL6 9DH

Tel: 01628 523 539

Fax: 01628 531 923

ASSOCIATION FOR GLYCOGEN
STORAGE DISORDERS

AGSD UK

9 Lindop Road

Hale, ALTRINCHAM

Cheshire

WA15 9DZ

Tel: 0161 226 3323 (day)

0171 980 7303 (eve)

Fax: 0161 226 3813

ANDROGEN INSENSITIVITY
SYNDROME

AIS Support Group

P O Box 269

BANBURY

OX15 6YT

Tel: 01295 670140

ALBINO FELLOWSHIP
P O Box 77

BURNLEY

BB11 5GN

Tel: 01282 771900

ANTITRYPSIN DEFICIENCY
Alpha 1 - Support

39 Smelterwood Drive
Stradbroke

SHEFFIELD S13 8R]

Tel: 0114 2397232

ALZHEIMER'’S DISEASE SOCIETY
Gordon House

10 Greencoat Place

LONDON SW1P 1PH

Tel: 0171 306 0606

Fax: 0171 306 0808

ANGELMAN SYNDROME SUPPORT
GROUP

15 Place Crescent

WATERLOOVILLE

Hants PO7 SUR

Tel: 01705 264224

Fax: 01705 241977

ANGELMAN’S SYNDROME SUPPORT
EDUCATION AND RESEARCH TRUST
ASSERT

P O Box 505

SITTINGBOURNE

Kent ME10 1NA

Tel: 01795 429 061

Fax: 01795 429 061

ANORCHIDISM SUPPORT GROUP
(ASG)

P O Box 3025

ROMFORD

Essex RM3 8GX

Tel: 01708 372 597

Fax: 01708 372 597

THE ARTHROGRYPOSIS GROUP (TAG)
17 Shelley Walk

Langley

EASTBOURNE

East Sussex BN23 7SN

Tel: 01323 769 115

ASSOCIATION FOR GLYCOGEN
STORAGE DISEASE (UK)

34 Ingleside

Colnbrook

SLOUGH

Berks SL3 OPD



Support groups affiliated to GIG

Tel: 01753 689 678
ATAXIA-TELANGIECTASIA
A-T Appeal

42 Parkside Gardens
Wollaton

NOTTINGHAM

Notts NG8 2PQ

Tel: 0115 916 3649

ATAXTIA-TELANGIECTASIA SOCIETY
IACR Rothamsted

HARPENDEN

Herts

ALS 2JQ

Tel: 01582 760 733

Fax: 01582 760 162

ALPHA-THALASSAEMIA WITH
MENTAL RETARDATION ON THE
X-CHROMOSOME

ATR-X Support Group

82 The Crescent

NORTHWICH

Cheshire CW9 8AD

Tel: 01606 449 43

ADRENOLEUKODYSTROPHY
Attia Research Trust Into ALD
36 Baker Street

LONDON W1M 1DG

Tel: 0171 224 7112

BABYLOSS SUPPORT GROUP (YEOVIL)
5 Townsend

MONTACUTE

Somerset TA15 6XH

Tel: 01935 826 105

BECKWITH WIEDEMANN SUPPORT
GROUP

The Drum and Monkey

HAZELBURY BRYAN

Dorset DT10 2EE

Tel: 01258 817 573

Fax: 01305 760 985

E-mail: rbaker@aol.com

BRITISH DIABETIC ASSOCIATION
10 Queen Anne Street

LONDON W1M 0BD

Tel: 0171 323 1531

Fax: 0171 637 3644

Careline: 0171 636 6112

BRITISH RETINITIS PIGMENTOSA
SOCIETY

54 Paddock Road

NEWBURY

Berks RG14 7DG

Tel: 01635 348 62

BRITTLE BONE SOCIETY PARENTS’
SUPPORT GROUP

40 Fulwood Hall Lane

Fulwood

PRESTON

PR2 8DB

Tel: 01772 709 108

Fax: 01772 709 108

CONGENITAL ADRENAL
HYPERPLASIA

CAH Support Group

337 Crow Lane West
Newton-le-Willows
Merseyside WA12 9YU

Tel: 01925 291 674

CANCER RESEARCH CAMPAIGN
10 Cambridge Terrace

Regents Park

LONDON

NW1 4]L

Tel: 0171 224 1338

Fax: 0171 487 4302

E-mail: fhemsley@crc.org.uk

CARDIOMYOPATHY ASSOCIATION
40 The Metro Centre

Tolpits Lane

WATFORD

Herts

WD1 8SB

Tel: 01923 249 977

Fax: 01923 249 987

CHRONIC GRANULOMATOUS
DISORDER

CGD Research Trust

Manor Farm

Wimborne St Giles

WIMBORNE

Dorset

BH21 5NL

Tel: 01725 517 977



Support groups affiliated to GIG

Fax: 01725 517 977

CLEFT LIP AND PALATE ASSOCIATION
(READING BRANCH)

32 Western Elms Avenue

READING

Berks RG30 2AN

Tel: 01734 575 120

Fax: 01734 575 120

CHARCOT-MARIE-TOOTH DISEASE
CMT International UK

121 Lavernock Road

PENARTH

South Wales

CF64 3QG

Tel: 01222 709 537

Fax: 01222 709 537

THE CHARITY FOR INCONTINENT &
STOMA CHILDREN

NASPCS

51 Anderson Drive

Valley View Park

DARVEL

Ayrshire KA17 ODE

Tel: 01560 322 024

COHEN SYNDROME SUPPORT GROUP
7 Woods Court

BRACKLEY

Northants

NN13 6HP

Tel: 01280 704 515

CONTACT A FAMILY

170 Tottenham Court Road
LONDON W1P OHA

Tel: 0171 383 3555

Fax: 0171 383 0259

E-Mail: info@cafamily.org.uk

CRI DU CHAT SYNDROME SUPPORT
GROUP

7 Penny Lane

Barwell

LEICESTER

LE9 8HJ

Tel: 01455 841 680

DARIER’S DISEASE SUPPORT GROUP
P O Box 36
MILFORD HAVEN

Dyfed SA73 3YF

DYSTROPHIC EPIDERMOLYSIS
BULLOSA RESEARCH ASSOCIATIONS
DEBRA - DEBRA

13 Wellington Business Park

Duke’s Ride

CROWTHORNE

Berkshire RG45 6LS

Tel: 01344 771 961

Fax: 01344 762 661

DOWN’S SYNDROME ASSOCIATION
155 Mitcham Road

LONDON SW17 9PG

Tel: 0181 682 4001

DYSKERATOSIS CONGENITA SOCIETY
Department of Haematology

Hammersmith Hospital

Du Cane Road

LONDON W12 ONN

Tel: 0181 383 1956

Fax: 0181 742 9335

E-mail: i.dokal@rpms.ac.uk

THE DYSTONIA SOCIETY
46/47 Britton Street
LONDON ECIM 5NA

Tel: 0171 329 0797

Fax: 0171 329 0689

EHLERS-DANLOS SUPPORT GROUP
1 Chandler Close

RICHMOND

North Yorks DL10 5QQ

Tel: 01748 823 867

Fax: 01748 823 867

THE ELLIS-VAN CREVELD
FOUNDATION

Clo Farthingale Farm
Hackmans Lane

Purleigh CHELMSFORD
Essex CM3 6RW

Tel: 01621 828 914 (day)
Tel: 01621 829 675 (eve)

EURO-ATAXIA
2 Glenhill Park
Glen Road
BELFAST

BT11 8GB



Support groups affiliated to GIG

Tel: 01232 611 076

FABRY’S DISEASE RESEARCH FUND

10 Broadmeadow Road
Wyke Regis
WEYMOUTH

Dorset DT4 9BS

Tel: 01305 774 443
Fax: 01305 774 443

FANCONI'S ANAEMIA
FAB-UK

4 Pateley Road
Woodthorpe

NOTTS

NG3 5QF

Tel: 0115 926 9634

FAMILIAL SPASTIC PARAPLEGIA
FSP Support Group

18 Tainter’s Brook

UCKFIELD

East Sussex

TN22 1UQ

Tel: 01825 768 024

FAMILY HEART ASSOCIATION
P O Box 303

MAIDENHEAD

Berks

SL6 9UX

Tel: 01628 522 177

FLOATING HARBOR SYNDROME
SUPPORT GROUP

27 Hatfield Road

DAGENHAM

Essex

RM9 6]JR

Tel: 0181 517 6842

FRAGILE X SOCIETY
37 Caledonia Road
STAMFORD

Lincs PE9 2TG

Tel: 01780 480 214

FRIEDREICH’S ATAXIA GROUP
The Stable, Wiggins Yard

Bridge Street

GODALMING

Surrey GU7 THW

Tel: 01483 417 111

Fax: 01483 424 006

FACIO-SCAPULO HUMERAL
MUSCULAR DYSTROPHY

FSH Muscular Dystrophy Support Group
Rigton House

Main Street, East Keswick

Leeds LS17 9E]

Tel: 01937 572 798

Fax: 01937 572 798

GALACTOSAEMIA SUPPORT GROUP
31 Cotysmore Road

SUTTON COLDFIELD

West Midlands B75 6BJ

Tel: 0121 378 5143

GAUCHERS ASSOCIATION
25 West Cottages

LONDON NWe6 1R]

Tel: 0171 433 1121

Fax: 0171 431 5883

GENE AID

15 Birch Grove
Ashton-in-Makerfield
WIGAN

Lancs WN4 0QE
Tel: 01942 274 565
Fax: 01942 274 565

GOLDENHAR
SYNDROME/HEMIFACIAL
MICROSOMILA FCG

54 Neil Street

‘Rankin Rise’

GREENOCK Renfrewshire
Scotland

Tel: 01475 781 263

GORLIN SYNDROME GROUP
11 Blackberry Way

Penwortham

PRESTON

Lancs PR1 9LQ

Tel: 01772 496 849

GUT MOTILITY DISORDERS SUPPORT
NETWORK

7 Walden Road

Sewards End

SAFFRON WALDEN

Essex CB10 2LE



Support groups affiliated to GIG

Tel: 01799 523 145
HAMOPHILIA SOCIETY
3rd Floor Chesterfield House
385 Euston Road
LONDON

NW1 3AU

Tel: 0171 928 2020

Fax: 0171 620 1416

HAEMOCHROMATOSIS SOCIETY
Hollybush House

Hadley Green Road

BARNET

Herts ENS 5SPR

Tel: 0181 449 1363

Fax: 0181 449 1363

E-mail: ghsoc@compuserve

HEART HAVEN
3 Kenver Avenue
LONDON

N12 0PG

HOLT ORAM SYNDROME SUPPORT
GROUP

21 Forth Road

REDCAR

Cleveland

TS10 1PN

Tel: 01642 485 379

Fax: 01642 485 379

HUNTINGTON’S CHOREA
ASSOCIATION

22 Craigs Crescent
EDINBURGH

EH12 8HT

Tel: 0131 339 7970

HUNTINGTON’S DISEASE ASSOCIATION
108 Battersea High Street

LONDON

SW11 3HP

Tel: 0151 482 1199

Fax: 0151 482 1199

HUNTINGTON’S DISEASE
(COLCHESTER & DISTRICT)
Woodpecker Cottage, 18 Church Road
Fordham

COLCHESTER

Essex CO6 3NE

Tel: 01206 240 202

HUNTINGTON’S DISEASE SUPPORT
GROUP (GWENT)

32 Free Street

BRECON

Powys LD3 7BL

Tel: 01874 622 915

HYPOMELANOSIS OF ITO CONTACT
GROUP

30 Grange Road

BURY BLS 2PE

Tel: 0161 797 5204

INTERNATIONAL AUTISTIC
RESEARCH ORGANISATION

49 Orchard Avenue, Shirley
CROYDON CRO 7NE

Tel: 0181 777 0095

Fax: 0181 776 2362

E-mail: 106130.2170@compuserve.com.

INTERNATIONAL GLAUCOMA
ASSOCIATION

King’s College Hospital

Denmark Hill

LONDON SES5 9RS

Tel: 0171 737 3265

Fax: 0171 346 5929

E-mail: iga@kcl.ac.uk

JENNIFER TRUST FOR SPINAL
MUSCULAR ATROPHY

29B Avon House

New Broad Street
STRATFORD-upon-AVON, CV37 6HW
Tel: 01789 267 520

Fax: 01789 268 371

E-mail: anita@jtsma.demon.co.uk

KLINEFELTER’S SYNDROME
ASSOCIATION

Woodlands, 31 Ben Bank Road
Silkstone Coomon

BARNSLEY S75 4PB

Tel: 01226 792 442

KLINEFELTER’S SYNDROME CLUB UK
P O Box 554

BRADFORD

West Yorks BD9 5YG

Tel: 01274 823 789



Support groups affiliated to GIG

E-mail: kscuk@aol.com
LAURENCE-MOON-BARDET-BIEDL
SOCIETY

15 Gander Green

HAYWARDS HEATH

West Sussex RH16 1RB

Tel: 01444 413 988

LISSENCEPHALY CONTACT GROUP
22 Drakes Close

Bridgwater

Somerset TA6 3TDA

Tel: 01278 452 654

LOWE SYNDROME ASSOCIATION
29 Gleneagles Drive

Penwortham

PRESTON PR1 0JT

Tel: 01772 745 070

MARFAN ASSOCIATION UK
Rochester House

5 Aldershot Road

FLEET

Hants GU13 ING

Tel: 01252 810 472

Fax: 01252 810 473

MERSEY NEUROLOGICAL TRUST
Glaxo Neurological Centre

Norton Street

LIVERPOOL L3 8LR

Tel: 0151 298 2999

Fax: 0151 298 2333

E-mail: mnt@gnc.u-net.com

MICROCEPHALY SUPPORT GROUP
12 Moselle Close

Cove

FARNBOROUGH

Hants

GU14 9YB

Tel: 0181 977 6977(day)

Tel: 01252 524 208 (eve)

MITOCHONDRIAL DISEASE
INFORMATION NETWORK
15 Clough Road

BACUP

Lancs OL13 9LP

Tel: 01706 8973 582

Fax: 01706 873 582

E-mail: paulmitogroup@netcentral.co.uk
MOTOR NEURONE DISEASE
ASSOCIATION

P O Box 246

NORTHAMPTON NNT1 2PR

Tel: 01604 250 505

Fax: 01604 24726

MUCOPOLYSACCHARIDE DISEASES
AND ASSOCIATED DISEASES

MPS Society

55 Hill Avenue

AMERSHAM

Bucks HP6 5BX

Tel: 01494 434 156

Fax: 01494 434 252

MUSCULAR DYSTROPHY GROUP
7-11 Prescott Place

LONDON SW4 6BS

Tel: 0171 720 8055

Fax: 0171 498 0670

HEREDITARY MULTIPLE EXOSTOSES
SUPPORT GROUP

6 Durham Road

Edmonton

LONDON N9 9ED

Tel: 0181 245 0314

Fax: 0171 401 2060

MYOTONIC DYSTROPHY SUPPORT
GROUP

National Office, 175A Carlton Hill
Carlton

NOTTINGHAM

NG4 1GZ

Tel: 01159 870 080

Fax: 01159 876 462

NAIL-PATELLA CONTACT GROUP
21 Robinswood Drive

Castle Grange

HULL

Tel: 01482 878 722

NARCOLEPSY ASSOCIATION (UK)
1 Brook Street

STOKE-ON-TRENT

Staffs

ST4 1JN

Tel: 01782 416 417



Support groups affiliated to GIG

Fax: 01782 416 417

NASPCS (THE CHARITY FOR
INCONTINENT & STOMA
CHILDREN)

51 Anderson Drive

Valley View Park

DARVEL

Ayrshire KA17 ODE

Tel: 01560 322 024

NATIONAL SICKLE CELL
PROGRAMME

34 Sundial Avenue

South Norwood

LONDON SE25 4BX

Tel: 0181 771 4365

NATIONAL DEAF CHILDRENS
SOCIETY

NDCS

15 Dulfferin Street

LONDON EC1Y 8PD

Tel: 0171 490 8656

Fax: 0171 251 5020

NEUROFIBROMATOSIS ASSOCIATION
82 London Road
KINGSTON-UPON-THAMES

Surrey KT2 6PX

Tel: 0181 547 1636

Fax: 0181 974 5601

NATIONAL SOCIETY FOR
PHENYLKETOREUREA
NSPKU

57 Danes Drive

Glasgow G14 9HX

Tel: 0141 954 6372

NYSTAGMUS ACTION GROUP

43 Gordonbrock Road

LONDON SE4 1JA

Tel: 01392 725 73 or 0181 690 6679 (eve)

ORGANISATION FOR SICKLE CELL
ANAEMIA RESEARCH

OSCAR Reading

Haematology Department

Royal Berkshire & Battle Hospitals Trust
Craven Road

READING

Berks RG1 SAN

Tel: 0118 987 5111 x 7689
ORGANISATION FOR SICKLE CELL
ANAEMIA RESEARCH

OSCAR Sandwell

Daviot House - Ground Floor
Lombard Street West

WEST BROMWICH

West Midlands

Tel: 0121 525 0556

OSTEOPETROSIS SUPPORT TRUST
10 Cumberland Avenue

Fixby

HUDDERSFIELD HD2 2]]

Tel: 01484 545 974

PARENTS IN NEED SUPPORT GROUP
(PINS)

12 Hindley Crescent

Barnton

NORTHWICH

Cheshire CW8 4LL

Tel: 01606 782 517

PEMPHIGUS VULGARIS NETWORK
Flat C, 26 St Germans Road
LONDON

SE23 1R]

PRIMARY CILIARY DYSKINESIA
FAMILY SUPPORT GROUP

67 Evendons Lane

WOKINGHAM

Berks RG41 4AD

Tel: 0118 977 0258

PRIMARY IMMUNODEFICIENCY
ASSOCIATION

Alliance House

12 Caxton Street

LONDON

SW1H 0QS

Tel: 0171 976 7640

Fax: 0171 976 7641

PRION UNIT
Department of Neurology
St Mary’s Hospital

Praed Street

LONDON

NW2 INY

Tel: 0171 886 6883



Support groups affiliated to GIG

Fax: 0171 886 1422

PROGRESSIVE SUPRANUCLEAR PALSY
PSP Europe Association

The Old Rectory

Wappenham

TOWCESTER NN12 85Q

Tel: 01327 860 299

PSORIATIC ARTHROPATHY
ALLIANCE

PO Box 111

ST ALBANS

Herts AL2 3]Q

Tel: 01923 672 837

Fax: 01923 672 837

PSEUDO XANTHOMA ELASTICUM
PXE Support Group

15 Mead Close

MARLOW SL7 1THR

Tel: 01628 476 687

Fax: 01628 476 687

RESTRICTED GROWTH ASSOCIATION
P O Box 8

Countesthorpe

LEICS

LES8 5ZS

Tel: 0116 2478 913

Fax: 0116 2478 913

RETINOBLASTOMA SOCIETY
Academic Dept of Paediatric Oncology
St Bartholomew’s Hospital

West Smithfield

LONDON

EC1A 7BE

Tel: 0171 600 3309

Fax: 0171 600 8579

NATIONAL REYE’S SYNDROME
FOUNDATION OF THE UK

15 Nicholas Gardens

Pyrford

WOKING

Surrey GU22 8SD

Tel: 01932 346 843

RETT SYNDROME ASSOCIATION UK
113 Friern Barnet Road

LONDON N11 3EU

Tel: 0181 361 5161

Fax: 0181 368 6123

E-mail: rettassoc@aol.com

ROYAL NATIONAL INSTITUTE FOR
THE BLIND

RNIB

224 Great Portland Street

LONDON WI1N 6AA

Tel: 0171 388 1266

Fax: 0171 388 2034

RESEARCH TRUST FOR METABOLIC
DISEASES OF CHILDREN

RTMDC

Golden Gates Lodge

Weston Road

CREWE

Cheshire CW1 1XN

Tel: 01270 250 221

Fax: 01270 250 244

RUBINSTEIN TAYBI SYNDROME
SUPPORT GROUP

Warren House

Swinford Road

Old Swinford

WEST MIDLANDS

DYS$ 2LQ

Tel: 01384 376 352

SUPPORT AROUND TERMINATION
FOR ABNORMALITY

SATFA

73 Charlotte Street

LONDON

W1P 1LB

Tel: 0171 631 0280

SCOTTISH HUNTINGTON’S
ASSOCIATION

Thistle House

61 Main Road

ELDERSLIE

PAS 9BA

Tel: 01505 322 245

Fax: 01505 382 980

USHER SYNDROME SERVICES
SENSE

11-13 Clifton Terrace

LONDON

N4 3SR

Tel: 0171 272 7774



Support groups affiliated to GIG

Fax: 0171 272 6012

E-mail: mary@sense.org.uk
SERIOUSLY ILL FOR MEDICAL
RESEARCH

(SIMR)

PO Box 504

DUNSTABLE

Beds LU6 2LU

Tel: 01582 873108

SHWACHMAN SYNDROME SUPPORT
NETWORK

23 Sutherland Grove

Perton

WOLVERHAMPTON

WVeé6 7PA

SICKLE CELL ASSOCIATION
Sickle Cell Thalassaemia Centre
352 Oxford Road
MANCHESTER M13 9NL
Tel: 0161 274 3322

SICKLE CELL SOCIETY
54 Station Road
Harlesden

LONDON NW10 4UA
Tel: 0181 961 7795

Fax: 0181 961 8346

SICKLE CELL/THALASSAEMIA
SUPPORT GROUP (CROYDON)
Cornerstone House

14 Willis Road

CROYDON CRO 2XX

Tel: 0181 665 0256

SUPPORT ORGANISATION FOR
TRISOMY

SOFT (UK)

29, The Heights

EAST SUSSEX TN35 SEP

Tel: 01424 440217

STEPS (CONGENITAL DISLOCATION
OF THE HIP)

Lymm Court

11 Eagle Bow

LYMM

Cheshire

WA13 9NN

Tel: 01925 757525

Fax: 01925 757525

E-mail: steps@itl.net

STICKLER SYNDROME SUPPORT
GROUP

27 Braycourt Avenue
WALTON-ON-THAMES

Surrey KT12 2AZ

Tel: 01932 229 421

TAY SACHS AND ALLIED DISEASES
ASSOCIATION

19 Anworth Close

WOODFORD GREEN

Essex IG8 ODR

Tel: 0181 505 9948

TELANGIECTASIA SELF-HELP GROUP
39 Sunny Croft

Downley

HIGH WYCOMBE

Bucks HP13 5UQ

Tel: 01494 528047

TREACHER COLLINS FAMILY
SUPPORT GROUP

114 Vincent Road

Thorpe Hamlet

NORWICH NR1 4HH

Tel: 01603 433 736

Fax: 01603 700 244

E-mail: 100674.1765@compuserve.com

TUBEROUS SCLEROSIS ASSOCIATION
Church Farm House

Church Road

NORTH LEIGH

Oxon

OX8 6TX

Tel: 01993 881 238

Fax: 01865 762 358

UNIQUE - RARE CHROMOSOME
DISORDER SG

5 Chaldon Common Road

Chaldon

CATERHAM

CR3 5SDE

Tel: 0181 863 3557

VAN-HIPPER LINDAU
VHL Contact Group
3 Merstone Road



Support groups affiliated to GIG (7]

GOSPORT

Hants PO13 OPB

WEST GLAMORGAN GENETICS
BEREAVEMENT GROUP

West Wing — ¢/o Ante-Natal Unit
Singleton Hospital

Sketty

SWANSEA SA2 8QA

Tel: 01792 205 666 x 5728
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WILLIAMS SYNDROME FOUNDATION
LTD

161 High Street

Tonbridge

Kent TN10 3AT

Tel: 01732 365 152

WORSTER-DROUGHT SYNDROME
SUPPORT

85 Chestnut Way

Burton

CHRISTCHURCH

Dorset BH23 7LR

Tel: 01202 475 244
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