











GENETIC INTEREST GROUP
UK

www.gig.org.uk

The Genetic Interest Group (GIG) works to improve public understanding of genetic issues
and the services provided to those affected by genetic disorders. It aims to provide information,
advice and give a representative voice to voluntary organisations.

GIG was founded in 1989 in response
to the growing debate around embryo
research. Those charties concerned
with genetic disorders realised that they
would be better represented if their
views were coordinated.

One in every 33 babies is born with

a genetic disorder of which there are
6,000 recognised types. GIG works

to improve understanding and support
those with a disorder. It runs an annual
conference to update its 130 voluntary
member organisations on developments
in the field, provides nine workshops

a year, runs a telephone advice line
and information service, produces
leaflets and represents the views of

its members in various national and
international forums.

With the growing debate around
embryo research, GIG advocates on
behalf of patients and families keen

to promote the opportunity to
undertake high quality, ethical research
on embryos. GIG is also actively involved
in research projects. It works with the
NHS to ensure that new technologies,
for example in pre-natal diagnoses, are
introduced with patient needs in mind.

Judges’ Comments

The Genetic Interest Group has wide-
reaching influence, having impacted on
policy and practice at a national level.

It is responsive to members’ needs and
has played an integral role in informing,
educating and representing the views
of patients and families.

IMPACT AWARDS 2008

“Winning this award greatly
helps to further raise awareness
and recognition of the needs

of families with genetic
disorder issues. This in turn
helps us support our member
organisations and continue

to provide invaluable services
to them.”

Alastair Kent, Director, GIG

“GIG has done some very creative work,
for example communicating genetic
information through the arts which is

a very innovative approach and clearly
working. Overall it has achieved an
awful lot and is doing a fantastic job.”
Justine Frain, Vice President, Global
Community Partnerships,
GlaxoSmithKline.

CASESTUDY

A member’s perspective

Nail Patella Syndrome (NPS) UK is a
support group for families affected
by this rare genetic disorder that
causes abnormalities of bone,
joints, fingernails and kidneys.
Those diagnosed experience
extreme difficulty in accessing
information and treatment,

a problem shared by many of

GIG’s smaller member groups.

To address this, GIG established ‘The
Family Route Map Project’ in partnership
with six of its smaller member groups,
including NPS UK. A series of condition-
specific ‘Route Maps’ containing
guidance and advice were produced.
Currently six rare genetic disorders

are covered, helping families access
information, guidance, treatment and
local services.
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LYMPHOEDEMA SUPPORT NETWORK
UK

www.lymphoedema.org/Isn

Lymphoedema Support Network (LSN) is a national charity based in London providing
information and support to people with lymphoedema. It runs a telephone helpline and
produces a range of high quality information resources.

The charity was founded in 1991 by

a group of patients at the Royal Marsden
Hospital. They offered each other mutual
support and together explored ways of
self-managing their condition of which
there is no cure.

Lymphoedema is caused by an
impaired lymphatic system and occurs
when fluid does not drain from the
tissue which causes swelling. It is a
chronic condition that is physically
uncomfortable and painful as well

as psychologically distressing.

As the only national patient-led
organisation, LSN is the largest
information resource for lymphoedema
in the UK. A lot of the network’s
information is requested by healthcare
professionals for use in hospitals and
clinics, and this has become the
yardstick by which lymphoedema is
managed in the absence of any

NICE guidelines.

In addition, LSN works to raise awareness
of the condition and campaigns for better

national standards of care. It has lobbied
hard to get this issue on the map with
Government and the Department of
Health and has secured eight Early Day
Motions in Parliament.

Judges’ Comments

As the only national patient-led
organisation offering information and
support, it has made more difference
to patient care for lymphoedema than
anything health professionals and the
NHS has done. For a small organisation,
it has impressive achievements and
undertakes innovative work.

“Lymphoedema is a difficult area

where people often don't get much
help. What the Lymphoedema Support
Network is doing is really making a huge
tangible difference to sufferers’ lives.”
Graham Neale, Senior Vice President,
Nutritional Healthcare, GlaxoSmithKline.

“This award will enable us to
continue to fund the position
of our Development Manager
for a further year. This will help
the ongoing development of
the charity and be instrumental
in reaching our ultimate

aim of ensuring that every
lymphoedema patient receives
a correct diagnosis and a
suitable level of care.”

Anita Wallace, Chair, Lymphoedema
Support Network

CASESTUDY

A sufferer’s perspective

Mrs Dyer, 70 years old, developed
primary lymphoedema and was
told by her doctors that nothing
could be done to help and she
would just have to live with it.
Finding the helpline number

for LSN on the internet, she
was given help and referred

to a local practitioner. She
continues to receive on-going
information and has used the
charity’s self-help video to
manage her lymphoedema.

Mrs Dyer commented: “I telephoned
LSN and received so much help and
information. My leg is not perfect but
I no longer have to hide away and
feel like a freak. My many thanks to
LSN for making me feel like a normal
human being.”
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MERSEYSIDE DIABETES SUPPORT GROUP

MERSEYSIDE

www.mdsg.info

Merseyside Diabetes Support Group (MDSG) was set up in 1996 to support local people
with diabetes by providing a range of support services including a helpline, publications and
monthly meetings. Its volunteers also provide information to patients at healthcare locations.

Parts of Liverpool are among the most
deprived in the UK with 14,000 people
listed on the diabetes register. Merseyside
Diabetes Support Group was set up

by four patients of a local GP's practice
because they identified the need for
support and information for people with
diabetes, their families and carers.

Diabetes requires significant self-
management, including regular insulin
injections for Type 1 diabetes, with a
careful watch on diet for both Type 1 and
2 diabetes. This makes organisations such

as MDSG essential to help people manage

their condition and enable them to live
as productive lives as possible through
information provision, support and
awareness raising.

“Winning a GSK IMPACT Award is integral to us continuing
to provide advice and healthy living support to people
suffering with diabetes throughout Merseyside.”

John Roberts, Project Manager, Merseyside Diabetes Support Group

Higher rates of diabetes are reported

by all minority ethic groups and MDSG
has responded by establishing the
Multicultural Diabetes Forum to promote
awareness among diverse communities
and improve communication with health
care professionals.

Judges’ Comments:

MDSG is a solid, well-run organisation
that is highly regarded by members of the
local community. It has been extremely
proactive in addressing the needs of
people with diabetes within some of

the poorest and most disadvantaged
communities of Liverpool.

IMPACT AWARDS 2008

“This is a small but extremely effective
organisation that is dealing with a specific
health area and meeting very local needs.
Its work with ethnic minority communities
is impressive. Certainly deserving of an
award in recognition of its importance to
the health of local people.”

Dame Helena Shovelton, Chief
Executive, British Lung Foundation.

CASESTUDY

A service user’s perspective

45-year-old Leslie has Type 2
diabetes. In his highly stressful
job he had been suffering
hypoglycaemic attacks and his
general health was deteriorating.
He asked to be transferred to
another section at work to ease
the pressure on his health and the
increased diabetic problems he was
suffering. His company refused,
not recognising the effects having
diabetes can have.

MDSG stepped in to help Leslie and
provided advice and support to ensure
he received fair treatment at work
and his employers understood the
impact diabetes has on individuals in
the workplace.



N-COMPASS
LANCASHIRE

www.wfadvocacy.co.uk

N-Compass, based in Lancashire, offers advocacy services to people with learning disabilities,
mental health problems and a range of other illnesses. It runs a number of carers’ support
projects, social inclusion projects and a project supporting young women who self-harm.

N-Compass was started in 1999 partly including ‘Carers Point’ providing Judges’ Comments

as a response to the closure of long-term information to adult carers; ‘Youth Crew’  N-Compass deserves an award to

mental hospitals and the problems faced supporting young carers with respite; recognise its high quality services delivered

by many people who had lived in the ‘Social Inclusion Programme’ to a wide range of people with a host of

institutions all their lives. Through helping anyone over 16 at risk of health needs. Its Butterfly Project is one

advocacy, N-Compass seeks to provide being socially excluded as a result example of its creative approach to dealing

a voice for such people and also helps of experiencing emotional and mental with mental health issues. N-Compass is

them speak for themselves. distress due to stress, anxiety and set apart by its range and standard of
depression and ‘The Butterfly Project’ services, and the user-focused approach.

N-Compass is based in the Wyre and Fylde  providing one-to-one and group

area of Lancashire. It has developed a counselling support to girls aged “The scale of N-Compass's work is very

range of advocacy and carers projects 12-18 who self-harm. impressive. It undoubtedly has a huge

positive impact on all those who use its
............................................................................................................... services.” Stephen Dunmore, Former

“This award is a marvellous pat on the back for the hard Chief Executive, Big Lottery Fund.

work our staff and volunteers undertake. We plan to use
the money to fund a new IT and communications post to
help increase online delivery of our services.” A young women'’s perspective

CASESTUDY

Caroline Sager, Chief Executive, N-Compass Kerry was referred to the
Butterfly Project by her aunt
who was concerned about her
niece’s self-harming behaviour.
She had been cutting herself
with a razor blade for about
three years. Kerry suffered from
low self-esteem and was angry
towards her father. She was
ashamed of her self-harming
and felt isolated.

Through the project Kerry received
counselling, where her issues and
coping strategies were explored.
Kerry joined group work after several
one-to-one sessions and made many
new friends.

Kerry is now much happier and has
made contact with her father, visiting
him and his new family. She has learnt
to understand the reasons behind

her self-harming and doesn’t cut
herself anymore.

IMPACT AWARDS 2008 10
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PARC ESSEX
ESSEX

WWW. parc-essex.org

The Play And Resource Centre (PARC) Essex provides specialist sessions for disabled
children, their families and/or carers. Open seven days a week, it offers essential support
from play sessions to training and respite care.

A recent survey conducted as part

of the Every Disabled Child Matters
Campaign found that 80% of families
with disabled children were at breaking
point. Founded in 1997 by a parent of
two severely disabled children, PARC has
developed its services directly in response
to the needs of families to empower
them to help themselves. These services
include respite care, play sessions,
access to training for adult carers and
sessions designed to improve children’s
mobility and progress towards their
developmental milestones.

In response to specific feedback, a
premature and sick baby group was
launched and sessions for siblings were
incorporated. PARC also provides access
to free counselling for parents under
particular emotional stress.

CASESTUDY

PARC is involved in the Special Educational ~ “This award will help us in
Needs Reference Group of Essex County  many ways. It will help us A family’s perspective

for special needs education service ; : .
proviF;ion for children of special needs children, and premature and sick baby group
' with our impending move to after her son, Patrick, was born
Judges’ Comments: new premises and t:\e purchase I11twe;eks zrfhm::u';e: t was .
PARC is a shining example of a of new equipment. rie(eel;'r?UZe elz mae:tfal ‘r:;:srtlcc:nes
. L 1 'V
successful small, local charity providing Georgina Rhymes, Business Development 9 P

as he had suffered severe brain
damage affecting his vision, motor
ability and learning skills.

much-needed support for disabled Manager, PARC Essex
children and their families. There is
no similar organisation locally that is

as active in promoting the needs of PARC has allowed Katy to form

disabled children and young people. “PARC is one step ahead with its work friendships with parents in a similar

A well-deserved winner. to help parents and children. This position and find out about their
organisation is excellent at identifying a struggles. They helped her come to terms
gap in need and jumping in there to fill with the diagnosis, arranging counselling
it. Its knowledge and responsive action for her and her husband. Patrick, now
makes this a truly inspirational charity.” three, continues to attend the centre’s
James Cracknell OBE, Olympic Gold specific sessions designed for more
Medallist. vulnerable pre-school children.

IMPACT AWARDS 2008



WOMEN’S WORK
DERBY

www.womens-work.org.uk

Women's Work operates within the city of Derby, providing advice and support for
women involved in street sex work and substance misuse through outreach work and

a drop-in centre.

Women'’s Work was founded in 2003
to reduce prostitution by identifying
the needs and emotional issues of the
women and supporting them to stop
street sex work. A survey found that
many had experienced homelessness,
sexual abuse and assault, and had
mental health problems, often arising
from drug habits.

Female staff and trained volunteers go
out in cars at 2am three times a week

to build up a relationship and gain the
confidence of the women, offering advice
on how to keep themselves safe and
invite them back to their centre. At the
centre showers, hot meals and laundry
facilities are provided as well as doctors'’
appointments and, when the women
are ready, counselling and drug therapy.

Women’s Work is also part of a UK network
that is developing good practice guidelines
and setting national standards for projects
that work with street sex workers.

“Without this award we might
not have been able to continue
providing the level of activity
our service users are used to.
This award really is a lifeline

to the charity itself, but more
importantly to the vulnerable
women we work to support.”

Dionne Reid, Project Manager,
Women’s Work

Judges’ Comments

A quite exceptional organisation
displaying flexibility that statutory
services find hard to achieve. It has
solid management in place and has
developed very good partnerships
with police and local residents,
helping it to undertake its work
more effectively and continue to
reach a hidden and stigmatised
section of society.

“Women's Work is clearly having an
impact on its service users with its
innovative and exceptional approach

to a difficult issue. Well deserving of

an award.” Steve Dewar, Director of
Funding and Development, King’s Fund.

CASESTUDY

A woman'’s perspective

Gemma was a heroin and crack
user for six months before
becoming a street sex worker.
She had already been hospitalised
and her partner had ended up

in prison twice because of their
addiction. They lost their home
and shoplifted to fund their habit.

A year later Gemma encountered
Women's Work through its outreach
programme. She visited the centre to talk
through her problems and get advice.
When she fell pregnant, Women'’s Work
supported her in a drug treatment
programme and even accompanied her
to antenatal appointments. With their
help Gemma has gained accommodation
and is continuing rehabilitation.

IMPACT AWARDS 2008
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THE DIFFERENCE A GLAXOSMITHKLINE IMPACT AWARD CAN MAKE

GlaxoSmithKline and the King’s Fund have been working in partnership to run the
IMPACT Awards for 11 years. Last year we carried out a review to find out how winning
organisations had developed and to get some detailed feedback. The results were impressive.

We were frequently told that winning a GSK IMPACT Award
was a key turning point in an organisation’s development,

giving them improved status (particularly with funders and

service commissioners), boosting morale and motivating
staff. Many organisations received additional funding and
expanded soon after winning. The assessment and feedback,
professional photographs and help with publicity were also

extremely useful to organisations.

The New IMPACT Awards Development Network

Our response to the feedback is
that in 2008 we are providing a
GlaxoSmithKline IMPACT Awards
Development Network.

The network is being hosted by the
King’s Fund, which has an excellent
reputation for developing community
organisations and providing
challenging leadership management
and personal development training
programmes in the health sector.

The network will provide targeted
training and leadership development
opportunities for GSK IMPACT Award
winners and highly commended
organisations. Much of the work will
take place in small groups (learning
sets), which this year are based in
London and Scotland. Within the
learning sets a specialist trainer

will work alongside a leadership
trainer focusing on specific areas of
development. They will work to ensure
that the skills learnt are applied within
each organisation.

IMPACT AWARDS 2008

Part of the work will be harnessing the
skills and expertise of the organisations
taking part, encouraging joint work to
find solutions to common problems.

The GlaxoSmithKline IMPACT Awards
Network is an exciting new development
for the awards, giving enormous added
value for the organisations taking part.

Attendees at the first network
event commented:

“This has been an extremely
positive experience. The
information and organisation
was faultless.”

“The identified content of the
forthcoming learning sets is so
relevant to me and my colleagues.”

“Really high quality trainers.

| particularly appreciated their
style with delegates - participative
and supportive.”

Winners also told us that after they won they would have
liked us to keep in touch and offer them further support.

Many organisations had very limited budgets for their own
staff and trustee development. Growth and success for an
organisation also brings with it many challenges, particularly
around management, leadership and infrastructure.

“Extremely worthwhile
and useful. | think the
networking and follow
up events are an excellent
idea for small charities

m

with ‘growing pains’”.

“| particularly enjoyed the
opportunity to share ideas

and experiences, and felt the
leadership presentation was quite
inspirational.”

“I really want to start the
learning sets now!"”



HIGHLY COMMENDED AND RUNNERS-UP

HIGHLY COMMENDED

Each organisation receives a £5,000
unrestricted donation.

Barnet Refugee Service

A London-based organisation working
to improve the health of asylum seekers
and refugees.

British Liver Trust

A national charity based in Hampshire
raising awareness of liver disease and
promoting healthier lifestyles.

Cumbria Alcohol and Drug Advisory
Service (CADAS)

A counseling and support charity for
those with alcohol and drug problems
in Carlisle, Cumbria.

Endo UK

UK-wide charity based in London
offering support and advice for women
with endometriosis.

South East Area Lifestyle
Community Health Project (SEAL)

A community organisation encouraging
socially excluded people in Glasgow

to participate in activities that lead to
healthier lifestyles.

RUNNERS-UP

Each organisation receives a £3,000
unrestricted donation.

Chooselife Cymru

Provides support to drug addicts

in Carmarthenshire with day care,
relapse prevention and healthy eating
programmes.

GMFA - Gay Men'’s Health Charity
Serving Greater London, GMFA provides
information and skills training to help
gay men make informed choices.

Reach

A community health project based in
Glasgow providing culturally sensitive
clinical health information to black and
minority ethnic communities.

Women'’s Resource and
Development Agency

Works to advance women's health,
equality and participation through
training, advocacy and support in Belfast
and throughout Northern Ireland.

York Against Cancer

Established to provide information about
cancer to patients, carers and health
professionals in York.

GIaxoSmiD
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The GlaxoSmithKline IMPACT Awards are held annually in the UK and in the Philadelphia area

of the USA.

In the UK, the GlaxoSmithKline IMPACT Awards are operated in partnership with the King's Fund.

The King’s Fund is an independent charitable foundation working for better health, especially in London.
It carries out research, policy analysis and development activities, working on its own, in partnerships,
and through grants. It is a major resource to people working in health, offering leadership and
educational courses; seminars and workshops; publications; information and library services;

and conference and meeting facilities.





