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Chair’s introduction

During the year Genetic Alliance UK has been able to meet its ongoing goals and
objectives and also achieve success and progress relating to new objectives. That this was
accomplished alongside an improved financial position is encouraging. The latter was due
to a number of factors. Support from organisations which value the work of Genetic
Alliance UK was forthcoming for which we are very grateful. I am indebted to the newly
appointed Director of Finance, the Management Team and Trustees, who put in an
inordinate effort to meet the challenges we were facing.
In terms of our goals I would emphasise the fact that we continue to develop our role in
influencing and informing the health departments of all four of the UK countries. In this
context a high priority is the aim of increasing equity of access to health provision for
patients, families and carers affected by genetic conditions. Also of prime concern is our
campaign for the development of a UK wide national plan for rare diseases.
A particular achievement this past year is that our membership includes over 150 groups
– the highest it has ever been, and we have been able to take on the important work of
providing support for families and children with undiagnosed genetic conditions.
Significant challenges lie ahead for the coming year. The ‘New NHS’ in England is in a
state of flux and our policy and parliamentary work will be significant. We will be
responding to the joint consultation document published by the four UK Governments on
rare diseases and continuing our work through Rare Disease UK. Our ongoing projects
are all exciting and worthwhile and we have an excellent professional team to manage
them.
In summary, Genetic Alliance UK has met and overcome
considerable challenges in the past year and is now in a
strong position to continue its work in supporting patients and
families affected by genetic conditions.

Christopher J Friend
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Treasurer’s report

The continuing difficult financial environment remains an important feature of Genetic
Alliance UK’s year and continues to challenge our growth activities. In particular our staff
responded exceptionally well to the situation and their flexibility has helped us address
these difficult circumstances.
We have also been fortunate to see significant and generous increases in both the
charitable donations we have received and in our project work that continues to generate
valuable income. However, we have also been challenged by the need to ensure our
governance and internal financial controls are able to provide accuracy and assurance in
our financial management, particularly with regard to the, often complex, arrangements
with our project work. We have been fortunate to recruit an experienced and effective
Director of Finance who has helped to address a number of financial issues and we are
working to further strengthen our governance and controls to mitigate our risk profile.
These improving disciplines will continue to underpin our development and sustainability
as the financial environment improves.
The appointment of a Director of Development in summer 2012 is an important step to
generate further income streams and create greater financial security. We look forward
to reaping the rewards of this investment in the future and to expanding our support,
campaigning and uniting for those with genetic conditions.

Christopher J Goard
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What we do
We aim to improve the lives of people affected by genetic conditions by
ensuring high quality services and information are available to all who
need them.

Supporting
We raise awareness of genetic conditions and work to improve the quality
of services and information available to patients and families.
Campaigning
We campaign on issues of policy and practice in order to influence
governments, policy makers, industry and care providers such as the
National Health Service.
Uniting
As an umbrella group with a membership of 154 patient organisations, we
provide a united voice for those affected by genetic conditions, enabling
us to work together towards the common goal of making life better for
patients and their families, and for those at risk of genetic disease.

“The excellent work that you do is so important. As a small non-profit we
would not be able to gain the knowledge that you provide on our own.
Thank you so much!” Feedback from a member in our member survey of
January 2012.
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Influencing policy in the UK and Europe
Reorganisation of the NHS
This year has seen the Health and Social Care Bill enacted and our
briefings at Westminster focused on representing patients who need
specialised health services. We continued to promote fair access to these
services and also the integration of the care they provide with that
provided by patients’ local services.
It became apparent to us that many changes to internal NHS structures
and policies in England were taking place parallel to the Bill’s progress
through parliament, and that these changes were at least as important as
those being discussed in parliament. We expanded our policy work to
take account of this, raising awareness of the concerns of Genetic Alliance
UK and its membership.
This included ensuring a clear patient perspective is involved in shaping
specialised services through the 55 service-specific Clinical Reference
Groups (CRGs). We worked hard to ensure good patient representation
on the CRGs which each have ‘Patient and Public Engagement’ members
from patient organisations. We are proud that over 40 of the 110 places
belong to Genetic Alliance UK members, partly through our nominations.
Committees
Over the last year, Genetic Alliance UK staff have represented patients
and their families on over 60 committees, including the UK Genetic Testing
Network Gene Dossier Group, the Gene Therapy Advisory Committee, the
European Medicines Agency (EMA) Committee for Advanced Therapies,
the Patient and Consumer Working Party, the National Institute of Medical
Research (Clinical Genetics Specialty Group), Understanding Animal
A charity registered in England and Wales 1114195 and Scotland SC039299. Company registration 05772999
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Research (Board; Animal Legislation Group) and the Department of Health
Targeted Medicine Workgroup.
Genetic Alliance UK is often the only patient group represented at
meetings where policy decisions are made, uniquely contributing the
patient perspective to discussions. For example, our Director was recently
the only patient representative at a meeting of national regulators, HTA
agencies, industry and clinicians where the regulatory problems created
by the development of drugs and companion diagnostics were discussed.
Preimplantation Genetic Diagnosis (PGD)
We have continued to support applications for licences for preimplantation genetic diagnosis (PGD) to avoid the birth of children with
specific genetic conditions. In the past year, we have written patient
statements of opinion in support of 39 applications, making a total of 80
statements. Every one of these applications has since been granted a
licence. We involve our members in this work as not only does this raise the
quality of the submissions, but it also means submissions are made by
groups who could not make them without our help.
Europe
Many issues important to our work are regulated or governed by the EU.
This year we have been active on three important issues through our
membership of the European Genetic Alliances’ Network (EGAN). Firstly,
we have participated prominently on debates on the Clinical Trials
Directive, which is a significant barrier to clinical research in the EU.
Secondly, prior to the publication of a first draft of the review of the Data
Protection Directive, we worked with a group of stakeholders led by the
6
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Wellcome Trust on a joint statement highlighting issues that may limit
researchers’ access to potentially useful patient data.
The third focus of our activity in Europe was the EU Directive which
regulates in vitro diagnostics, which is also currently under review. One of
the issues that will be reviewed is the in-house exemption for genetic tests
and we have worked hard to communicate how important this exemption is
in making available genetic tests which are tailored to individual patients
and for rare diseases. In addition, we continued to review package
leaflets for the European Medicines Agency. We endeavour to ensure
that these provide comprehensive and clear information about the
medicines, and we involve our members in this work as much as we can.
Mitochondrial Disease
This year has seen further steps taken towards regulation of new therapies
which are currently under development at Newcastle University to avoid
mitochondrial disease. We have played an active role here, designing an
innovative briefing to help to communicate the
technology, and playing a role in the Human
Fertilisation and Embryology Authority’s (HFEA)
public engagement activities with Alastair Kent,
our Director sitting on the Oversight Committee.
This explanatory cartoon of possible
mitochondrial disease treatment is available at
www.geneticalliance.org.uk/docs/avoidingmitochondrial-disease.pdf
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Supporting people affected by rare diseases Rare Disease UK (RDUK)
Interest for and support for Rare Disease UK continues to grow and the
membership now includes over 1,200 individuals and organisations,
including over 200 patient organisations. The highlight for the year was
our success in ensuring that the four UK governments’ health departments
launched the consultation on the UK plan for rare diseases. This twelve
week statutory consultation process was launched on the 29th of February
2012, which also marked the 5th International Rare Disease Day.
The general elections to the devolved
administrations in May 2011 saw us busy
conducting contact campaigns and, with the
support of our members, collecting pledges of
support from candidates for a plan for rare
diseases.
Our activities and efforts
strengthened our political support in the
devolved nations and we have established a
strong base for working with parliamentarians in
the future.
“Thank you for all you are doing. I think great progress has been made
and we are moving closer to securing a better experience for all people
with a rare disease.” Former carer for patient with a rare disease and
support worker.

Rare Disease UK in Scotland
In June 2011, Rare Disease UK hosted a collaborative event with the
Scottish Medicines Consortium (SMC) where stakeholders with an interest in
8
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rare diseases had the
opportunity to discuss issues
with the SMC, and also to learn
and understand more about the
SMC’s appraisal process work.
In July 2011, we convened a meeting with Confer (the Scottish charity for
neurofibromatosis) to explore the potential establishment of a Scottish
Parliament Cross Party Group on Rare Diseases. This idea was met
enthusiastically and plans to develop a Group are underway in 2012.
RDUK also submitted a Public Petition to the Scottish Parliament Public
Petitions Committee on ‘Access to Therapy for Rare Diseases’, looking at
the SMC appraisal process for orphan medicines and how Individual
Patient Treatment Request (IPTR) criteria capture the unique nature of
orphan medicines. The petition has been referred to the Health and Sports
Committee, which we feel is a great achievement for our work in Scotland.
Rare Disease UK in Wales
As part of the Rare Disease UK campaign, we continued to work closely
with Assembly Members at the National Assembly for Wales from all
political parties. Rare Disease UK and Genetic Alliance UK members,
individuals and families living across Wales also campaigned and lobbied
their politicians to increase awareness of the campaign.
The National Assembly’s Health and Social Care committee held a briefing
seminar for Assembly Members on Access to Medicines in Wales, at which
Genetic Alliance UK and Rare Disease UK were invited to speak from the
patient perspective.
A charity registered in England and Wales 1114195 and Scotland SC039299. Company registration 05772999

9

Genetic Alliance UK Annual Review 2011/2012

Rare Disease UK in Northern Ireland
We continued to be active in Northern Ireland working with politicians,
policy makers and commissioners and played an active role in establishing
a new organisation, the Northern Ireland Rare Disease Partnership, which
was launched on Rare Disease Day 2012.
We also worked with the Irish Platform for Patients’ Organisations, Science
& Industry (IPPOSI) and the Genetic and Rare Disorders Organisation
(GRDO), which are based in the ROI, to ensure that links are fostered
between Northern Ireland and the Republic.

10
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Working in the devolved nations
Working in Partnership in Northern Ireland
Although we have no dedicated team member in Northern Ireland, we
were active within the Northern Ireland Rare Disease Partnership as
described opposite.
Championing Patients’ Interests in Scotland – Some Key Activities this Year:

Bringing a patient perspective to service planning and delivery
through our membership of the National Services Public Reference
Group and the Patient Involvement sub-group of the Scottish Clinical
Genetics Forum.


Working with NHS Scotland on a review of Bowel Screening Service
information.



Building links with carer organisations.



Attending the managed clinical network review of the Inherited
Metabolic Disorder Network.



Welcoming the 140th member to the ‘Genetic Alliance UK Ltd in
Scotland Virtual Patient Panel’, the on-line network of patient and
families affected by genetic conditions in Scotland.



Promoting self-management of genetic conditions via The Paving the
Way to Self-Management project’s series of podcasts and video
podcasts in which families with rare conditions discuss how they
manage their conditions.

A charity registered in England and Wales 1114195 and Scotland SC039299. Company registration 05772999
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Establishing patient support groups for genetic conditions where
none currently exist.
Working with the Scottish Paediatric and Adult
Haemoglobinopathies network to survey families and collate the
information into a useful report for the group.




Working with Families and Member Groups in Wales – Some Key
Activities this Year:

Submitting a response to the UK National Screening Committee
consultation on familial hypercholesterolaemia (FH) and working
alongside families from the South Wales FH Family Forum to submit
a statement in support of cascade screening for the condition.


Canvassing the views of members of the South Wales FH Family
Forum and of specialist FH healthcare professionals based in Wales
on two consumer information documents entitled Genetic Test Results
and Insurance and Familial Hypercholesterolaemia (FH) and Insurance
in response to a request from the Association of British Insurers (ABI)
thereby providing the ABI with valuable feedback, which was
incorporated into the final leaflets.



Communicating the views of those affected by genetic conditions
such as Duchenne muscular dystrophy, medium chain acyl
dehydrogenase deficiency (MCADD) and sickle cell disease as the
patient group representative for the all-Wales Newborn Screening
Programme Review Board.



Attending a Welsh Health Specialist Services Team (WHSST)
12
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meeting regarding the review of the policy on funding of enzyme
replacement therapy for lysosomal storage disease patients in
Wales.


Accepting an invitation be the third sector/patient group
representative on the Welsh Health Specialised Services Committee’s
(WHSSC) Planning and Prioritisation Advisory Group, which will
undertake a strategic assessment of service programme plans.



Submitting a response to the Welsh Government’s ‘Together Against
Cancer Plan’ Children and Young People’s Continuing Care
Guidance’ consultation; NHS Wales’ all-Wales decision making
policy on Individual Patient Funding Requests (IPFR).



Celebrating the publication of the 100th story on the National
Genetics Education Development Centre and University of
Glamorgan’s ‘Telling Stories Understanding Real Life Genetics’
website, the online story-bank about people living with genetic
conditions that has been developed for nursing and medical training.

A charity registered in England and Wales 1114195 and Scotland SC039299. Company registration 05772999
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Undertaking projects that make a difference
We are involved in a number of projects, either run in-house or in
collaboration with other organisations, designed to make a difference to
individuals and their families or to our member groups in their work of
supporting their members.
Providing a Toolkit for Government and Health Professionals
This year Alastair Kent and Dr Celine Lewis authored a chapter of the
Public Health Genomics Foundation’s Born Healthy Toolkit for Congenital
Disorders. The toolkit is aimed at government officials, health professionals
and others with an interest in tackling the problem of congenital disorders.
It provides guidance on collecting evidence of health needs and engaging
stakeholders in planning and implementing strategies for prevention,
treatment and care that reflect their local circumstances.
Providing Information Online - Eurogentest II
As partners in this European collaboration, we have ensured the online
information available to patients which describes all aspects of their care
from a medical genetics service is up-to-date and accurate and have
added three additional languages (Arabic, Chinese and Japanese) to the
28 existing languages already featured in this fantastic information
resource, which is freely available to all.
Educating Patients and the Public about the Research and Development of
Medicines - European Patients’ Academy on Therapeutic Innovation
This new five-year EU funded project has brought together a consortium of
29 organisations led by the European Patients' Forum. The consortium
comprises a unique combination of pan-European patient organisations,
academic and not-for profit organisations expert in patient and public
14
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engagement, and European Federation of Pharmaceutical Industries and
Associations (EFPIA) member companies. Via this consortium EUPATI will
develop excellence in state-of-the art, high quality, objective education to
patients about therapeutic innovation. EUPATI will thereby make a
substantial and measurable difference to patients by providing the tools
and the knowledge for their meaningful involvement and empowerment in
pharmaceutical innovation, safety of medicines and access to treatments.
Facilitating Networks of Expertise
This three-year Department of Health funded project was completed in
March 2012. A pilot scheme working with nine of our smallest member
groups, it sought to address the difficulties that children, adults and
families with rare genetic disorders experience in obtaining good
information and optimal healthcare for their condition.
Five networks were formed for the following conditions: ataxia, cerebral
Delegates listening
intently at a healthcare
professional training day
about Ataxia set up by the
Facilitating Networks team.

A charity registered in England and Wales 1114195 and Scotland SC039299. Company registration 05772999
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cavernous malformations, hypermelanosis of Ito, rasopathies and familial
adenomatous polyposis. Each network developed in response to input
from their respective patient groups and their healthcare professional
communities. All succeeded in bringing together and building up expertise,
and in creating and publishing information and guidelines that will improve
patient care in the future.
Identifying Why People from Minority Ethnic Groups with a Family History
of Cancer are Less Likely to Access Clinical Genetic Services – Familial
Cancer Risk in Ethnic Minorities
This joint research study by Genetic Alliance UK and the University of
Nottingham is working to identify why people from minority ethnic groups
with a significant family history of cancer appear less likely to access
clinical genetics services than the mainstream UK population. The findings
will inform the
development
of
interventions
in
order to improve
access to NHS
genetics services for
people
from
m in o ri ty
e th n ic
groups.

A workshop including patients and health professionals
discussed the issues raised by the project in February 2012.
16
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three main groups: healthcare professionals, patients referred to cancer
genetics services and community members who have either identified a
family history for themselves or been diagnosed with one of the cancers
focused on in this study.
A consensus development workshop agreed on the validity of the
preliminary key themes and issues identified in the study. Participants also
provided information to help us to decide what should be done next and
also how to disseminate the findings. Over the coming months we will
produce a written report, publish articles in peer-reviewed journals and
present our findings at relevant conferences.
Identifying and Promoting Good Practice in the Provision of Information to
Patients
This project, carried out in partnership with the National Specialised
Commissioning Team (NSCT), looked at Patient Information Pathways,
which can be defined as flow charts of the patient journey from diagnosis
through to treatment and ongoing care or discharge with the information
plotted at appropriate points.
We reviewed the Patient Information Pathways provided by the health
service providers for seven different rare conditions. Then, in partnership
with the relevant health service providers and patient support groups, we
su rv eyed pati en ts an d th eir fam ilies in order to
compare their actual experience with the pathways. We asked not only
about medical care and support given in managing conditions, but also
about non-medical topics such as financial and educational support. We
then selected a number of respondents to interview in greater depth. This
A charity registered in England and Wales 1114195 and Scotland SC039299. Company registration 05772999
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process and a literature review informed our report, which identified what
makes a good Patient Information Pathway, areas of existing good
practice and generic and specific areas for improvement.
Finding Gaps in the Information Given to Patients
The National Specialised Commissioning Team (NSCT) has asked all its
commissioned service providers to produce Patient Information Pathways
showing what information they make available to patients at different
points in the care pathway. At the request of the NSCT, we undertook an
analysis of the gaps in the information that is provided to patients and
their families by the services for choriocarcinoma, pseudomyxoma
peritonei, retinoblastoma and cancers of the eye.
We identified gaps primarily in health related matters but also in
information on and links to welfare advice, support groups and social
care. We then collated the information for inclusion on the National
Cancer Action Team Patient Experience website and produced a report
identifying gaps in the information provision.
Looking at Stakeholder’s Experience of Reliable Accurate Prenatal NonInvasive Diagnosis
The Reliable Accurate Prenatal Non-Invasive Diagnosis (RAPID) project
was launched in 2009 and is funded by a £2 million programme grant
from the National Institute for Health Research (NIHR).
We are proud to be partners in this programme, working in conjunction
with a multi-disciplinary team of academic and clinical researchers from
universities and hospitals across the UK, leading to what we hope will be
18
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an important development in improving care and management for women
during pregnancy.
In this last year the project team interviewed over 50 service users and 40
health professionals in order to assess their views, experiences and
preferences for this new technology that it is hoped will facilitate the
diagnosis of specific genetic disorders earlier in pregnancy. We found
that service users are overwhelmingly positive about a test that is safe,
undertaken early in pregnancy, accurate and easy to conduct.
However, whilst the benefits are clear to both patients and health
professionals, some professionals are concerned that women may not think
through the consequences of a simple blood test. Therefore, it is imperative
that informed consent is provided alongside appropriate counselling
support, both before and after the test results.
To date we have had two papers accepted for publication in peer
reviewed journals detailing the findings from this research. We have also
disseminated the findings at conferences to key stakeholders at the British
Society of Human Genetics conference, clinical genetics training days and
an emerging technologies workshop at Great Ormond Street Hospital for
Children.

A charity registered in England and Wales 1114195 and Scotland SC039299. Company registration 05772999
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Finding Out How Patients with Serious or Rare Conditions Perceive the
Risks and Benefits of New Medicines - Citizens’ Jury
The 18-month Risks and Benefits Citizens’ Jury project, facilitated by
colleagues at the Welsh Institute for Health and Social Care (University of
Glamorgan), looked at how patients with serious and/or rare conditions
perceive the risks and benefits of new medicines, and how effectively
current regulatory decision making reflects their preferences.
Twelve individuals were
selected to form the Jury. All
were either patients with
serious and/or rare conditions
or were family members of
someone with a serious and/or
rare condition. After exploring
the risks and benefits of
hypothetical case studies and
hearing from a number of
expert and advocate
witnesses, the Jury concluded
that:

The Jury debated many issues, both as
individuals and a group.
20
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Regulators should include psychosocial factors in their decision
making.
Regulators should be more permissive for those treatments for
people with rare and/or serious conditions.
Patients should be more involved in all stages of the process,
from setting the research agenda, to post-marketing authorisation
decisions.
Patients should be better supported to make their own decisions.

“It was an enjoyable and enlightening experience, which I’m very glad to
have been part of...[I] hope that it turns out to be as influential as it
deserves to be.” A Jury member.
The project team worked with the jurors to produce a report that outlines
their key findings and recommendations, and efforts will continue over the
coming year to disseminate these more widely to stakeholders, and to
groups and organisations
that make decisions about
new medicines.

The Risks and Benefits Citizens’
Jury.
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Providing “Route Maps” for People with Rare Conditions
Funded by the Department of Health, the Route Maps for Rare Conditions
project builds upon the work that Genetic Alliance UK commenced in our
2007 Family Route Map project. The aim is to develop a practical, costeffective framework for improving information, access and coordination of
health and social care services for people with rare genetic conditions.
This year has seen the ten patient support groups recruited as pilot groups
complete their Route Maps and make plans for launching them to their
members and medical communities.
A “toolkit” to assist other groups to develop their own Route Maps based
on the experiences of the pilot groups, will be prepared next year.
Undertaking Research into the Social and Psychological Impact of Genetic
Testing
In June 2011, Dr Celine Lewis was awarded her PhD, which was conducted
with the Faculty of Health at the University of Plymouth. The main focus of
her research was the social and psychological impact of genetic testing on
patients and families. In particular, Celine focused on what it was like for
patients when they found out they were carriers of recessive or X-linked
conditions, and the impact on parents of not having a diagnosis for their
child. As a result of this research, Celine developed a series of patient
information leaflets which are now freely available on the Genetic
Alliance UK website. Her research has been published in peer reviewed
journals.
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Re-establishing a Support Group for Families of Children with
Undiagnosed Genetic Conditions - SWAN UK (Syndromes Without a
Name)
Celine’s findings helped support a successful application to the Big Lottery
Fund which has enabled us to re-establish and develop SWAN UK. This
vibrant new project is offering support and information to families of
children with undiagnosed genetic conditions through an online network
using social media as well as an informative and well-received newsletter.
Much has been achieved in this first year with 300 families now engaged
in the project and more joining them on a daily basis.
A strong online presence has been established in social media communities
with more than 220 families supporting each other daily via the SWAN
UK Facebook group, over 1,000 followers on Twitter, and numerous
videos presented on our YouTube channel highlighting the issues faced by
families of children with undiagnosed genetic conditions. SWAN UK has
SWAN UK has
produced many
materials for
families informing and
helping build a
strong
community. The
2012 Calendar
was a big hit.
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also worked with the award-winning site Netbuddy.org to set up a page
of tips specifically for parents of children with undiagnosed genetic
conditions. Significantly, the SWAN UK blog has been selected by the
British Library to be included in the UK Web Archive as representing an
aspect of culturally significant online life in the UK.

“It is so nice to finally know there is a group of people who know what
it is like to travel a different path to the rest of the world. Even if I don't
always get time to post on here, just reading things others have posted
is so inspirational. The information provided is great too - I have found
so many helpful things posted here. Finding this group was like finding a
light switch in what had previously been a very dark journey!! Keep up
the fantastic work!” - Parent of an undiagnosed child.

SWAN UK is also working closely with other bodies and agencies such as
the NIHR genetics speciality group portfolio coordinator, the GenRes
network, the Deciphering Developmental Disorders (DDD) research team
and the Council for Disabled Children (CDC) and has also been busy
raising awareness of the issues around undiagnosed genetic conditions
amongst the public and health care providers.

24
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Finding Out What the Public Think about Human Tissue Research Strategic Tissue Repository Alliance (STRATUM)
In November 2011, Genetic Alliance UK began work on Strategic Tissue
Repository Alliance through Unified Methods (STRATUM), a 15-month
Technology Strategy Board (TSB) funded project seeking to address the
problem of there being insufficient numbers of human tissue samples of
adequate quality with associated clinical data to enable efficient
biomedical research in the UK. We are proud to be involved in this
collaboration between the pharmaceutical industry and academia, led by
AstraZeneca. Other partners of the consortium include GlaxoSmithKline,
Lab21 and the universities of Manchester, Nottingham and Leicester.
It seems that there is a general willingness from the general public to
donate samples for research. However, few public attitude studies have
been conducted within the UK. As a result, not enough, for example, is
known about how the public feel and what their expectations are on
specific issues relating to consent where samples are to be used for
biomedical research. This evidence is critical in order to formulate a
biobanking policy in line with patients’ and the general public’s desire to
support human tissue research.
We are therefore in the process of conducting research with
patients and the general public in order to explore issues such as:

Which models of consent are favoured when donating samples for
research,

What types of research people are willing to consent to, and

What types of tissue people are willing to consent to be used in
research.
A charity registered in England and Wales 1114195 and Scotland SC039299. Company registration 05772999
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Furthering Understanding of Animal Research - Discovery Day
Genetic Alliance UK and Understanding Animal Research held a workshop
for our member organisations to explain and discuss how and why animals
are used in medical research and why animal research is important to the
further understanding of and development of treatments for genetic
conditions.
Talks were given by research scientists who are researching genetic
conditions. Discussions centered on current research, how, why and when
animals are used, when it is appropriate to use alternative methods, and
the ethics of animal research. Attendees were given the opportunity to talk
with people working at the cutting edge of research and to listen to them
explain their take on the conditions that they study and the different
approaches used to investigate them. The day also included a tour of an
animal research facility, showing how the animals that are used are kept
and cared for.
We hope to continue working with the attendees of the day for the year
ahead and to work with them to raise awareness on this important area,
particularly as we work with policy makers and legislators as the Animals
Directive is transposed into the UK, later in 2012.
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New projects
The past year has been particularly productive for us at Genetic Alliance
UK. We have started several exciting projects in 2012.
Navigating the Maze
Work on the Navigating the Maze project started in February 2012. The
aim of the project is to empower patients and families with rare genetic
conditions and their support groups to take an active role in their health
care and in influencing healthcare provision. The project involves the
development of an online information and navigation tool that will help
them to understand the UK healthcare systems and enable them to access
and influence the wider processes and organisations involved in the
development of treatments and services. Specific information will be
provided relevant to the healthcare systems in each of the home nations.
Providing Accurate Information about Disclosing Information to Insurance
Companies
We regularly receive enquiries from people about their concerns around
disclosing information about their genetic condition when they are trying to
buy insurance policies. This project is producing information that will be
freely available online and to download to our members and to
individuals that will answer many ‘frequently asked questions’ about this
important area. The information will be completed and published by the
summer of 2012.
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Looking ahead
As we move into a new year, the Health and Social Care Act is in place
and being implemented. We will be watching to ensure that changes meet
our members’ needs. The consultation period on the proposals for a
National Plan for Services for Rare Disease Patients will conclude and we
await the publication of the resulting plan with considerable interest. We
will continue to engage with officials and politicians in each of the four
home nations before, during and after to make sure it is a plan for action,
not merely fine words with no force behind them.
The economic climate is challenging, and generating the resources we need
to grow and develop will require hard work and creativity. We have
therefore created the role of Director of Development. The post holder will
be working with colleagues to secure the future health and wellbeing of
Genetic Alliance UK in order that we can continue to provide the
strategic advocacy necessary to represent the needs and views of our
members.
The trustees and staff of Genetic Alliance UK form a strong team. We are
confident that, with the support and participation of our members, we are
well placed to continue to build relationships with other key stakeholders
and to develop new ways of working that will adapt to the changing
circumstances we face in 2012/2013.
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Financial information
Income

Donations

£127,924

Membership
Subscriptions £37,706
Investment
Income

£412

Grants

£626,713
Total: £792,755

Expenditure

Cost of
generating
funds

£40,375

Charitable
activities

£621,752

Governance £37,498
Total: £699,624
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In 2011/2012, Genetic Alliance UK raised £792,755 in funds
Source

Percentage

EU Commission

3.4%

UK Government (including NHS funding)

33.4%

Corporate

28.8%

Charitable Trusts & Foundations

27.8%

Memberships

6.0%

Other

0.6%

Investment Income

0.0%

Total
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We are fortunate to receive support through a variety of sources and in a
variety of forms including direct financial support, in-kind donations, pro
bono services and volunteer support, and we are very grateful to each
and every organisation, group and individual for the generosity which
enables us to continue our work.
Actelion
Alexion
Assurance Medical Underwriting Society
AstraZeneca
Baxter
Bayer
Big Lottery Fund
BioMarin
CSL Behring
Department of Health, Section 64
Department of Health, Third Sector,
investment programme
Diana Princess of Wales Memorial Fund
EAHC EU
EU Seventh Framework Programme
EU Sixth Framework Programme
Friends Life
Genzyme
GlaxoSmithKline
Hugh Fraser Foundation
Innovative Medicines Initiative
programme
Jeans for Genes
Legal & General
London Strategic Health Authority
Long Term Conditions Alliance Scotland
Medical Research Council
Merck, Sharp and Dohme
34

National Institute for Health Research
Nordic
Novartis
Orphan Europe
Orphan Medicines Industry Group
Pfizer
RGA
Roche
Scor Re
Scottish Government
Shire
Sigma Tau
St George’s University of London
RAG
Swedish OrphanBiovitrum
Swiss Re
Technology Strategy Board
UCB
UK Forum for Genetics and Insurance
University of Manchester
University of Nottingham
Violet & Milo Cripps Trust
Wellcome Trust
Words and People
XL Group

A charity registered in England and Wales 1114195 and Scotland SC039299. Company registration 05772999

Genetic Alliance UK Annual Review 2011/2012

Auditor
Nyman Libson Paul, Regina House, 124 Finchley Road, London, NW3 5JS
Bankers
CAF Bank Ltd, 25 Kings Hill Avenue, West Malling, Kent, ME19 4JQ
HSBC, Lion House, 25 Islington High Street, London, N1 9IJ

A charity registered in England and Wales 1114195 and Scotland SC039299. Company registration 05772999

35

Genetic Alliance UK
Charity Number
1114195 in England and Wales
SC039299 in Scotland

Company Number
05772999

Registered Office
Unit 4D, Leroy House,
436 Essex Road,
London,
N1 3QP

t: +44(0)20 7704 3141
f: +44(0)20 7359 1447
e: contactus@geneticalliance.org.uk
w: www.geneticalliance.org.uk

