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ABOUT US 
Genetic Alliance UK is the national charity of 

over 180 patient organisations supporting all 

those affected by genetic conditions.  Our aim is 

to improve the lives of people affected by 

genetic conditions, ensuring that high quality 

services and information are available to all 

who need them. 

What we do 

Supporting: We seek to raise awareness of 

genetic conditions and improve the quality of 

services and information available to patients 

and families. 

Campaigning: We actively campaign on behalf 

of those with genetic conditions on issues of 

policy and practice to influence governments, 

policy makers, industry and care providers such 

as the NHS. 

Uniting: We provide a united voice for all those 

affected by genetic conditions, enabling us to 

work together towards the common goal of 

making life better for patients and families at 

risk. 

We are the only organisation in the UK that 

provides a voice for all patients and families 

affected by genetic conditions on a European, 

UK and devolved nation level. 

About genetic conditions  

Genetic conditions are life-long and serious 

illnesses, often affecting multiple systems of the 

body.  Many are progressive, meaning affected 

individuals lose their health and quality of life 

and may die prematurely.  Often, genetic 

conditions are inherited and can affect more 

than one member of the family.  Almost all 

genetic conditions are rare, with fewer than 5 

cases in 10,000.  This means information and 

knowledge can be scarce, and achieving a 

diagnosis can be an odyssey.   

Few genetic conditions can be cured and many 

have no effective treatments.  Patients and 

families often have a high level of unmet need – 

they frequently experience delays in gaining an 

accurate diagnosis and may struggle to access 

appropriate care and support. 

It is vital that medical research sheds light on 

these conditions in order to develop effective 

interventions and therapies and that these are 

made available to patients as soon as possible, 

with appropriate care and support, to improve 

health and save lives. 
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BACKGROUND TO THE 

POST 
Living with a rare disease can have a huge 

and varied impact on patients and families. 

Most rare diseases are complex and chronic, 

requiring life-long support from a range of 

specialists within the health service, and 

from social and education services. The vast 

majority of rare diseases do not have 

effective treatments available. Consultation 

with patients suggests that living with a rare 

disease can have a significant psychological 

impact yet only 1 in 7 respondents to a 

recent survey felt they received sufficient 

psychological support. There is however 

limited evidence in the scientific literature 

about how having a rare condition might 

impact an individual’s mental health, what 

the prevalence of mental health conditions 

are amongst people with rare diseases, or 

what are patients’ experiences with support 

in this area. The main aims of this project 

are to investigate: 

– What are patients’ and families’ 

experiences of mental health problems, 

and with accessing psychological 

support? 

– Can an estimate be made as to the 

prevalence of mental health problems 

amongst patients and families with rare 

diseases? 
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JOB DESCRIPTION 
Job title:   Research Officer  

Responsible to:  Director of Research 

Salary:   £27,000 ― £31,000 per annum pro rata, depending upon experience 

Benefits:   33 paid holiday days per year pro rata, plus contribution to pension 

Contract:   2 days per week (8 months, with potential for extension) 

Located:  37 Queen Square, London, WC1N 3BH 

Purpose of the role: 

– To conduct an exploratory study into the mental health implications for patients with rare 

diseases and their families/carers; their experiences and support needs. (Input from a university-

based academic and clinical supervision will be arranged). 

– To contribute to the activities of the research and policy teams. 

Principle duties:  

– Help deliver and submit a research proposal for ethics approval, drawing on expertise of staff at 

Genetic Alliance UK and partner mental health organisations. 

– Draft an interview guide for semi-structured interviews with rare disease patients and their 

families and carers to identify mental health concerns related to living with their rare disease; to 

explore their experience of mental health services and their support needs. 

– Conduct a small number of semi-structured interviews and analyse interview findings using 

thematic analysis. 

– Develop and administer an online survey to validate and extend interview findings. 

– Investigate options for estimating the prevalence of mental health problems (diagnosed and 

self-reported) among rare disease patients/carers. 

– Contribute to the writing of a project report and paper for peer-reviewed publication, and 

support the Director of Research to develop further research plans. 

– Disseminate findings to the policy team and support their development of policy initiatives as 

necessary. 

Person specification: 

Essential education and qualifications 

– First degree in a relevant subject. 

– Masters degree, which must have included research (awarded or soon to be awarded),                   

or equivalent research experience in a relevant subject. 

Essential qualities, skills and experience  

– A commitment to the aims and objectives of Genetic Alliance UK 

– Experience of research related to one or more of: the experience of NHS service users; mental 

health issues; disability issues. (This could be your masters research). 
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– Experience of working directly with vulnerable people, such as those with mental health 

problems or with serious, possibly life-limiting conditions. This might be as a researcher or in 

another capacity such as voluntary work. 

– Experience conducting semi-structured interviews and quantitative surveys and the ability to 

analyse and interpret both qualitative and quantitative data. 

– Good level of numeracy and IT literacy. 

– Excellent written communication. 

– Excellent time management: ability to manage deadlines, prioritise workload and maximise use 

of time. 

– Presentation skills and experience of presenting to a variety of audiences. 

– The ability to work in a team as well as to use individual initiative and judgement. 

Desirable qualities, skills and experience 

– Appreciation of current issues in genetics and/or rare diseases and health care, and their impact 

on patients and their families. 

– Appreciation of the value and importance of patient and family experiences to inform policy and 

practice. 

– Experience of conducting research with people with current or historical mental health 

problems. 

– Experience of conducting research with parents of young children. 

– Experience with NVivo and SPSS. 

– Experience of contributing to research ethics committee submissions and to peer reviewed 

publications. 

 

Additional requirements 

– Undertake any other duties that may reasonably be required on behalf of Genetic Alliance UK. 

– To be able to work occasional evenings and weekends. 

– Willing to travel (in the UK) 

– The post will be subject to a DBS check. 

To apply: 
 

Please email your CV and an accompanying cover letter, explaining your interest in the post and why 

you are suited to it, to Dr Amy Hunter, Director of Research amy.hunter@geneticalliance.org.uk with 

the subject heading ‘Research Assistant’.  

Application deadline:  6 March 2017 

Interview dates:  14 or 15 March 2017 
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25 YEARS OF GENETIC 

ALLIANCE UK  
Starting off as Genetic Interest Group, and 

changing our name to Genetic Alliance UK in 

2010, we are 25! Here are some highlights and 

key moments. 

1989 
We were founded. 

Due to the many policy issues that were arising 

in genetics in the late 1980s, it became 

apparent that one voice was needed for all 

people affected by genetic conditions.  With one 

voice and point of contact, the individual 

patient organisations would be able to enhance 

their ability to communicate about the issues 

they were facing – with each other, and with 

outside parties such as government bodies, 

health organisations, and pharmaceutical 

companies. 

For the first four years Ann Hunt of the Tuberous 

Sclerosis Association ran the organisation on a 

voluntary basis.  She gave up time and space to 

work from home alone at the beginning.  Later 

she had the help of a part-time secretary who 

was ‘loaned’ to us through Christine Lavery who 

worked for Contact a Family at the time and is 

now Director of the Society for 

Mucopolysaccharide Diseases. 

First trip to Parliament to lobby on Human 

Fertilisation and Embryology Act 

We took families and children to Westminster to 

allow MPs and peers to meet those that might 

benefit from innovative research involving 

human embryos that the Act would empower. 

1990 
We were registered as a charity. 

1993 
We transformed from a charity run by 

volunteers to an organisation with paid staff, 

preparing to open offices in London.  We had a 

membership of over 100 groups. 

Alastair Kent OBE was appointed Director.   

He has remained with us in this capacity ever 

since, that’s 22 years! At the time he was the 

only paid member of staff.  This year we have 

15. 

We became a founding member of the 

European Alliance of Genetic Support Groups 

(EAGS) – now known as the Patients’ Network 

for Health and Medical Research (EGAN).   

1995 
The Disability Discrimination Act passed.  We 

lobbied to amend the Bill to ensure people  

pre-symptomatic for a genetic disorder would 

be protected against discrimination. 

1996 
Our educational pack for teachers, Genes and 

You, was published.  More than 10,000 copies 

were distributed.   

1998 
We lobbied with our colleagues in Europe for 

the Orphan Medicinal Products Regulation to be 

passed in Brussels.  The legislation, which 
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provides incentives and supports licence 

applications for rare disease treatments, came 

into effect in 2000.  Alastair Kent was one of the 

founding members of the Committee for 

Orphan Medicinal Products at the European 

Medicines Agency.  There are now more than 

100 licensed medicines for rare diseases. 

2003 
We lobbied the Department of Health for more 

investment in rare disease research.  There was 

a successful outcome in the White Paper on 

genetics on 24 June 2003, with £3 million 

earmarked to fund research into rare diseases. 

2005 
We began our collaboration with the Wales 

Gene Park in Cardiff, allowing us to appoint a 

Development Officer in Wales – a post currently 

filled by Emma Hughes. 

2007 
To further improve our ability to represent 

people across the UK in 2007 we appointed a 

full time member of staff in Scotland – this post 

is currently filled by Natalie Frankish, our 

Development Officer in Scotland. 

2008 
We won a GlaxoSmithKline / Kings Fund 

Impact Award for influencing policy and 

practice 

The Human Fertilisation and Embryology Act 

2008 passed.  Our lobbying work influenced 

the law on a number of issues including 

preimplantation genetic testing, saviour 

siblings and human-animal hybrid embryos. 

Rare Disease UK was launched to campaign 

for a strategic approach to rare diseases in 

the UK. 

2009 
Rare Disease UK marked Rare Disease Day for 

the first time with parliamentary events in 

England, Scotland and Wales.   

2010  
Genetic Interest Group became Genetic 

Alliance UK 

Over two decades, our activities had 

changed a lot, and after talking to members 

and potential members, the decision was 

made to change the name and branding of 

our organisation to better reflect our work. 

2011 
We re-launched SWAN UK (syndromes 

without a name)as a project of Genetic 

Alliance UK, to continue supporting families 

of children with a syndrome without a name 

– taking over from Liz Swingwood, the 

grandmother of a child with an undiagnosed 

genetic condition. 

2013 
The UK Strategy for Rare Diseases was 

launched in November following years of 

hard work by our Rare Disease UK campaign. 

2014 
Our first patient charter was published, on 

the NICE Highly Specialised Technology 

Programme.  We have now published five 

patient charters on access to medicines and 

on genome sequencing.
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