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 Following the decision to reconstitute the Human Genetics Commission 

(HGC) as a new Departmental Expert Committee, this study explored the 

potential remit, function and governance of the Committee to inform decision 

making at the Department of Health. 

 

 The HGC was perceived as expert, independent and praised for the 

openness and transparency of its work. Its ability to collaborate with a range 

of actors and commitment to principles of public engagement were also 

valued.  

 

 There were concerns around duplication in governance between HGC and 

other bodies. More significantly, the governance of genomics and the 

biosciences more generally was seen as fragmentary, overlapping and 

bureaucratic.  

 

 There were mixed views as to the appropriate governance and institutional 

response to these issues, and as a consequence whether a formal 

Committee was needed.  

 

 Those in favour of a Committee wanted a body to promote public debate and 

scrutiny around the societal implications of using genome wide information in 

healthcare, particularly in relation to privacy and equity. To fully act in the 

public interest, the Committee should not be a statutory body, or even placed 

within a Government department, but rather should be fully independent.  

 

 Those less in favour questioned whether a formally constituted independent 

group of experts was needed to provide such advice to the Department; 

suggesting that a smaller group providing strategic advice would be more 

effective. 

 

 Overall, the idea of reconstituting the Commission as a Departmental Expert 

Committee was seen as problematic from both these perspectives. It would 

neither be fully independent to fulfil the role of an ‘HGC like body’ or nimble 

enough to meet Departmental needs. 
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 Three alternative models emerged: 

o A ‘light touch Committee’ – advising the Department on best available 

evidence to support policy or identify areas of work to be outsourced 

for wider debate 

 

o An ‘internal sounding board’ – playing a more strategic and advisory 

role for the department, again with an outsourcing function 

 

o A formal Committee of Experts, having a reasonable amount of 

autonomy from the department and leading significant independent 

studies  

 

 The substantive focus of the Committee was also considered. Overall, there 

was a marginal preference for a Committee with a remit that focused beyond 

human genomics and genetics, particularly across areas in healthcare and 

the biosciences, rather than in classical bioethics areas – such as organ 

transplantation. 

 

 Critical for the Committee would be to consider its role in relation to emerging 

healthcare regulatory structures. The extent to which such a structure would 

subsume the remit of the Committee was thought to be an issue.  

 

 Overall, it was noted that the ethical implications of genetics and genomics go 

much wider than health. As such, a strict Department of Health focus was 

believed to institutionally constrain governance given wider public concerns in 

this area. Those advocating a narrower healthcare remit generally saw this as 

desirable only if the Committee served a ’sounding board’ function in the 

department. 

 

 Many key issues for the Committee related to ongoing governance issues 

from previous HGC studies. These included access to genetic information; 

direct to consumer testing; stratified medicines; and offender DNA profiling. 

Wider issues around the use of synthetic biology for medicine production and 

the use of somatic gene therapy for the treatment of cancers were also cited. 

 

 Overall, there was seen to be a need for the Committee to be able to respond 

quickly to step changes in research which change the ethical landscape – 

such as the hybrids debate in stem cell research. While specific future issues 
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were not pinpointed in this regard, the key issue was that the Committee 

could identify, act on and report in a timely fashion.  

 

 There were four main issues identified in relation to Committee membership:  

 

o Achieving a blend of expertise – across health, biosciences, social 

sciences and humanities. A particular stress was placed on clinical 

expertise. Lay people involvement was felt important in helping to 

question the assumptions of ‘expert’ members. 

 

o Seeking to preserve the institutional memory and value of the Human 

Genetics Commission – in relation to the substantive knowledge of the 

Commission, but also in terms of its brand values around openness and 

transparency. 

 

o Pursuing an opportunity to draw in fresh perspectives - including those 

less traditionally associated with governance Committees such as 

industry. 

 

o Issues arising out of a potentially broader remit – potentially complicating 

the Committee’s structure and ways of working. 

 

 The issue of independence of the Committee was raised early on by 

respondents. Specifically, there was a strong need to clarify and codify the 

relationship of the Committee to the Department of Health and other 

Government Departments.  

  

 Overall, there were a number of critical governance questions that needed to 

be explored in relation to independence. Specifically, there was a positive 

correlation between perceived independence and the extent to which the 

Committee can have:  

o scope to contradict or constructively criticise the Department;  

o the final decision on what advice is made public;  

o space to set its own direction and programme of work;  

o the resources/budget to commission work  
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 Respondents felt that the answers to these questions should be formally 

enshrined in the terms of reference and governance arrangements of the 

Committee.  

 

 Respondents generally saw public engagement as a vital element of the 

Expert Committee’s work. Gathering public evidence can bring into sharp 

focus the social framings and assessment of risks and benefits around 

particular technologies.  

 

 However, there were a number of common barriers to engaging the public 

cited: the need for significant resources; the complexities of engaging 

meaningfully with the public on complex scientific matters; open meetings 

reducing the scope for frank discussion, and a lack of capacity or know how 

to engage. 

 

 Budget constraints will impact on levels of public engagement. Ways of 

dealing with cutting costs included the co-funding of research; connecting to 

the department’s public engagement programme; tapping into other existing 

public engagement activities; and collaboration with other committees or 

external bodies 

 

 Three options emerged for engagement: 

 

o Baseline Engagement – characterised as passive engagement, where 

business was open to public scrutiny as much as possible, but 

minimal effort is placed into actively undertaking public engagement. 

 

o Strategic Engagement – where the Committee actively seeks to 

engage with the public on (controversial) issues; seek strategic 

partnership with organisations that do research and/or public 

engagement in the field; or advise the department if a need is 

identified for wider public engagement on certain issues. 

 

o Embedded engagement – where public engagement is embedded in 

the remit of the Committee, and efforts are made to (continuously) 

seek public concerns and feedback are maximised. 
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 Stakeholder engagement was regarded as vital for the Committee. While it 

can be resource intensive and slow down decision making; not engaging 

stakeholders could reduce the Committee’s legitimacy, which in turn could 

have significant impact on policy.  

 

 There was consensus that the Committee would need to keep abreast of 

wider developments impacting on human genetics and genomics. Maintaining 

some internal strategic horizon scanning function to identify issues for further 

deliberation was advocated.  

 

 Many held that the expertise of the group would give them sufficient insight to 

identify emerging ethical and societal issues around genetics. However, 

concerns were raised that more may be needed in terms of ongoing 

monitoring in some areas, such as looking beyond the UK at international 

developments in genetics related research and clinical practice, and 

monitoring wider legal developments relating to biotechnologies, healthcare 

and intellectual property.  

 

 While acknowledging it was not always a perfect fit, respondents usually 

supported making use of the horizon scanning work of other bodies wherever 

possible.  



Introduction 

 8 of 83 © 2009 BMRB Limited.  All rights reserved 

 

Following the Department of Health’s review of Advisory Non-Departmental Public 

Bodies (ANDPBs), reporting on the 14th  October 2010, it was announced that the 

Human Genetics Commission (HGC) would be reconstituted as a Departmental 

Expert Committee within the Department of Health.   

 

The Department commissioned TNS-BMRB and Involve to conduct research with key 

stakeholders on the new Committee’s structure and remit.  The research was 

designed to explore the following issues: 

 

 How can the expert Committee best provide advice on the social, ethical and 

legal implications around advances in genetics to the Department of Health in a 

timely and cost effective manner? 

 How can stakeholder views be incorporated into the design and oversight of the 

new Committee? How can such involvement be sustained? 

 How can horizon scanning of societal issues / risks be embedded into the work 

for the new Committee? 

 What role is there for wider societal actors’ involvement?  

 What role should lay public involvement, public oversight or public dialogue play 

in the ongoing activities? 

 

To answer these questions the review established four specific work streams.  

 

1. A needs and issues analysis: to consider the strategic focus of the new 

Committee 

2. A review of the Committee of Experts’ functions and lessons from HGC: to 

consider the ways of working and relationships to similar organisations 

3. A review of innovations in advice and feedback on societal, legal and ethical 

issues: with a specific focus on mechanisms for public engagement 

4. A process to consider options emerging from the review and ways forward  

 

A range of methods were used to inform the work including:  

 Telephone depth interviews with 35 stakeholders 
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 A brief review of relevant literature  - including committee codes of practice, 

horizon scanning information, public dialogue processes and evaluations of 

the HGC 

 A workshop with departmental officials   

 

Full methodological details are located in the Technical appendix. 

 

The findings are now explored. 
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2.1 Introduction 

This chapter provides the context for a detailed consideration of the new Committee’s 

remit and functions which are discussed in the following chapters. Drawing on a 

literature review, together with highlighting substantive themes that emerged from the 

interviews, it explores the value of the Human Genetics Commission, developments 

in the science, and the changing governance and regulatory context. 

 

2.2 About the Human Genetics Commission   

The Human Genetics Commission (HGC) was borne out of a need for a more open 

approach to biotechnology advice and regulation in response to increasing debate 

around GM technologies and a review of the regulatory and advisory framework for 

biotechnology. Together with the Agriculture and Environment Biotechnology 

Commission and the Food Standards Agency, it was one of three independent 

bodies set up by the government in 2000 to meet the need for a transparent process 

of consultation and advice to restore public trust. Specifically future biotechnology 

policy, whilst allowing industry to develop, was to be more transparent, consultative 

and accessible to wider public and stakeholder interests.1 

 

The HGC was also borne out of particular dynamics in genetic science.  At the time, 

the sequencing of the human genome was near completion - and though the science 

was still in its infancy, it offered therapeutic promise in a range of areas from 

regenerative and stratified medicines, to predictive diagnostics. The social, ethical 

and legal dynamics of genomics were also being thought through at this time – with 

impacts at the individual and population level. This ranged from issues of genetics 

and identity, to who gained access to genetic information and equity concerns around 

treatments. 

 

The HGC has played a significant role around governance of genetics and genomics 

over the past decade, with studies including: 

                                                

1
 Cabinet Office and OST (Office of Science and Technology) (1999) The advisory and regulatory framework for 

biotechnology: Report from the government’s review, London: The Stationery Office. 
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 Inside Information2  – which looked at the use of personal genetic information; 

 Profiling the newborn3 – which examined arguments for and against the 

genetic profiling of babies at birth; 

 Nothing to hide, nothing to fear4  - which considered whether the profiles of 

unconvicted people should be on the National DNA Database; and, 

 A common framework of principles for direct-to-consumer genetic testing 

services5 - which aimed to promote high standards and consistency for over 

the counter genetic tests 

 

During this time, the HGC has been praised in terms of its approach to openness, 

transparency and public engagement. In 2008, a light touch review of the 

Commission – which interviewed a range of stakeholders - highlighted that its 

advisory status, flexibility and independence, as well as its influence on policy was 

widely valued.6  

 

Similarly, a number of stakeholders in this review noted the strengths of the HGC 

related to their independence of government, commitment to the principles of 

stakeholder engagement, and ability to raise the public profile of its work.  Overall, 

the ability to work with a range of actors, with freedom to think and advise more 

widely was seen to be a real strength.  

 

In this regard, there have been concerns around how readily a government 

department could adopt the governance practices of the HGC. With legitimate 

reasons, the culture of policy development within the civil service has tended to be 

less open than that of the Commission and, as Salter and Jones (2006) note, there 

was some disquiet within government around the HGC’s ways of working.7 

  

                                                

2 HGC (2002). Inside Information: balancing interests in the use of personal genetic data. Available at: 

http://www.hgc.gov.uk/Client/document.asp?DocId=131&CAtegoryId=10 
3
 HGC (2005). Profiling the newborn: a prospective gene technology?  Available at: 

http://www.hgc.gov.uk/UploadDocs/DocPub/Document/Profiling%20Newborn%20Report%20March%2005.pdf 
4
 HGC (2009). Nothing to hide, nothing to fear? Available at: 

http://www.hgc.gov.uk/Client/document.asp?DocId=226&CAtegoryId=10 
5 HGC (2010). Common Framework of Principles for direct-to-consumer genetic testing services. Available at: 

http://www.hgc.gov.uk/Client/document.asp?DocId=280&CAtegoryId=10 
6
 Ian Hammond Consulting Ltd (2008). Light Touch review of the human Genetics Commission. Final report. 

Available at: 
http://www.dh.gov.uk/prod_consum_dh/groups/dh_digitalassets/@dh/@en/documents/digitalasset/dh_084688.pdf 
7
 Salter, B and Jones, M. (2006). Change in the policy community of human genetics: a pragmatic approach to open 

governance. Policy & Politics, 34 , 2, pp. 347–66 
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This tension came to the fore with the establishment of a separate Departmental 

Health Advisory Panel that informed the development of Our inheritance, our future: 

Realising the potential of genetics in the NHS.8 This panel was seen to conflict with 

the role of the HGC. Moreover, it was not seen to operate with the same levels of 

openness and transparency, leading to a charge that it provided a means for 

Government to bypass wider public scrutiny of potentially controversial areas of 

genetic policy.9  

 

Whilst the policy landscape has changed since this time, not least with a greater 

focus on open government, these issues are important as they characterise the 

concerns of certain respondents in this study – namely that much would be lost in 

attempting to bring an arm’s length body into a government department.  

 

Specifically, such respondents felt that independence and public trust are key to the 

functioning of governance in this area.  As such, there was only a weak rationale to 

reconstitute the Commission as a Departmental Expert Committee.  

 

In this regard, if the Committee was to be constituted in such a way, developing a 

role as a strategic sounding board, rather than a mode for independent expert advice 

may be more suitable. Other mechanisms, with distinct governance functions, could 

then be used to consider issues where more formal policy studies were needed. 

 

It should be noted that perceptions of the HGC were not uniformly positive in this 

research – particularly in relation to its speed of working and how it relates to other 

governance bodies. These concerns, echoed in the Light Touch Review, relate to a 

need for a tighter strategic focus and clearer, more relevant terms of reference. 

Moreover, perhaps the most significant issue was a need to rationalise the 

governance framework for genomics. This concern was a key factor for certain 

interviewees and is explored in depth in 2.4 below.  

 

2.3 Developments in the science  

A review of a number of horizon scanning and related documents has provided a 

sense of the direction of travel around genomic and relevant biosciences – which in 

                                                

8
 Department of Health (2003). Our inheritance, our future: realising the potential of genetics in the NHS. Available at 

http://www.dh.gov.uk/prod_consum_dh/groups/dh_digitalassets/@dh/@en/documents/digitalasset/dh_4019239.pdf 
9
 Salter and Jones (2006). 
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turn may inform areas where the Committee could focus in future. Overall 

developments in genomics were characterised as moving from a focus on single 

gene disorders towards public health issues that have more complex genetic and 

wider environmental bases. In addition, new sequencing, micro-array and 

computation approaches that enable a sophisticated understanding of biological and 

healthcare information were also transforming the clinical value of the research. 

 

 Five distinct areas emerged: 

 

Predictive diagnosis and disease management 

Genome wide association studies have enabled the identification of a large number 

of genes underlying common diseases. Whilst the identification of such variants is 

unlikely to lead to a precise, individually-tailored diagnosis, it could contribute to the 

information needed to stratify disease risk within the population, thereby enabling 

more accurate targeting of treatments.10 Moreover, such studies have also implicated 

non coding genomic regions in the development of diseases. This has created 

greater difficulty in establishing causality and emphasised the need to examine 

genetic variation across the population, including minority groups. Not only may 

these developments create concerns in relation to research ethics and access to 

treatment, there may also be tensions in relating biological and social classifications 

around genomics and ethnicity.11  

 

Pharmacogenomics - the understanding of how the genome affects drug metabolism 

and responsiveness - can also be used to develop tests to classify or stratify patient 

groups according to their response to a treatment. This could lead to a greater focus 

on personalised prescribing of new drugs, and even stimulate the development of 

drugs by reducing clinical trial times through better efficacy.12 

 

Characterisation of cancer genomes 

There have been recent improvements in understanding the molecular taxonomies 

and pathways for cancer. Such information could lead to more robust diagnostic and 

therapeutic strategies and a roadmap for developing new treatment.13 For instance, 

                                                
10

 House of Lords Science and Technology Committee (2009). Second Report – Genomic Medicine. Available at:  
http://www.publications.parliament.uk/pa/ld200809/ldselect/ldsctech/107/10702.htm 
11

 Green, E.D., Guyer, M.S., and the National Genome Research Institute (2011). Charting a course for genomic 
medicine from base pairs to bedside. Nature, 470, pp. 204-213 
12

 House of Lords Science and Technology Committee (2009). 
13

 Green et al (2011). 

http://www.publications.parliament.uk/pa/ld200809/ldselect/ldsctech/107/10702.htm
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understanding gene expression in tumours through DNA microarray measurements 

could help segment patients with certain diseases, such as breast cancer, into higher 

and lower risk groups. Specifically it could help distinguish different conditions that 

have common physiological features, yet respond to different treatments.14 This in 

turn can inform the clinical management of disease, such as identifying patients in 

need of extra therapy. Again, how such developments play out in the clinic – in 

particular how uncertainties are communicated and how access to treatment is 

governed - will be significant.   

 

 ‘Lab on a chip’ and direct to consumer technologies 

Near patient sequencing of genetic information could impact on preventative 

healthcare and assist diagnosis, as well as increase the efficacy of treatments.15  

Related to this, the growth of a global market for individual genetic tests, or entire 

genomic profiles, for sale directly to consumers will also open up new avenues 

though which people access genetic information. These developments create 

significant issues around how such technology is used and governed, the 

relationships between experts and lay people, as well as how consumers 

understand, use and react to genetic information. Genetic determinism is also a 

concern in this regard. 

 

Developments in reproductive medicines 

There are a variety of developments in reproductive medicine that are likely to 

precipitate a host of governance challenges at the interface between regulators and 

any new Committee. These include processes for gamete selection and manipulation 

including in-vitro derived gametes; new ways of developing pluripotent cells as 

alternatives to embryonic stem cells; the development of genetically modified 

embryos for studying embryogenesis and disease; and the development of new 

fertility treatments to prevent children being born with mitochondria diseases.16 Wider 

societal and ethical implications may also be significant including parental and patient 

rights, autonomy, consent, access, new family forms and the sanctity of the embryo.  

 

 

                                                

14
 Foresight Horizon Scanning Centre. (2010). Technology and Innovation Futures. Technology Annex. Available at: 

http://www.bis.gov.uk/assets/bispartners/foresight/docs/general-publications/10-1252an-technology-and-innovation-
futures-annex.pdf 
15

 Output from HGC Horizon Scanning Workshop – February, 2010. 
16

 HFEA (2010). Scientific Horizon Scanning at the HFEA. Annual Report 2009/10. Available at: 
http://www.HFEA.gov.uk/docs/Horizon_Scanning_Report_2009-10.pdf   
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Bioinformatics and links with medical records 

Bioinformatics uses computational methods to analyse large scale biological datasets 

– for instance nucleotide sequence variants in a patient or biological sample. One of 

the major challenges of using genomic information within the NHS is linking these 

genomic databases and informatics platforms with electronic medical records.17 

Whilst this may be vital to improve patient care and clinical decision making, it also 

raises a host of privacy, access and consent issues.  

 

2.4 Changes in governance and regulatory context 

As noted earlier, the current governance and regulatory context is in flux following the 

review of arm’s length bodies by the Cabinet Office. Not only is the HGC being 

reconstituted, a number of other Committees and other bodies are being wound up or 

in the process of being restructured. For instance, in relation to the Gene Therapy 

Advisory Committee (GTAC), the review concluded there was no longer a need to 

provide advice directly to Ministers around the ethical oversight of clinical trials 

involving gene or stem cell therapies. In this regard, the statutory functions of GTAC 

are to be transferred to the National Research Ethics Service. 

 

Moreover, the functions of a number of regulators - specifically the Human 

Fertilisation and Embryology Authority (HFEA) and the Human Tissue Authority 

(HTA) - are currently being restructured in a bid to streamline and reduce 

bureaucracy. As noted, how genomic governance plays out, with the removal of 

arm’s length bodies and the transfer of structures back to the Department, is a key 

issue in terms of perceptions of openness, transparency and ability to act in the 

public interest.  

 

Moreover, it will be important that any new Committee considers its remit in relation 

to whatever new regulatory structure emerges. The conclusions from the Academy of 

Medical Sciences report18 on the regulation and governance of health research are 

significant in this regard. The report, which was cited by a number of interview 

respondents, called for the establishment of a new independent Health Research 

Agency to develop an integrated approvals system for the UK to better safeguard 

patient and facilitate research.  

                                                

17
 House of Lords Science and Technology Committee (2009).  

 
18

 Academy of Medical Sciences (2011). A new pathway for the regulation and governance of health research. AMS: 
London. Available at: http://www.acmedsci.ac.uk/index.php?pid=47&prid=88 
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Specifically, the report was critical of the current complexity and fragmentation of 

governance systems, which had evolved in a piecemeal manner over several years. 

It stated that: ‘new regulatory bodies and checks have been introduced with good 

intentions, but the sum effect is a fragmented process characterised by multiple 

layers of bureaucracy, uncertainty in the interpretation of individual legislation and 

guidance, a lack of trust within the system, and duplication and overlap in 

responsibilities. Most importantly, there is no evidence that these measures have 

enhanced the safety and well-being of either patients or the public.’ 

 

This view characterised the position of a number of respondents we spoke to – 

particularly those from research backgrounds. As will be explored later, it particularly 

shaped views on potential models of Committee working within the Department.  

 

2.5 Good practice in governance and engagement around 

genetics 

There are a range of codes of practice that exist that help to guide the functions and 

governance of Science Advisory Committees (SACs) to government. In the appendix, 

some of the key points relating to appointments to a committee and conduct of 

members are reviewed; together with potential working practices of the Committee.  

 

In addition, public engagement is a critical element of openness and transparency. 

The HGC had a very specific remit on public engagement, including elaborate public 

engagement exercises around the country and an ongoing consultative panel which 

has differed from typical SACs. 

 

In general, SACs communicate and engage to different degrees with members of the 

public or key stakeholders to support their wider role of offering independent expert 

judgement. In particular, the Chief Scientific Adviser’s guidelines highlight that 

government departments should undertake early public engagement as part of a 

suite of process to identify issues on which they need scientific advice.19  

                                                

19
 Government Officer for Science (2010). The  Government Chief Scientific Adviser’s Guidelines on the Use of 

Scientific and Engineering Advice in Policy Making Available at: 
http://www.bis.gov.uk/assets/bispartners/goscience/docs/g/10-669-gcsa-guidelines-scientific-engineering-advice-
policy-making.pdf 
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The Code of Practice for Science Advisory Committee (COPSAC) 20 also sets out a 

few key principles in relation to public engagement, an overview of which can be 

found in Appendix 1. 

                                                

20
 Government Office for Science (2007). Code of Practice for Science Advisory Committees. Available at: 

http://www.berr.gov.uk/files/file42780.pdf 
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3.1 Introduction 

This section of the report focuses on the findings from the interviews in relation to the 

remit of the Committee. The outcomes from the workshop with Government officials 

were also taken into account. The remit was seen by respondents as the most 

important element to clarify in relation to governance. Specifically the procedural 

functions of governance - membership, openness, independence, the scope of 

stakeholder and public engagement and so on - followed from the remit.  

 

There were three issues discussed 

1. The need for a Committee to provide advice to the Department around the 

ethical, social and legal aspects of genomics 

2. The extent to which there were other organisations doing similar work  

3. The implications for different Committee models of working  

 

3.2 Need for a Committee 

3.2.1 Overview 

All respondents noted that, to some degree, there will be ongoing social, ethical and 

legal issues in relation to genetics and the health service, not least the type of 

genetic information that should be made available to patients and the levels of 

access to this information across the public and private sectors.  

 

However, there were mixed views as to the appropriate governance and institutional 

response to these issues, and as a consequence whether a formal Committee was 

needed.  

 

For those arguing there was a strong need for a Committee, of importance was 

the requirement for public debate and scrutiny around the societal implications of 

using genome wide information in healthcare, particularly in relation to privacy and 

equity. To promote public trust, such decisions needed to engage a broad set 

of stakeholders and ensure government decisions are fully transparent.  

 

‘I think there’s a danger that these sort of decisions get made without a 

sufficiently broad input if there is no Committee, and that can lose public trust 
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basically. I think the issue of trust and making wise decisions but also transparent 

decisions is quite important in this area’ Interview 5 

 

More generally, there was seen to be the need for a body that acts in the wider public 

interest in relation to genomics. This should not be a statutory body, or even 

necessarily placed within a Government department, but rather should work through 

civil society to promote trust. Proponents of this position were generally (though not 

exclusively) from social science or non-government organisation backgrounds. 

 

For those arguing there was less of a need for a Committee, it was questioned 

whether a formally constituted independent group of experts was needed to 

provide such advice to the Department. As one respondent noted - ‘you could get 

4 or 5 people in a room to provide pretty good advice’.  

 

Moreover, there was seen to be a large number of bodies and Committees that had 

provided regulation and governance around genetics over the past 10 years, 

including: GTAC, GAIC, HFEA, HGSG, MHRA, HTA, HSE21, National Research 

Ethics Service, Select Committees of the Lords and Commons, and the European 

Medicines Agency. In addition there were a large number of funders, civil society 

groups and charities (listed in 3.3 below) that also played a role in governance 

 

There were two specific concerns arising from this.  

 

First, there was a view that governance functions were overlapping amongst certain 

organisations – particularly in formal agencies of government such as HFEA but also 

other advisory groups such as GTAC. While memoranda of understanding or other 

working arrangements had helped differentiate responsibilities, there were areas 

where either this division of labour was not always clear or it did not make sense to 

have to consider the research and wider social implications separately.  

 

                                                

21
 Glossary of acronyms: GTAC = Gene Therapy Advisory Committee; GAIC = Genetics and 

Insurance Committee; HFEA = Human Fertilisation and Embryology Authority; HGSG = 

Human Genomics Strategy Group; MHRA = Medicines and Healthcare products Regulatory 

Agency; HTA = Human Tissue Authority; HSE = Health and Safety Executive. 
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Related to this, there was an additional concern around competing voices. This 

predominantly concerned organisations which provided science advice rather than 

playing a direct role in central government policy. A number of organisations were 

cited - most notably the Nuffield Council on Bioethics but also learned societies and 

civil society groups – that could claim to speak legitimately around genomic 

governance. The issue here became:  

 

“When the HGC was set up, it did actually have some kind of relationship with 

GTAC, Genetics Insurance Committee and HFEA and that was never really 

clearly spelt out, as a result of which its contribution to regulatory functions 

was never organised properly”. Interview 18 

 

“I think it is hard to point to things  the Human Genetics Commission has 

been doing that are ahead of the curve and there is a degree of overlap 

between the plethora of bodies that deal with ethical and policy issues here” 

Interview 1 

 

“I don’t think so. I think there is a great risk of having a bunch of different 

committees that’s there for a bunch of different things and I would much 

prefer there to be clear lines of responsibility feeding ideally to one individual, 

that allows us to actually make action and I fear that if we have many 

committees we’ll have a lot of reports and not much action. I’m strongly 

against having three or four organisations that could legitimately claim to be 

cracking the same problem.” Interview 15 

 

A second and more significant concern was that governance had become 

fragmented. This wasn’t so much related to an overlap in remits, but more the 

proliferation of organisations in this area. While each one on its own could 

justify its existence, collectively it meant that governance was disjointed and 

the overall effect was to stifle the approval process for new treatments.   

 

“Put [the various advisory bodies and regulators on human genetics] all 

together and you end up with a terrible mess, and just a set of obstacles that 

make it impossible to do anything. [...] I think tidying that up is a very 

important step for the government to take, because otherwise, you know, 

people keep tripping over things that weren’t really intended to be multiple 

hurdles, but that’s what’s happened… otherwise we’re never going to get the 
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clinical activity that we need done, particularly the clinical research done in a 

way that’s timely”. Interview 10 

 

Finally, for these respondents, it was argued that the Commission was formed at a 

time when there was a lot of public interest and anxiety around what would come out 

of genetics – with particular concerns around disclosure, access, identity, 

discrimination and so on. However, as time has passed, the governance and 

institutional responses have matured and the issues have become increasingly 

‘normalised’.  As such, despite the increase in the use of genetic science in the clinic, 

the wider societal impact of genetic information has been relatively small. As one 

respondent noted: 

 

“I can perfectly understand where the Human Genetics Commission came from 

when it was set up but the world has moved on. Genetic information gets passed 

to patients all the time. People are getting their genomes sequenced right now in 

the lab and there’ll be more of that. The truth is that the sky hasn’t fallen in, the 

world hasn’t stopped and people haven’t been apparently discriminated against. 

Like a lot of these issues, it’s not bad to be prepared for the worst-case scenario, 

but the worst case often doesn’t play” Interview 10.  

 

In this regard, the idea of genetic exceptionalism was rejected, with certain 

respondents questioning the need for a distinction around the governance of 

genetic relative to other medically information sensitive information held on 

patients. Proponents of this position were generally (though not exclusively) from 

science, clinical or industry backgrounds.  

 

3.2.2 Organisations doing similar work 

There were a range of other organisations listed as doing similar work to the 

Committee. Those most frequently mentioned were: 

 Nuffield Council on Bioethics 

 PHG Foundation 

 ESRC genomics centres/Forums 

 Wellcome Trust 

 

Those mentioned to a lesser extent included: 

 Academy of Medical Sciences 

 British Medical Association 
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 Biotechnology and Biological Sciences Research Council 

 Medical Research Council 

 National DNA database ethics group 

 British Science Association 

 UK Biobank 

 Schools of Law in Manchester and Kings College 

 Progress Educational Trust 

 Genetic Alliance UK 

 

When considering the extent to which these bodies could perform parts of, or 

(collectively) all of the functions of a new Committee22, there were five main issues 

highlighted: 

 

1. The extent to which other organisations focused specifically on human 

genomics and genetics. For instance, there were those who had a much 

wider remit – such as exploring bioethical implications of plant and/or animal 

biotechnology (e.g. Nuffield; Wellcome; ERSC centres). Others were more 

limited in their remit - such as the reproductive technologies focus of HFEA.  

 

2. The focus on ethical, social and legal dimensions of human genomics. 

This made the HGC relatively distinct from organisations with a more 

traditional bioethics focus. It also enabled it to draw on wider disciplinary 

expertise - particularly the social sciences - and provided greater scope to 

canvass the views of the public directly.  

 

3. The relative amount of synergy between the Government’s agenda and 

those of other bodies.  There were concerns around how much join up there 

could be with departmental priorities, given other organisations would have 

their own agendas and accountabilities. There were also concerns as to how 

responsive organisations could be to the often pressing needs of Ministers.  

 

4. How the work of external groups would actually be accounted for in 

Departmental policy. There were concerns that, if done by third parties, 

                                                

22
 Respondents also considered the extent which these organisations could work as potential 

partners of a new Committee. This is explored in section 4.5.1. 
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subsequent reports would not have the appropriate departmental context or 

intelligence to have full traction on policy - due to a lack of direct interface with 

civil servants and Ministers. 

 

5. The adequacy of the governance structures of other bodies - specifically 

the levels of accountability, openness and scrutiny. Specifically, for certain 

stakeholders, HGC was seen to have a responsibility to take public views into 

account and deal with trust hardwired into its ways of working, in a way that 

other groups often lacked. Moreover, the perceived level of advocacy by 

certain organisations for new genetic technologies was also seen to be a key 

factor in terms of acting in the public interest. For instance, it was believed to 

be difficult for funders of research to be fully impartial on wider debates 

around genomics.   

 

Finally, though not an external body, it was mentioned how the Committee would 

relate to the Human Genomics Strategy Group (HGSG) currently constituted in the 

department. Whilst it was recognised that this group focused more on the uptake of 

genetics and genomics into the NHS, the extent to which there could be overlap in 

terms of issues, remit and indeed membership was a concern. The potential to 

amalgamate these structures was noted and is explored in 3.3.1.    

 

3.3 Different Committee models and ways of working 

There were different potential models discussed around the role of a Committee and 

its relationship to the department. These discussions specifically related to the type 

of advice the department may need going forwards and were separate from the 

substantive remit of the Committee - for instance whether it focused on genomics or 

wider issues in the biosciences (see 3.4).  

 

Specifically, there was a distinction drawn between a Committee that provided 

strategic and policy intelligence to the department, to help shape internal 

thinking and delivery; and one whose focus was on the provision of 

independent science advice.  

 

The former model was seen as providing tactical advice around options open to the 

department – essentially acting as a policy sounding board. Here, Ministers would 

identify issues where the Department needed advice; the Committee would then 
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consider previous relevant work, and highlight the need for consistency in terms of 

any policy line taken. Alternatively, if there were significant gaps in knowledge, the 

Committee would advocate the need to gather additional evidence. This type of 

structure was seen to need less focus on openness and transparency – essentially 

providing a space for confidential discussion around the policy process. For more 

formal policy reviews, different governance structures could be adopted (this is 

discussed below). 

 

The latter model was seen as more akin to traditional Scientific Advisory 

Committees (SACs), focusing more on the provision of evidence, rather than 

concerning how this evidence informs policy development and the realpolitik 

of implementation. This type of structure would be governed by general COPSAC 

principles, with a broader focus on engagement given the societal dimensions of the 

advice they were giving. There was a general preference that this structure should be 

distinct from the department, or at the very least it should be able to set its own 

agenda and play a challenge role with the department.  As one respondent noted:   

 

There’s two types of advice, there’s advice you ask for and advice you didn’t 

ask for and I would hope that a new Committee could provide both. 

 Interview 19 

 

Specifically, these models were seen in relation to the proposed re-structuring as a 

departmental expert Committee. As noted earlier, it was argued that such a body 

could not re-create the valued aspects of the HGC and would not have the 

legitimacy associated with an independent external body. Either a virtue 

should be made of the proximity to the Department by gearing the Committee 

to the immediate policy agenda, or something separate should be established.  

 

As one respondent, advocating a policy focus noted: 

 

“I am unclear what added value an expert Committee would give to ministers 

in this. I certainly don’t think you can replicate what the commission has done 

as an internal Committee; I think you need to say this is different. Ministers 

can get separate pieces of work done as they have just shown with the 

mitochondrial issue and get quick turnarounds. I think that civil servants would 

value the ability to have some form of sounding board but I suspect they 

could get that without having to have a formal Committee”. Interview 20.  
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Another, advocating a broader governance focus:  

Now I mean they can abolish all that.  I'm not quite sure what it would be for if 

you do abolish that capability [of the HGC] and I don't, frankly I have no idea 

what a departmental expert Committee is for at all.  I mean I presume it's just 

a bunch of advisors that meet from time to time.  But then you've got loads of 

these sorts of people anyway haven't you, I mean all the departments take in 

advice from people from time to time and it would be another of those sorts of 

things’ Interview 9. 

 

In this regard, three different models emerged around the potential new 

Committee.  

 A ‘light touch’ Committee of Experts 

 A ‘policy sounding board’ 

 A formal Departmental Expert Committee 

 

The risks and benefits of each are explored next.  

 

3.3.1 Options  

 

1. A ‘light touch’ Committee of experts 

This model would comprise a committee of experts, typically meeting twice a year, to 

consider the wider issues around genomics and genetics. This group would focus on 

where the science was going, canvas a practical view on the ethics, and consider 

whether the matter was substantially different from other areas of genetic science or 

could be adequately dealt with through the existing governance procedures.  

 

For any issues of particular concern or controversy, it would then help to decide the 

best mechanism for gaining broader views around how the technology should be 

governed – for instance by outsourcing the work or commissioning an independent 

group (with some co-option) to do a study on the department’s behalf.  

 

In this model, the core set of functions of the Committee would be to examine 

emerging technologies and emerging social ethical problems in genomics or 

biosciences,  highlight where these may cause healthcare challenges in the medium 

and longer term, and enable the department to take a view on whether it wanted 
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more structured work done or not. The potential to broaden membership of the 

HGSG was noted in this model.   

 

 

Benefits Risks 

 Low cost and efficient 

 Potential for integration with HGSG 

 Provides a degree of independent 

science advice for the department in 

a complex and evolving area 

 

 A potential for a narrow institutional 

focus, with concerns that only ‘the 

usual suspects’ would be invited to be 

part of the influential core group 

 Lack of embedding of public and 

stakeholder engagement in the 

Committee workings 

 

 

2. A policy sounding board 

This model was a variant on the above, and would focus less on providing 

independent science advice, and more on giving strategic intelligence to the 

Department – helping to directly shape policy responses. While, as in the above 

model, this group would formally meet a couple of time a year, it would have a 

greater obligation to be responsive to departmental needs - providing civil servants 

with confidential advice as specific issues emerged: for instance taking a call or being 

quickly convened for a video-conference. As one respondent noted such a 

Committee should be: 

 

“lean and well connected and very agile in responding to the next generation 

of service and patient care issues”  Interview 1 

 

In this regard, the Committee would move from providing independent and formal 

assessment of evidence, towards a sounding board in response to developments in 

genomics and the wider biosciences. The governance arrangements around such a 

group could potentially be less open – for instance either holding meetings in 

confidence, or if a summary of discussions was needed to be produced, doing so on 

a confidential non-attributed basis. The personal independence and credibility of the 

group members were considered key to the legitimacy of such an approach.  
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The group could also act as an antenna for Government - helping it decide whether 

to conduct more detailed work on potential issues of controversy. When such issues 

emerged, a separate working group could be established which had a wider 

membership, and a more open and transparent means of operation.  This work could 

either involve an internal Committee with co-opted membership or the 

commissioning/outsourcing of a separate piece of work. The group could also help to 

identify appropriate members in this regard. Again, the potential to broaden 

membership of the HGSG was noted in this model.  

 

A flexible working structure would have perhaps just one or two pre-scheduled 

meetings annually, with a focus on establishing mechanisms to contact and rapidly 

convene a working group with appropriate expertise to respond to an emerging issue 

with implications for the Department. These individuals would be a drawn from a core 

of standing committee members, supported by co-option of issue specific expertise 

from wider networks.  As discussed above, governance arrangements would be 

geared towards this rapid response function, with less emphasis on external 

engagement with stakeholders and publics in day to day working arrangements. 

Instead, the committee’s role in this regard would be to work with the Department to 

flag up issues requiring greater engagement and social intelligence to support 

policymaking; the research itself could then be outsourced to other bodies if 

necessary and tracked by the committee’s secretariat.  

 

Benefits Risks 

 Was seen to provide a clear niche 

for the Committee, and would 

provide a role that was likely to be 

needed by the department 

 

 Makes a virtue of being a 

Departmental Committee and, 

providing its terms of reference were 

clear, would to a degree circumvent 

the problem of an internal 

Committee attempting to position 

itself as independent. 

 

 As above, a potential for a narrow 

institutional focus, with concerns that 

only ‘the usual suspects’ would be 

invited to be part of the influential 

core group 

 

 Essentially may become only another 

departmental advisory structure – of 

which there were already perceived to 

be many 

 Concerns around how a group could 

legitimately operate in practice – 

essentially only being transparent 



Committee remit: options 

 28 of 83 © 2009 BMRB Limited.  All rights reserved 

 Would be of more direct strategic 

use to the department as a sounding 

board, offering the potential for more 

effective and timely advice than 

studies that took a number of 

months.  

around certain issues in genomics 

and less so in others 

 

 

3. A formal Departmental Expert Committee, constituted to take full 

account of wider social, legal and ethical issues around genomics or the 

wider biosciences   

This model would be more akin to the current working of the HGC, albeit in a reduced 

fashion. Here an independent group of experts would consider evidence, and (where 

appropriate) develop mechanisms to canvass stakeholder views and public views on 

substantive policy issues. The Committee would then provide advice to the 

department, likely to be reports providing policy recommendations. There was a 

greater onus on independence in this model – in particular being less reactive to the 

day to day needs of the Department, and having greater autonomy in helping to set 

an agenda, in consultation with others in the field. Ideally, this group would be 

independent of the Department.  

 

The working practices for this option would most closely mirror the current structure 

and functions of the HGC, but at a more modest scale bearing in mind the reduced 

funding environment. A full standing committee with regularly scheduled meetings; 

placing  greater emphasis on transparency and openness in terms of documenting 

and disseminating the work of the committee and summarising for a lay audience. 

Under this model the committee would under line its independence of mind and self 

direction, with space to internally identify topics for further deliberation or research, 

while also supporting Departmental objectives.23 

 

Benefits Risks 

 It maintained the freedom and mode  Potential to ‘recreate the HGC in 

                                                
23

 For example, the committee might choose to follow up on the HFEA’s recent review of scientific methods to avoid 

mitochondrial disease, as this report explicitly focussed on the effectiveness of treatments and patient safety while 

wider ethical considerations were excluded from the terms of reference:  

http://www.HFEA.gov.uk/docs/2011-04-18_letter_to_Mark_Bale_from_Chair_re_mitochondrial_transfer_-FINAL.pdf 
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of working of the HGC – which was 

generally valued by respondents 

 Was seen as a ‘good governance’ 

model by some - in terms of 

protecting the public interest in 

relation to genomics 

another guise’ – and hence not 

overcome concerns around the 

fracture of governance or replication 

of the remit from other bodies 

 The speed and responsiveness of this 

approach (this was also highlighted 

as a weakness of the HGC) 

 

3.4 The substantive remit of the Committee 

 

3.4.1 Overview 

There were three areas identified that could form the substantive remit of a new 

Departmental Expert Committee, each of which had various benefits and tradeoffs 

associated with them. These were: 

 A focus on genetics and genomics or the wider biosciences and 

healthcare. 

 A focus on basic or clinical/translation research. 

 A focus on the needs of the Department of Health and/or other 

government departments.  

 

Overall, while no one particular view dominated, there was marginal preference for a 

Committee with a remit that focused beyond human genomics and genetics, 

particularly across of areas in healthcare and the bioscience, rather than in classical 

bioethics areas – such as organ transplantation.  

 

3.4.2 Scope of remit 

 

Genetics/genomics or wider Biosciences  

 

For those advocating a genetics focus, there were seen to be specific population 

wide issues emerging from advances in genetics in the coming years – such as 

the impact of stratified medicines – which marked this terrain out as different from 

wider applications in the biosciences. Hence the predictive ability of genetics, the 

implications in families, and the potential to uniquely identify individuals through DNA 

was seen as relatively unique. Access to and how genetic information was 
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shared was also a key concern. Moreover, the social significance and the potential 

for misuse of information were greater in this regard.  

 

‘I still think that there’s something different about genetics in relation to other 

developments in biotechnology. It’s the reasons why there’s an HGC in the 

first place.  I think the potential for population level surveillance and potential 

for abuse is different.’ Interview 21 

 

Those respondents advocating a narrower focus cited a lack of departmental 

resources  as a reason to provide a clear and specific remit, though it was also 

recognised that the boundaries around genomics and other healthcare technologies 

was blurry (such as proteomics or reproductive medicines). 

 

Those arguing for a wider bioscience remit stressed there were cross cutting 

governance issues in a number of new technology developments in the 

biosciences – for instance the wider implications of genomics, regenerative 

medicines or stem cells. In this regard, focusing on new health technologies in 

the round was required to overview the policy and political implications 

adequately. Reducing debate to one particular aspect of biomedical innovation, 

which happened to be visible at a given time, would limit the strategic impact of 

advice. Moreover, a reduced focus could also lead to a proliferation of smaller 

Committees, further fragmenting governance. It was noted that, with the right 

expertise in the room, it would be possible to have a reasonably wide ranging 

discussion across a range of developments in the biomedical sciences. Cross-

disciplinary expertise (within the sciences and in relation to social sciences and 

humanities) was particularly important.  

 

There was limited support for a traditional bioethics focus – for instance on 

organ transplantation or assisted death. This was mainly because there was 

already seen to be a mass of literature on these subject areas. The issue for 

government was therefore not to find out what opinion is, but rather to make a 

political judgement about how to balance completing views. An expert 

Committee would add limited value in this regard. Moreover, there was a practical 

issue of a Committee that was constituted to give general bioethical advice to 

government - specifically, the range of interests who would campaign to gain 

representation would be diverse and potentially unmanageable.  
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Regulatory or wider governance 

 

As noted earlier, a key issue for the Committee will be to consider its role 

relative to statutory functions of regulators, and where in the innovation 

pathway wider societal dimensions are considered. 

 

Overall, it was felt that there was a need to consider such aspects early in the 

research process – for instance when considering issues around basic research and 

licensing, and then again at the translation phase – in the development of medical 

products and devices. In this regard, an overall governance function could be 

situated within a body with general responsibility for bio medical innovation 

(such as a new single regulator) – which would then have an overview of a range 

of ethical issues and how they inter related across these different regulatory 

functions.  The remit of the Committee within this context was relatively unclear to 

respondents – though was generally seen to focus in non-regulatory governance 

issues at the applied end of research. It certainly could not take on a statutory 

function, and the added value of a separate Committee was questioned by 

certain respondents. 

 

Whatever the ultimate structure, the relationship between various bodies around the 

governance and regulation of health technologies needs to be clearly spelt out and 

organised.  

 

“That is what they need to address. Because you have got a range of 

statutory responsibilities which this function would link to. The question is 

does it cut across any of these or how does it fit with them?” Interview 18 

 

Department of Health or other government departments/policy issues 

There were a variety of cross cutting issues highlighted that may be of concern to a 

new Committee that did not fit directly within the remit of the Department of Health. A 

number of these were legacy issues from the HGC – not least work around the 

national DNA database, genetics and insurance and direct to consumer genetic 

testing.  

 

Overall, it was noted that the ethical implications of genetics and genomics go 

much wider than health. Whilst there was a preference for a Committee to focus on 

human genetics, for certain respondents, to have a strict health departmental 
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focus may institutionally constrain governance given wider public concerns in 

this area. In short, there were concerns about how the public interest would be 

served if there wasn’t a ‘HGC-like’ body focusing in this area. The extent to which the 

Committee had room to self-identify issues, and the freedom to operate with 

stakeholders outside the Department of Health were key issues in this regard.   

 

Those arguing the need to focus on the Department viewed the Committee remit 

more in terms of a sounding board for decision makers. The focus for the Committee 

would be around the ethical and societal healthcare impacts of genetics and 

genomics - with this narrow remit providing greater influence upon departmental 

policy. In this regard, wider issues were relevant for the department only insofar 

as civil servants and Minsters were, in the words of one interview respondent, 

“competent of the implications for government” . Other structures (a working 

party or outsourcing) could then be set up to review these issues on ad hoc basis.  

 

3.4.3 Specific issues for the Committee 

There were a number of issues that were believed to be of importance for the 

Committee in the coming years. These were not new issues in terms of genomics 

per se, but rather developments around existing issues - with the social and 

ethical terrain moving as the science progresses. In this regard, a number of these 

areas have already been reviewed by the HGC – and the new Committee’s role was 

seen potentially as a watching brief.  The issues identified for ongoing scrutiny can 

be classed into one of five areas. 

 

1. Access to genetic information  

Overall there was a general concern about what genetic information may be collected 

by the NHS, who has access to this, and under what conditions. How to maintain 

public confidence in the sharing of genetic information was therefore paramount. For 

certain respondents, issues regarding the insurance industry were seen as in 

abeyance rather than having been resolved, and there were residual concerns 

around privacy and discrimination in this regard. It should be noted that others 

questioned the predictive efficacy of genetics here, particularly due to environmental 

effects, and the extent to which insurance companies would be using genetic 

technology to understand and manage risks.  
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2. Direct to consumer testing 

There were a number of concerns with direct to consumer testing. These related to a 

potential growth in the market, together with how the public would interpret results – 

either in terms of the worried well or those with illnesses not taking appropriate 

treatments.  The area overall was seen as fast moving and needing governance 

oversight.  

 

From a policy perspective, a key issue for consumer products related to the type of 

governance framework needed and where departmental responsibilities would 

reside, given that the issues arise out of commercial enterprise rather than something 

used directly in the health service.  

 

3. Public health issues 

The potential to use whole genome sequencing information for public health 

screening was raised - potentially by stratifying the population in terms of genetic risk 

and targeting preventive measures towards those in the highest risk groups. As well 

as the broader social and ethical issues associated with this, there was a need to 

think through the dynamics of how this would be delivered within the health service - 

for instance in relation to differential treatment and prescription decisions, and how 

this impacts on patient-doctor relationships.   

 

There were issues around the translation of stem cell research into therapies and 

how to mediate the relationship with patients when considering treatments derived 

from the use of embryos. There were also wider issues around the patenting 

treatments derived from stem cells.  

 

4. Wider innovations in genetic healthcare 

There were other wider healthcare issues noted that, although at a more fundamental 

stage of research, had the potential to precipitate wider social and ethical issues in 

their development. These included the use of synthetic biology for medicine 

production and the use of somatic gene therapy for the treatment of cancers. The 

extent to which these issues would be covered through other agencies - such as 

healthcare regulators – was noted.   

 

5. Other public policy issues 

There were concerns with civil liberty aspects of the use of genetic information by the 

police - particularly the use of DNA for the predictive profiling of offenders. Here, 
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rather than use DNA to match samples from a crime scene, it would be used to 

profile offenders - for instance in terms of their eye, hair or skin colour – to help 

eliminate potential suspects.  

 

Overall, there was seen to be a need for the Committee to be able to respond quickly 

to step changes in research which change the ethical landscape – such as the 

hybrids debate in stem cell research. While specific future issues were not pinpointed 

in this regard, the key for any given issue was that the Committee could rapidly 

identify a topic, act to gather evidence on it, and report in a timely fashion.  

 

3.4.4 Options 

In summary, the options around the remit of the Committee are as follows: 

Remit Benefits Risks 

Human genetics and 

genomics 

Provides focus on the 

unique population wide 

issues and predictive 

capabilities emerging from 

advances in genetics  

 

Brings to the fore socially 

significant issues of privacy 

and access – which were 

highlighted as ‘front burner 

issues’ in terms of public 

controversy by respondents 

 

Provides a narrow and clear 

focus 

Lacks strategic join up 

across wider health 

technologies 

 

Potential to fragment 

governance 

 

Wider biosciences Enables an adequate 

overview of cross cutting 

governance, policy and 

political implications in the 

biosciences 

 

Promotes joined up 

governance 

Lack of clear focus and 

potential for mission creep 

 

Concern regarding 

whether the Committee 

could comprise the right 

expertise to function 

effectively  
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Department of Health Clear remit and governance 

responsibility 

 

Fits in well with a ‘sounding 

board model’ of Committee 

structure 

 

Maximises value for money 

in relation to the 

Department’s needs 

May institutionally 

constrain governance 

given wider public 

concerns in this area 

 

Potential for silo thinking 

 

Other government 

departments 

Variety of cross cutting 

issues highlighted that did 

not fit directly within the 

remit of the Department of 

Health 

 

Promotes better join up and 

cross departmental working 

 

How it would be resourced 

if not directly relevant to 

Departmental priorities 

 

Lack of clear focus and 

potential for mission creep 

 

Whether the Committee 

could comprise the right 

expertise to function 

effectively  

 

As noted above - overall the Committee will need to consider its role relative to the 

statutory functions of regulators, and ensure there is no overlap in functions or 

governance responsibility.  
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4.1 Introduction 

This chapter explores stakeholder views regarding the potential membership of the 

new Committee, together with a range of governance functions including 

independence, openness and transparency, engagement with the public and 

stakeholders, and horizon scanning.   

 

Discussions were to some extent overshadowed by uncertainty as to the new 

Committee’s terms of reference – as different remits would require different 

expertise, governance structures and resourcing levels. In the absence of a clear 

steer in this regard respondents often focussed on particular HGC functions they had 

found directly relevant to their own professional capacity. 

 

4.2 Committee membership  

There were four main issues identified in relation to the membership: 

 

1. Achieving a blend of expertise to effectively pursue the remit of the new 

Departmental Expert Committee.  

 

Respondents commented that they were not familiar with the term Departmental 

Expert Committee or what status it might suggest in practice. While happy to propose 

areas of expertise they felt likely to be appropriate in relation to human genetics, 

respondents regularly highlighted this wider uncertainty as problematic. It was felt 

that the Committee must have a definite purpose and clear terms of reference before 

recruitment begins. Importantly, the appointments process for the Committee 

should be transparent. The Department should make clear the appropriate areas of 

expertise to include, and where responsibility lies for the identification and 

recruitment of individual members. Clear explanation of these decisions was seen as 

equally important whether members were invited to attend, or drawn from an open 

recruitment process.   

 
 
Expert members 

The need for scientific expertise was universally acknowledged, with suggestions 

including researchers in genetics, genomics and related disciplines; and clinicians 
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including doctors, specialist nurses and genetic counsellors. While typically 

suggesting the inclusion of a range of expertise from the lab to clinical practice, there 

was some anxiety as to achieving an appropriate balance. Specifically, clinical 

expertise was perceived as potentially of more direct concern to the 

Department of Health, relative to those involved in basic or translational research. 

 

Alongside expertise from the life sciences, it was seen as important to include a 

variety of disciplines with skills pertinent to the wider exploration of the 

ethical, legal, social and economic implications of human genetics and 

genomics. Suggestions included: social scientists, bioethicists, philosophers, 

anthropologists, sociologists, public engagement specialists, economists (particularly 

those looking at developments in human genetics/genomics in light of their impact on 

the NHS), and those with legal expertise relating to civil/human rights and intellectual 

property. 

 

The importance of the new Committee’s chair was repeatedly highlighted; a 

position felt to require eminence, strength and diplomacy in equal measures. The 

process of selecting a chair was therefore critical, with an external appointment 

preferable to a nomination from within the Department of Health.  

 

Lay members 

While supporting the input of lay views in principle, the idea of what constituted a lay 

member and what defined an expert was not subject to a clear consensus.  While 

recognising the important contribution of lay members to policy Committees, it was 

felt that on particularly technical scientific advisory Committees, non-experts would 

be unable to contribute meaningfully. This raised the question of the exact status of 

the Departmental Expert Committee; should its work be considered technical in 

nature, and to what extent would this preclude contributions from non-specialists?  

 

There was some concern that any lay members should have a level of technical 

understanding; however, the inclusion of explicitly non-expert lay members was seen 

to take on greater importance if there was to be little opportunity for public 

engagement work. Respondents noted that in their experience those considered ‘lay’ 

might be scientists from other fields, doctors from unrelated areas of clinical practice, 

or bring another specific skill set such as legal, media or engagement expertise.   
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For respondents with a clinical background in particular, the need to include the 

views of patients with genetic diseases and their families was also an important 

consideration.   

 

Overall, the presence of lay people was important in helping to question the 

assumptions of ‘expert’ members trained to think in certain ways, and thus enrich 

debate.  

 
 
2. Seeking to preserve the institutional memory and value of the Human 

Genetics Commission.  

 
Many respondents were concerned at the potential loss of the HGC’s 

institutional memory along with the influence and professional networks of its 

members.  It was noted that the prestige of the HGC brand itself would be lost. This 

had implications for establishing and demonstrating the independence of the new 

Committee for its advice to have impact. It was clear from the framing of responses 

that many expect the current HGC membership to be heavily represented on the new 

Committee and/or to find ways of preserving the knowledge and access to wider 

networks currently housed within the Commission.  

 
3. Pursuing an opportunity to draw in fresh perspectives  
 
While seeking to build on the institutional memory of the HGC there were also 

suggestions for broadening debate and introducing fresh perspectives over time.  

This had two components. First and foremost it related to a desire to draw in new 

faces – essentially those with valuable expertise but with little or no experience of 

committee work. The second, less dominant concern was to involve constituencies 

perceived as excluded from formal governance committees, such as the 

biotechnology industry or the national media.  

 

The issue of striking an appropriate balance between maintaining long term 

coherence and periodically refreshing the Committee’s outlook was seen as an 

ongoing issue to be monitored and discussed. It was felt that legacy issues would be 

well covered by former HGC members, but that novel issues going forward might 

benefit from flexibility in the Committee’s structure to bring the right expertise on 

board. Much was made of the need for any standing Committee to make use of wider 

expertise as issues arise; while noting that this need not be resource intensive, 

potentially consulting via email.   
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4. Issues for membership arising out of a potentially broader remit 
 
Regarding the issue of broadening the Committee’s remit to include the wider 

biosciences, there was a range of opinion as to the trade-offs involved in expansion 

and their impact on the quality of work produced.  

 

Specifically, a wider focus would potentially require a more complicated structure, 

such as a central Committee with a number of additional working groups.  Discussion 

of options for a small standing Committee, with a wider structure that could be called 

upon on an ad hoc basis to respond to significant issues, led to the question of how 

to define the expertise needed in the core group versus the wider cohort. Specifically,  

a clear mechanism would be needed for the identification of issues for wider 

deliberation, with a well defined approach to involving appropriate expertise.  

 

4.3 Independence, openness and transparency 

As noted, the role of HGC as an arm’s length body was valued. The distance from 

Government brought freedom to identify and explore issues, and to collaborate, both 

across departments and with NGOs and charities. At the same time, the HGC 

enjoyed the status of a trusted Governmental advisor, bringing prestige and helping it 

to have impact on policy.   

 

The issue of independence of the Departmental Expert Committee was raised 

early on by respondents. Specifically, there was a strong need to clarify and 

codify the relationship of the Committee to the Department of Health. 

 

Overall, there were a number of critical governance questions that needed to be 

explored in relation to independence: 

 

 Will the Committee be in a position to contradict or constructively criticise 

the Department? 

 Will the final decision on what advice is made public be left to the 

Committee or the Department?  

 Will the Committee have space to set its own direction and programme of 

work or be more restricted, largely servicing Departmental requests for 

advice? 

 Will the Committee have resources/budget to commission work 

independently or need to seek funds from the Department? 
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Respondents felt that the answers to these questions should be formally enshrined in 

the terms of reference and governance arrangements of the Committee.  

 

Linked to the issue of independence was the need to demonstrate openness and 

transparency around the workings of the Committee, and the process through which 

advice is developed and disseminated. It was underlined that public and stakeholder 

perceptions would be crucial; as such the Committee must be seen to be 

demonstrably independent in the way advice is developed and presented.  

 

Transparency began with record keeping and documenting the Committee’s 

discussions. However, it was acknowledged that individual members of the 

Committee might be asked to provide more informal opinions at short notice to 

ministers and as such left undocumented. There was an expectation that minutes of 

meetings would be made available online as best practice and a helpful way to 

manage Freedom of Information requests. There was a balance to be struck online - 

as an extensive web presence could be costly and time consuming to maintain, while 

there were felt to be real benefits to having an outward face, particularly in explaining 

the work of the Committee to the public and patients.  

 

Going forward it was felt that detailed plans for transparency and openness would be 

needed to ensure the credibility of the group and support wider debate around the 

advice produced.   

 

4.4 Public and Stakeholder Engagement 

The research also looked specifically at the role of engagement within a 

Departmental Expert Committee. Respondents sometimes spoke about engagement 

with stakeholders and at other times about engagement with the public. While both 

these groups can be considered as stakeholders, the public are often seen as a very 

different and distinct stakeholder. Stakeholders are regarded as those groups or 

individuals with some form of professional interest and/or technical knowledge of the 

subject. The public, on the other hand, while having a stake in the area because of its 

impact on their lives will have far lower levels of knowledge, indeed many will be 

largely unaware of the area and its implications. For this reason the public often 

require specific support and engagement strategies if they are to be consulted 

effectively. The report therefore examines stakeholders and the public separately. 
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4.4.1 Public Engagement 

Respondents generally saw public engagement as a vital element of an expert 

Committee’s work. This was especially the case in dealing with controversial issues 

such as human genetics, where any scientific evidence will move beyond the science 

and into wider societal issues and values. Public engagement, from this perspective, 

is seen as having a role in establishing the social legitimacy of the Committee, 

providing outside scrutiny and offering the opportunity for people who might have 

knowledge on a topic to make a contribution.24  

 

“I think engagement, if it’s done well can improve policy and in itself being a 

good, in a sort of democratic sense, perhaps two purposes.” Interview 5 

 

“On a topic with considerable public interest it is essential to have public 

involvement, otherwise you end up spending more money in countering e.g. 

lobby groups who have other interests”. SAC Interview  

 

Gathering public evidence can bring the social framings and assessment of risks 

and benefits around particular technologies into sharper focus. This can be 

important for ensuring that the Committee identifies issues which are not currently on 

its radar early enough to prevent them becoming a larger problem.    

 

The extent to which public engagement had to be located directly within the remit of 

an expert Committee was questioned. As noted earlier, there was potential to 

outsource such work. More broadly canvassing information from other relevant 

engagement studies could be valuable. While having expertise on public 

engagement in the Committee was seen as useful, overall it was not a replacement 

for direct engagement on controversial issues.   

 

Impact on decision making 

Respondents with experience in engaging the public argued its importance in 

informing decision making. However, respondents often weren’t able to clearly 

identify where public engagement has been effective.  

 

                                                

24
 See the Sciencewise-ERC principles for public dialogue on science and technology for an 

overview of good practice in this area  
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Even though their advice may not have effectively changed, one respondent noted 

that they would have communicated to the department where their advice had drawn 

considerable levels of public comments.  

 

Another issue that was raised was that, on the whole, the number of people getting 

involved in public meetings, or who respond to consultations about Committee 

advice, are relatively low, and often don’t go beyond the ‘usual suspects’. Resource 

constraints make it difficult to go beyond the realm of those usual constituents.  

 

A number of respondents argued that public engagement is not always designed for 

the purpose of ‘influencing decision making’, and raised the question if this should be 

the purpose of involving the public. Agenda setting, rather than decision making, was 

cited as one such example.  Moreover, the creation of public expectation in relation 

to decision making could be a problem for the department. 

 

“I think it’s very helpful for the agenda setting type processes where people 

identify things that don’t seem to be on the radar that ought to be. I think it is 

much less helpful in terms of formulating the advice that should go to 

government because you get yourself sucked into explaining away everything 

that didn’t have the same view as you are recommending so it’s about how 

you create the expectation….. We got ourselves into a rather difficult position 

by committing to an engagement strategy and then not liking what we heard.” 

Interview 20   

 

Barriers to public engagement 

A number of common barriers to engaging the public have surfaced from the 

interviews:  

 

 Public engagement needs significant resources. A commonly felt downside 

of doing more than communicating factual information to the public was that it 

takes up a lot of time and money to do it properly. 

 

 Certain respondents touched upon the challenges of engaging 

meaningfully with the public on complex scientific matters. Aspects that 

were mentioned included, different knowledge bases around certain subjects, 

difficulties the public may have in understanding and weighing up risk, and 

the fact that work of a Committee can be very far removed from everyday life 
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of the public which makes true engagement challenging. This brings with it 

difficulties in presenting information in such a way that it is useful.  

 

 Open meetings reduce the scope for frank Committee discussion, 

especially when talking about difficult or controversial issues. Committee 

members may be more reserved, less relaxed and less able to form 

judgement. A combination of open and closed meetings was cited as useful in 

this regard 

 

 Misunderstanding by the public of the Committee’s remit (i.e. people 

wanting to discuss issues that are not appropriate for the Committee) was a 

concern.   

 

 Capacity within Committees to engage can vary; some members may find 

it harder than others to engage with the public because they lack the skills, 

experience or knowledge to do so. 

 

 Lack of demand for public engagement. Overall the public meetings that 

the respondents have organised in the past do not seem to attract the public 

in large numbers. 

 

 It can be challenging to plan an evidence based approach combined 

with public engagement, because the evidence is not always robust at the 

time. A respondent emphasised that open debate and open discovery has to 

be done responsibly.  

 

4.4.2 Models of engagement 

Respondents mentioned a variety of methods which they currently use (or have in 

the past used) to engage the public. Most interviewees had a fairly similar approach 

related to openness and transparency based on the principle ‘open up as much as 

you can’. The examples of engagement models that were mentioned are:  

 

 Issue based working groups; short life working groups around a specific 

emerging issue, in which external expertise and the public can be involved as 

appropriate 



Committee functions and governance: options 

 44 of 83 © 2009 BMRB Limited.  All rights reserved 

 Periodic public meetings; issue based public meetings on a topic the 

Committee would like to gather specific evidence on or that is likely to 

generate a lot of public and stakeholder interest 

 

 Prioritising public engagement on specific issues; a common view was 

that there is no need for constant public dialogue rather views should be 

elicited on particular issues 

 

 Engaging through social research; this type of research can help to 

develop a better understanding of how the public feels about particular issues 

in order to inform decisions or provide advice.  

 

 Public consultative panels; difficult scientific topics, like DNA and genetics, 

can sometimes be complex to get across to the public. An ongoing public 

patient panel that has developed  a working knowledge of the science could 

make it possible to debate some of the knotty issues.  

 

 Website, newsletters and email alerts; Often Committees inform or involve 

the public through publishing material on the website and opening up for 

comment or deeper engagement, or by means of more targeted 

dissemination in the form of newsletters and email alerts.  

 

Low cost models 

The budget constraints that all Committees are working under will undoubtedly 

impact on levels of public engagement. Some respondents have already 

experienced resource constraints affecting their public engagement activities. 

 

“There’ll be some issues that are more important for public engagement than 

others and you know I’d hope that public engagement is not ruled out, but 

again like the openness and accessibility of the Committee, maybe that is 

something that could have corners cut off it.” Interview 19  

 

However, certain respondents expressed strong views that public engagement is 

important, and decisions to remove such activities should not be taken lightly.  

 



Committee functions and governance: options 

 45 of 83 © 2009 BMRB Limited.  All rights reserved 

Quite a few examples of low cost engagement were cited with opening up 

Committee business and consulting via a website the most obvious ways. 

 

4.4.3 Stakeholder engagement 

Overall respondents saw benefits to spending resources in engaging with 

stakeholders, for a variety of reasons. Taking into account different views is regarded 

as vital for a Committee – as one respondent noted 'keeping an eye on 

developments in genetics and allowing discussion […] there is quite a lot to be lost 

from not having wider stakeholder engagement'. Considerations on the issue of 

stakeholder engagement are similar to those of public engagement. This section 

therefore highlights a few elements which are specifically relevant to engaging 

stakeholders.  

 

4.4.4 Role in relation to Committee 

Stakeholder engagement in relation to a Committee can serve different purposes. 

These purposes need not be mutually exclusive. Some respondents note an 

important role for involvement of stakeholders in the formulation of advice, through 

for instance involvement in issue based working parties. Others also believe agenda 

setting would benefit from seeking wider advice rather than doing it all internally, for 

‘reality checking’ purposes if nothing else – although it was also noted that ‘agenda 

setting needs to be done by a Department mostly’. 

 

Stakeholder engagement is also mentioned as beneficial for ‘road testing’ emerging 

issues - 'because some things make perfect sense to professionals and then turn out 

to be immensely controversial when they get into the media'. 

 

Some noted that one of the risks of not engaging stakeholders is that you could 

reduce the legitimacy of the Committee. 

 

“Being well rooted in broad stakeholder engagement and sufficiently open 

minded not to seen to be captured by any particular group of stakeholders 

and that enables a fair degree of credibility.” Interview 20 

 

 

Considerations for stakeholder engagement: 

 It takes time, money and capacity to engage with stakeholders. For an 

independent Committee it may be relatively straightforward to get external 
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funding for these kinds of processes, however, this could be a different matter 

for a governmental Committee. An elaborate process of stakeholder 

engagement can be resource intensive and it can slow down producing 

reflections – ‘it’s a big task, if you do it properly’. However, as is 

highlighted above, not engaging stakeholders could reduce the Committee’s 

legitimacy, which in turn could also slow down decision-making in the long 

run.  

 

 Rather than involving stakeholders in the full range of a Committee’s work, it 

is widely felt that involving stakeholders is best done on specific issues, for 

example on data sharing or insurance. From a stakeholders perspective this 

makes sense, because they are often more interested in one or two topics 

rather than the sum of a Committee’s business.  

 

 In addition, some respondents believe there is no need to get in opinions on 

everything, and think a Committee should be selective and only engage on 

topics they feel are urgent and important.  

 

“A sort of issue based approach tends to make it easier for people to see the 

implications with them or their organisation.” Interview 5  

 

 However, it was noted that careful consideration must be given to who a 

Committee engages with (and by implication on what), as well as to the 

overall balance of stakeholder groups. There are risks of being seen as ‘in 

the pocket’ of certain groups and this in turn could reduce legitimacy as much 

as not engaging at all. For example, in some cases building relations with 

stakeholders is inappropriate given commercial sensitivities or potential 

conflicts of interest.  

 

 Others held a view that is, at least in part, contradictory to stated concerns 

around appearing to represent some stakeholder views more than others. 

Some felt that it was most effective to build longstanding relationships 

with certain groups, in combination with bringing in knowledge  for particular 

pieces of work is seen as the most effective way of involving stakeholders.  
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“You do a bit of both, a kind of wide call for evidence but then I think you need 

to really engage with individual stakeholders within those area groups to get 

details, knowledge input to an actual particular piece of work.” Interview 3 

 

“Any Committee could certainly draw on work done by others as quickly and a 

lot of academic work done in this area but there’s still the issue of someone in 

Government somehow taking responsibility for the actual policy implications.” 

Interview 5 

 

All this points to the need for openness and transparency about the process of 

stakeholder engagement, as much as the content of discussions. 

 

4.4.5 Key stakeholders 

The type of stakeholders the Committee should engage with obviously depends 

totally on the remit of the Committee. The respondents to the interviews indicated a 

number of groups that should be taken into consideration for the new Committee, 

including: 

 Research councils 

 Research institutes and public engagement organisations in the field of 

human genetics and wider biomedical science 

 Industry, pharmaceutical companies 

 Civil society organisations 

 Consumer groups 

 Academics 

 Medical professionals 

 Privacy groups 

 Patient groups  

 Internal stakeholders within the Department of Health 

 The public 

 

Again, considering a balanced mix is emphasised by a certain respondents. 

 

“Certainly not just the funders; the funders must not define the ethical 

principles themselves, but they must provide leadership for the research 

community because there is need for the funder voice and the ethical voice to 

align.” Interview 1 
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“I think with that you need to involve both people with a particular interest in 

genetics or any of the other sciences that you’re looking at and also much 

more general groups of clinicians, down to the District General Hospital, 

people that are involved in provision as small standard rather than cutting 

edge services.” Interview 3   

 

4.4.6 Options for public and stakeholder engagement 

 

This section looks at how the new Committee might govern openness, transparency, 

and public and stakeholder engagement. It gives options within the restraints of the 

lower budget. Resulting from the research findings the new DEC could consider three 

options, each of which has certain trade-offs. The three models proposed are: 

baseline; strategic and embedded.  

 

1. Baseline Engagement 

 

Description 

This model is characterised by passive engagement; built on the assumption of 

conducting all Committee business as openly as possible, but with a minimal effort in 

undertaking active engagement activities. 

 

Activities 

 Publishing agendas, minutes, advice and reports on the website.  

 Take into account any impromptu enquiries and comments that may result out 

of this, not actively seeking feedback. 

 Build on what others are doing, tap into existing engagement activities within 

the department.  

 Follow the efforts of a selection of relevant organisations at regular intervals 

and learn from their engagement activities. 

 

 

Benefits Risks 

A low cost way of engaging, still being 

open and giving opportunity to an 

interested audience to interact with the 

Limited scope; expect only the ‘usual 

suspects’ to engage proactively.  

Possible risk of being perceived as 
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Committee’s work ‘closed’. 

 

Risking to ‘be caught on the hop’ by any 

emerging issues, especially when having 

to deal with media; being unaware of 

public opinion may give rise to 

challenges  

 

Risk of getting removed from ‘reality’ and 

getting bogged down in abstract ways of 

working.  

 

 

2. Strategic Engagement 

 

Description 

In this model the Committee would actively seek to engage with the public and 

stakeholders each on (controversial) issues, seek strategic partnership with 

organisations that do research and/or engagement in this field, and advise the 

department if a need is identified for wider engagement on certain issues. 

 

Activities 

 Actively keep feelers out on issues relevant to the Committee. 

 Organise periodic public and/or stakeholder meetings to discuss these issues 

with the public; the frequency tailored to the demand of the schedule.  

 Actively engage the public and stakeholders, not necessarily undertaken by 

the Committee itself; rather than having a budget and large scale programme 

of its own it could connect to the department’s engagement programme, or 

engagement work could possibly be commissioned to external organisations. 

 

 

 

Benefits Risks 

Relatively low cost, no need for 

substantial infrastructure.  

Possible economies of scale by 

Possibly limited impact on decision 

making. 

Ad hoc engagement may raise 
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collaborating with others (e.g. reaching a 

wider audience with minimum effort, gain 

insight in wider context of certain issues). 

Ample opportunity to keep up with 

current developments.  

challenges to transparency on the 

process of how different views are 

sought.  

Implies higher levels of collaboration 

within and outside the department which 

may be laborious and time consuming.  

 

 

3. Embedded Engagement 

 

Description 

In this model, engagement is  as an integral part of the remit of the Committee, and 

efforts are made to (continuously) seek public and stakeholder concerns; 

opportunities for feedback are maximised. 

 

Activities 

 All business is as open as possible (where appropriate). 

 Face-to-face engagement is pursued as much as possible, e.g. in all regular 

meetings as well as ad hoc meetings 

 Continuous feedback from an ongoing public panel 

 Lay membership to ensure public opinion within the Committee  

 Actively keep track of other efforts in the field, and seeking to tap into 

engagement efforts from others if appropriate. 

 Sharing best practice with other (external) groups who are dealing with the 

same issues, possibly cast in a formal collaboration.  

 

Benefits Risks 

Lower opportunity costs once the 

structures are set up for ongoing 

engagement.  

 

A lot of leeway to seek public opinion if 

needed (needs based). 

 

Consistency in communicating and 

engaging with the public, good for 

Higher costs involved, especially when 

seeking to engage face-to-face. 

 

Would need a lot of support and 

resource.  

 

High levels of openness may conflict with 

sensitivity of issues and may constrain 

members to voice their opinion. 
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increasing trust.  

  

 

 High levels of engagement may come 

with the risk of building up expectations 

that are outside the remit of the 

Committee.  

 

4.4.7 Partnerships  

Overall, respondents saw collaboration and partnership with organisations in 

complementary fields as positive and of value to a Committee.  

 

One of the key considerations appears to be whether partnerships should be formal 

or informal. Some potential partners put great emphasis on their independence and 

would not want to be seen as ‘towing the party line’. Also, some independent 

organisations would want to voice their criticism to government from time to time, and 

could feel limited in their ability to do so when in a formal relationship with that same 

government.  

 

On the flipside, the Committee needs to take into consideration how they are 

perceived by the outside world. Careful consideration of who to partner with is critical, 

you don’t want to be seen as being in the pocket of industry, for example.  

 

“If you have a partnership you have to think about the independence issue 

obviously so not partnering with one side of the debate. But yes I think that can 

be used when it’s appropriate.” Interview 5 

 

Co-funding of research or public engagement programmes, with for example a 

research council, is also mentioned as a way of working within the restraints of the 

lower budget. They are also facing resource constraints and could benefit from 

partnering up with an expert Committee. 

 

 

Given the current financial circumstances, this research has also explored scope for 

potential partnership, data sharing and other ways of cost reduction with existing 

processes and new experiments in public engagement.  
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4.4.8 Keeping abreast of organisations with a public engagement remit 

There are a number of organisations in the UK conducting public and stakeholder 

engagement and research in the realm of human genetics or genomics. Our research 

has identified those that the Committee may want to check on a regular basis, to 

keep up to date on new developments related to societal, ethical and legal issues. It 

will be highly dependent on the remit of the Committee as to what is possible. There 

are a number of organisations engaging people with biomedical research, and overall 

there would be scope to work together with several of these organisations if the 

Committee wishes to do so. The Committee will need to take into consideration that 

these organisations have varying constitutions, aims and remits; some organisations 

are independent and could have varying views. Keeping up with a variety of opinions 

will be important.  

 

This could serve several purposes, for example, staying abreast of current 

developments in the field, staying informed on public engagement efforts, sharing 

learning, possibly collaborating on public engagement, or even tapping into existing 

infrastructure.  

 

The table below provides a few suggestions of organisations worth following, of 

which some are potentially worth engaging in a conversation with around 

collaboration once the remit of DEC is clear. Until the remit of the Committee is 

clearer it is difficult to be specific about which of these organisations might be most 

helpful. The table below should therefore be seen as a basis for consideration once 

the remit becomes clearer. Section 3.2.2 gives a longer list of organisations working 

in this area, some of which might also be relevant to follow regularly. 

 

Organisation Description Areas for potential 

partnership 

Scottish Healthcare 

Genetics Public 

Engagement 

Network (Gengage) 

Gengage brings together, 

promotes and supports 

individuals and organisations 

working in Scotland to increase 

public awareness, dialogue 

and debate on issues to do 

with healthcare genetics. 

There role is: 1) sharing 

A useful repository of new 

engagement initiatives, worth 

checking periodically.  
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experience and good practise 

2) promoting research and 

evaluation 3) training to build 

capacity and capability, 4) 

facilitating dialogue 

Nuffield Council on 

Bioethics Working 

Party on emerging 

biotechnologies 

The Nuffield Council on 

Bioethics was established in 

1991 by the Trustees of the 

Nuffield Foundation to identify, 

examine and report on the 

ethical questions raised by 

advances in biological and 

medical research. The council 

has set up a new working party 

to consider the ethical issues 

raised by emerging 

biotechnologies such as 

synthetic biology and 

nanotechnology. 

Highly respected organisation 

in this field, and mentioned 

quite a few times by 

respondents as an 

organisation to regularly keep 

in touch with, possibly 

collaborate with, or even have 

carry out certain public 

engagement activities. 

Genomics Network Genomics Network is a major 

investment by the Economic 

and Social Research Council 

(ESRC), dedicated to 

examining the development 

and use of the science and 

technologies of genomics. 

 

Of those involved in the 

network, the two most worth 

exploring are Egenis and the 

Genomics Forum.  

 

Egenis produces social 

science research on the social 

impact of developments in 

genomic science, and also 

A large network with a 

substantial body of ongoing 

research on public attitudes in 

areas relevant to the new 

DEC. 
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engages with a broad range of 

users and stakeholders, 

collaborating with them in the 

identification of key issues.  

 

The Genomics Forum  

encourage fruitful interaction 

with the range of genomic 

scientists, both nationally and 

globally, ensure the visibility 

and use of the ESRC 

Genomics Network and its 

output, and assist the 

engagement with policy 

makers and publics 

The Wellcome Trust  The Wellcome Trust Sanger 

Institute is a charitably funded 

genomic research centre that 

undertakes bespoke 

engagement research. The 

trust also funds ad hoc public 

engagement programmes 

through its Medicine, society 

and History programme. 

Worth following their research 

periodically, and possibly their 

public engagement 

programme. They foster a 

community of researchers who 

can engage effectively with 

different audiences. Also work 

on making complex biomedical 

research accessible.  

Nowgen 

 

 

Nowgen is part of the 

Manchester Biomedical 

Research Centre and engage 

with public and patients about 

biomedical research including 

genetics.  

There is potential for exploring 

collaboration around specific 

projects that they might run in 

the future.  

UK Biobank A database/ resource, that 

scientist can use to carry out 

health related research. Half a 

million people recruited giving 

samples, and this data is 

stored and can be analysed by 

Have recruited half a million 

people that are sensitive to 

science and health, there 

could be potential to engage 

with them (by lead of the 

Biobank) 
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scientist. Spun out of the 

genome project (MRC and 

Wellcome Trust).  

National Genetics 

Education and 

Development Centre 

The NHS National Genetics 

Education and Development 

Centre is working with a range 

of groups throughout the UK to 

facilitate the integration of 

education in genetics and 

genomics into all levels of 

education and training for NHS 

health professionals. 

Have a good understanding of 

the views and needs of 

healthcare professional groups 

regarding genetics.  

Possibly useful network of 

patients and their families. 

Public Health 

Genetics 

Foundation (PHG) 

An independent, non-profit, 

international organisation 

based in one of the world’s 

most successful bioscience 

clusters in Cambridge, UK. 

Strong in analytic, knowledge-

broking, and influencing skills 

along with world-class 

expertise in medicine, public 

health and biosciences as well 

as in economics, ethics, law, 

philosophy, politics, and 

sociology. 

Expertise and knowledge 

worth following.  

Possibly access to wider 

network of stakeholders.  
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4.5 Horizon scanning 

There was a broad consensus that the Committee would need to keep abreast 

of wider developments impacting on human genetics and genomics. 

Maintaining some form of internal strategic horizon scanning function to identify 

issues for further deliberation was advocated. There was less agreement over the 

necessary depth and formality of this process, or what could be done with the outputs 

given the limited resources expected to be available for follow-up work. Horizon 

scanning activities were therefore often framed in terms of informing the agenda of 

the Committee, rather than more comprehensive approaches intended to serve a 

wider policy audience.  

 

Many held that the expertise of the group would give them sufficient insight to 

identify emerging ethical and societal issues around genetics; and that an 

independent expert Committee would by its very nature effectively horizon scan in 

setting and pursuing its programme of work. It was also highlighted that identifying 

issues through horizon scanning did not automatically mean taking on responsibility 

for their deeper investigation. This led to suggestions for a more informal internal 

process; with members drawing on their own experience and consulting with their 

professional networks. A process that could be pursued through informal 

discussions, in person or by phone, or via email correspondence, all seeking to 

capture a broad range of views. Subsequently using formal Committee time to 

present and discuss the findings was required, before nominating issues for further 

enquiry, with clear explanation of the thinking informing the choices made. It was not 

clear from responses exactly how frequently this ad hoc horizon scanning process 

would be deemed appropriate (though certain respondents suggested yearly) or 

indeed if it might be integrated more generally into regular meeting agendas. 

 

However, concerns were raised that more may be needed in terms of ongoing 

monitoring in some areas, such as looking beyond the UK at international 

developments in genetics related research and clinical practice, and 

monitoring wider legal developments relating to biotechnologies, healthcare 

and intellectual property.  Here horizon scanning was conceived as an exercise in 

the more systematic day to day monitoring of developments, as well as an attempt to 

look further ahead for issues of future relevance. While discussing day to day 

monitoring it was felt unlikely that a major issue would jump completely out of the 

blue and demand an instant response, respondents were more troubled by the issue 
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of duplication of effort, highlighting the importance of seeking to avoid overlaps - or if 

possible more actively collaborate - with other bodies working in this space such as 

the Human Genomics Strategy Group (HGSG) and Public Health Genomics 

European Network (PHGEN).  

 

While acknowledging it was not always a perfect fit, respondents usually supported 

making use of the horizon scanning work of other bodies wherever possible. A 

common example cited being the Government’s Foresight programme. However, one 

drawback identified in using external horizon scanning was a lack of control over 

framing the work in terms of a specific focus on human genetics or over a desired 

timescale. It was noted for example that the Foresight programme usually looks 20-

80 years ahead, while HGC have historically focussed on issues likely to be of public 

and policymaking interest in the coming 3-5 years.  
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The most significant finding from the research is that there is no overall consensus 

on how to best reconstitute the Human Genetics Commission as a Departmental 

Expert Committee. Stakeholders expressed differing views regarding the need for a 

Committee; the type of role and structure that the Committee should adopt; the 

substantive remit; and the extent to which it should focus on the Department of 

Health. Wider Committee functions that contribute to good governance – particularly 

in relation to openness, transparency and public or stakeholder engagement – were 

contingent on defining this role and remit.  

 

While not providing a clear agreement about the DEC, the research does provide rich 

and detailed insight into the scope and limitations of different potential models for 

Committee working,    

 

Given this, the Department will now need to decide the best course of action to move 

forwards. Due to this lack of consensus, it will be important that the Department is 

transparent in how the decision has been reached, and the extent to which 

stakeholder concerns have been accounted for in the decision.  

 

It is beyond the scope of this research - nor is there valid evidence from the findings 

– to recommend to the Department a specific model for the Committee. Rather, the 

conclusions highlight the primary tradeoffs between options – essentially outlining the 

key questions the Department will need to consider in constituting the DEC. Drawing 

on the key findings from the report these will focus on the following three areas: 

 

 The need for a Committee 

 A genomics or wider biosciences focus  

 A departmental or cross government remit 

 

In addition, the conclusions will briefly reflect on wider functions of good governance 

particularly in relation to public engagement practice.  
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1. The need for a Departmental Expert Committee 

One of the most challenging issues for the Department will be whether a 

Departmental Expert Committee is the most appropriate structure for gaining advice 

concerning the social, ethical and legal issues around genetics and genomics.  

 

There were two issues. For those arguing a need to retain a formal ‘HGC like’ 

committee, of critical issue was a degree of independence the DEC could have from 

the Department. As noted in the findings, if the Committee is to be perceived as 

independent, it should be able to have space to set its own priorities, have final say 

on what information is made public and have scope to constructively criticise the 

Department.  

 

It will be vital that the Department is clear about these aspects when making a 

decision – and that this is codified in the Committee terms of reference. Without 

these conditions being in place it is likely that the DEC will not be perceived as being 

independent. In this regard, there may be difficulties in getting people to serve as 

members. 

 

There is perhaps a more challenging issue in responding to those who did not feel 

there was a need for a full Committee and that a ‘departmental sounding board’ 

structure was the best route forwards. For these groups in particular there will be a 

clear need to demonstrate the added value of the Committee and in particular how it 

fits within other structures governing research, clinical and wider practice in this area.  

 

Any decision will need to particularly consider how the Committee works alongside 

organisations regulating health research - and the value in housing the Committee in 

the Department in this context. Specifically, the critical issue is how the Committee 

links into and informs wider processes of biomedical innovation; and why it is better 

to have distinct governance structures focused on different parts of the innovation 

pathway.   

 

2. A genomics/genetics or wider biomedical focus 

Other than a relatively strong view that the Committee should not focus on traditional 

areas of bioethics, there was no clear preference around the substantive remit for the 

Committee – specifically whether to focus on human genetics/genomics versus the 

wider biosciences.  
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To a degree, those wanting a focus on genetics were more likely to want a HGC like 

structure to replace the Committee – seeing there to be relatively unique population 

wide issues associated with advances in genomic science due to its predictive 

capability. In this regard, there were legacy HGC issues, such as offender profiling 

and over the counter testing, and newer areas such as stratified medicines, that 

created a distinct need for a Committee to provide societal advice.   

 

The flip side of this was a concern that a narrow focus would miss the wider 

implications and cross cutting governance issues in the biosciences. As noted earlier, 

reducing debate to one particular aspect of biomedical innovation, which happened 

to be visible at a given time, would limit the strategic impact of advice.  

 

If opting for a human genetics focus, the Department will need to:  

 define anticipated additional issues likely to emerge from developments in 

genomics that are not, to some extent at least, covered through existing 

governance processes 

 consider why a formal Committee is the best structure for dealing with these 

issues relative to some other consultative structure.   

 consider if wider developments in the biosciences are likely to create potential 

public concerns relevant to the Department; and whether new advisory 

structures beyond the DEC would be required to be set up to deal with this 

(hence adding to the proliferation of advisory groups). 

 

If opting for a biosciences focus, a significant issue will be to guard against the 

charge of complacency around issues of potential genetic controversy. Specifically 

thought would need to be given as to how the science and governance landscape 

has sufficiently changed since the HGC was set up, making a human genetics focus 

less fit for purpose given the future strategic direction of the science. At a more 

practical level, the number of studies any committee could realistically deal with; and 

the types of expertise needed to provide robust advice for policy across such a broad 

portfolio would need to be carefully considered.   

 

A cross departmental or Health Department focus 

Whilst all respondents acknowledged that the social and ethical implications of 

genetics and genomics go much wider than health, the extent to which the DEC 

focus on other Departments was more contested.   
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There was a significant concern that restricting issues to the Health Department 

could mean that wider concerns around genetics get missed – indeed many saw the 

strengths of the HGC in having this wider role. Certainly a number of studies by the 

HGC – notably Nothing to Hide as well as the work on direct to consumer testing – 

would not necessarily have been undertaken if focusing on health issues alone.  The 

government department with most at stake in this regard is the Home Office. If a 

decision is taken to focus the Committee on the Department of Health, transition 

arrangements will need to be in place concerning the HGC’s representation on 

groups such as the National DNA Database Strategy Board.  

 

The principal arguments for a health focus concerned clarity of remit and 

opportunities to maximise the strategic and policy impact of the Committee for the 

Department. In this regard, the ‘sounding board model’ was associated with this 

focus. If adopting a wider departmental brief, the critical issue will be to ensure that 

the Committee remains relevant to Ministerial and departmental needs, and is not 

seen to being suffering from mission creep. 

 

Finally, one option in this regard is to give the Committee a degree of flexibility to set 

its own agenda – including scope to explore cross departmental issues. As noted 

earlier, if the Committee is to be formal and positioned as independent, this is likely 

to be an important condition.  

 

In this regard, essentially cutting across all of these concerns is the relative level of 

control of the Committee by the Department. Perhaps the most fundamental choice 

boils down to whether a formal independent Committee is needed; or whether 

something more advisory and tied to departmental needs is required. The issue will 

be not to position the Committee as one thing, without the appropriate structures and 

relative levels of autonomy to deliver its promise.   

 

Wider Committee functions and the role of public and stakeholder engagement 

There was general agreement amongst the respondents that both public and 

stakeholder engagement in this area are vital. This is reinforced by wider 

governmental moves to engage more widely and deeply around controversial issues 

or technologies such as human genetics.  
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This poses a significant challenge for the Department in the context of a reformed 

Committee that will have very limited resources.  

 

The report suggests a number of things that the new Committee could do in relation 

to: i. openness and transparency; and ii. working, at different levels of formality, in 

partnership with other bodies which do public engagement in this area. While moves 

in these directions will be useful, it is important to note a number of important 

considerations that the Department should bear in mind as it decides on the role of 

public and stakeholder engagement within the new Committee.  

 

Given the history of public engagement by the HGC, the Department might anticipate 

an expectation by stakeholders, and perhaps by some members of the public, that 

any new Committee will maintain this level of engagement about an issue as 

controversial as human genetics. There is a broader principle at work, as well as a 

practical consideration which the Department will need to consider. 

 

A principle is developing within Government that stakeholder and public engagement 

are important considerations where advice is being framed to take account of social 

and ethical issues. The COPSAC principles are one expression of this, the presence 

and role of Sciencewise in developing and funding new ways to engage the public in 

dialogue about the social and ethical implications of emerging technologies is one 

other.  

 

These principles and structures have been developed in response to the more 

practical consideration. The continued controversy over growing genetically modified 

crops in the UK is just the most high profile example of how getting public 

engagement wrong can delay government decisions and cost far more than a well-

designed, early public and stakeholder engagement process. This is as true in the 

area of human genetics as it is in other potentially controversial areas of science and 

technology policy.  

 

Given the constraint on resources, it is unlikely that the new Committee will have a 

dedicated budget to engage the public. This may well mean that the default position 

looks something like the ‘Baseline public engagement’ described in the report. 

However, the Department will want to consider how best to ensure that the new 

Committee develops a culture of that values public engagement if it is to respond to 

developments which require more than the bare minimum. Such a culture will be 
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needed if the Committee is to be able to provide robust advice when emerging issues 

require deeper engagement. To engender such a culture the Department will want to 

give serious consideration to the membership of the Committee as well as thinking 

about how best to write public and stakeholder engagement into its remit. It will also 

need to seriously consider how it will resource the Committee’s work in this area 

either on an ad hoc or an ongoing basis.  

 

Overall, the new DEC provides an opportunity to think this through. Rather than just 

focus on constraints, there is also scope to innovate and take some risks in the new 

structure that emerges – tied firmly to the principles of open government and better 

accounting for public views in the agenda setting and policy process. 
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Key principles in relation to public engagement 

 

Code of Practice for Scientific Advisory Committees (COPSAC) 

COPSAC sets out a few key principles in relation to public engagement. Depending 

on their remit, a Committee may be required to frame its advice to take account of 

social and ethical issues, and public and stakeholder concerns. All members and 

secretariats should regard it as part of their role to consider whether the questions on 

which the Committee offers advice are those which are of interest to the public and 

other interested parties outside the scientific community. They should also ensure 

that the Committee has the opportunity to consider contrary scientific views and, 

where appropriate, the concerns and interests of stakeholders before a decision is 

taken. They should ensure their advice is comprehensible from the point of view of a 

member of the public (including risk communication). 

 

In cases where decisions are particularly significant, scientific advisory Committees 

may decide to take views on preliminary drafts of its advice from relevant 

organisations, other parts of the scientific community or even, in some appropriate 

cases, a representative sample of members of the public.  

 

In relation to public engagement the COPSAC refers specifically to:  

 Communication with the public; highlighting that SACs should develop a 

policy for the communication of their work to the public and for receiving 

feedback. It lists a range of mechanisms that could be used such as: open 

meetings, public consultation, dialogue with interested parties and the calling 

of outside experts to attend meetings. 

 Open meetings; SACs should aim to hold open meetings on a regular basis 

or equivalent opportunities for direct public access.  

 Public consultation; where this is undertaken, it should be made clear that it 

is designed to enable the SAC to reach a view on the advice it should offer, 

not necessarily on the policy options to be pursued. Any consultation on 

policy options will generally be for the government to carry-out. A Committee 

may however wish to advise government on where it thinks public 

consultation might be necessary. Where public consultation to inform a 
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Committee’s advice, the appropriate elements of the Cabinet Office’s Code of 

Practice on Consultation should be followed. 

 

Sciencewise-ERC Guiding Principles for public dialogue on science and technology. 

The guidelines have been developed by the Government (BIS) through its 

Sciencewise-ERC programme.25  

 

Context: the conditions leading to the dialogue process are conducive to the best 

outcome 

Scope: the range of issues and policy opinions covered in the dialogue reflects the 

participant’s interests 

Delivery: the dialogue process itself represents best practice in design and execution 

Impact: the outputs of dialogue can deliver the desired outcomes 

Evaluation: the process is shown to be robust and contributes to learning 

 

More detailed information on the Sciencewise principles for public dialogue on 

science and society can be found in The Government’s Approach to Public Dialogue  

 

Baseline what the public think 

There has been a wide range of different public engagement from different 

organisations that sought to capture the needs and concerns of the public related to 

genetics and genomics.  

 

A few recent examples of projects that sought to capture the needs and concerns of 

the public include, Stem Cell dialogue (public dialogue activities around the science 

and social and ethical issues of stem cell research), Nuffield Council of Bioethics 

Working Party  Deliberative Workshop on the provision of bodily material for medical 

treatment and research, Appraising Options for Addressing the “kidney gap” 

(Innovative method based on deliberative mapping) and a Royal Society project 

called “Talk to Us” (and internet discussion site to provide channels for the public to 

communicate with each other and the Royal Society on issues relating to the impact 

of science and technology on society).  

 

                                                

25
 Sciencewise ERC, The Government’s Approach to Public Dialogue on Science and 

Technology  

file://involve/Involve/Projects/Projects/054%20DH%20Human%20Genetics%20Commission/04.%20Project%20work/o%09http:/www.sciencewise-erc.org.uk/cms/assets/Uploads/Project-files/Sciencewise-ERC-Guiding-Principles.pdf
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All differ in aim, approach and outcome. Rather than attempting to give a long list of 

all public engagement activities and methods that have been undertaken, it is 

perhaps more useful at this stage to consider obtaining a baseline overview of what 

the public think on these matters when the actual remit of the DEC on public 

engagement is more clear. Sciencewise-ERC has executed a few projects that 

evaluate what the public think.   

 

Involve: What the 

public say 

This paper considers what citizens who 

participate in public dialogue events have 

said about public engagement and how it 

can – and should – be incorporated into 

governance structures. It identifies 

a number of key insights from these citizen 

views, showing how public engagement in 

national decision-making can support the 

coalition’s move towards a moe open, 

transparent and accountable way of 

governing. It also explores the implications 

of these views for the Big Society. 

 

http://www.sciencewise-

erc.org.uk/cms/assets/U

ploads/What-the-public-

say-report-FINAL-v4.pdf 

 

Daniel Start: 

Ethical 

dimensions in 

Sciencewise-

ERC dialogues 

A review identifying three common lessons 

about the public participants’ attitudes to 

the science and policy. 

http://www.sciencewise-

erc.org.uk/cms/ethical-

dimensions-in-

sciencewise-erc/ 

 

 

Phil Macnaghten 

and Jason 

Chilvers: The 

Future of Science 

Governance: 

A review of public 

concerns, 

governance and 

institutional 

response 

 

A review of cross cutting governance 

issues that have emerged from 

Sciencewise funded public dialogue 

programmes,  

 

 

http://www.sciencewise-erc.org.uk/cms/assets/Uploads/What-the-public-say-report-FINAL-v4.pdf
http://www.sciencewise-erc.org.uk/cms/assets/Uploads/What-the-public-say-report-FINAL-v4.pdf
http://www.sciencewise-erc.org.uk/cms/assets/Uploads/What-the-public-say-report-FINAL-v4.pdf
http://www.sciencewise-erc.org.uk/cms/assets/Uploads/What-the-public-say-report-FINAL-v4.pdf
http://www.sciencewise-erc.org.uk/cms/ethical-dimensions-in-sciencewise-erc/
http://www.sciencewise-erc.org.uk/cms/ethical-dimensions-in-sciencewise-erc/
http://www.sciencewise-erc.org.uk/cms/ethical-dimensions-in-sciencewise-erc/
http://www.sciencewise-erc.org.uk/cms/ethical-dimensions-in-sciencewise-erc/
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Appointments to the Committee and conduct of members 

The most notable guidance regarding Committee appointments is from the Code of 

Practice for Scientific Advisory Committees (COPSAC) 26 and the Commissioner for 

Public Appointments’ Code of Practice (the OCPA code).27 

 

COPSAC highlights out the need to continuously assess the balance of expertise on 

a Committee, and to make explicit members rights and responsibilities, including 

details of induction procedures. The OCPA code lays out best practice for making 

public appointments and covers the entire process, from seeking applications (and/or 

approaching targeted candidates) through to sifting and the final selection of 

appointees. However, it is noted that in the case of selecting experts, some positions 

require such a particular combination of skills and experience that it may not always 

be possible to pursue the usual public appointment process. 

 

With regard to Committee conduct, the Nolan Committee’s Seven Principles of Public 

Life28 will be relevant for Committee members. Three in particular stand out:  

 Integrity – not placing themselves under any obligation to outside individuals or 

organisations that might seek to influence  

 Accountability – being accountable for their decisions and must submit 

themselves to appropriate scrutiny 

 Openness  - being as open as possible about all the decisions and actions that 

they take 

 

Working practices of the Committee 

With regard to working practices, the most notable guidance again relates to the 

COPSAC. It covers a range of principles that should govern the procurement of 

science advice, whether in house or external, and provides the key terms of 

                                                

26
 Government Office for Science (2007). Code of Practice for Science Advisory Committees.  

Available at: http://www.berr.gov.uk/files/file42780.pdf 
27

 http://www.publicappointmentscommissioner.org/Code_of_Practice/ 
28

 Available at: http://www.public-standards.org.uk/Library/Seven_principles.doc 
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reference for all SACs. There are four areas that are worth drawing particular 

attention to: 

 

Committee’s role and remit - it is essential that the role of the Committee is clear, 

codified and that members as have an unambiguous understanding of its remit and 

responsibilities. This also needs to be clear to public observers.  

 

Role of the secretariat – The primary function of the secretariat is to support the 

scientific advisory Committee by assembling and analysing information and recording 

conclusions. Given the financial constraints on the Committee, thought will need to 

be given to how emerging issues and concerns can be brought to the attention of 

members, how work between meetings is developed, and what is an appropriate 

level work for the Committee to undertake directly. Moreover, given the potential for 

the secretariat to be provided by non-specialist civil servants, the extent to which the 

need to gain access to people with relevant technical expertise is an issue.  

 

Openness – SACs should operate from a presumption of openness, insofar as this is 

compatible with requirements for confidentiality. Where openness is not possible, 

guidance also highlights that they should explain publically why information is being 

withheld. At a minimum Committee agendas should be published, with the 

publication of minutes and advice also preferable. For matters where advice needs to 

be given in private, there is a presumption that it should be published after a suitable 

time interval has passed.  
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Client Department of Health 

Conducted by 

TNS-BMRB: 

Dr Darren Bhattachary, Executive Director 

Andrew Hunter, Senior Research Executive 

Involve: 

Simon Burall, Director 

Ingrid Prikken, Project Manager 

Objectives 

Following the review of Advisory Non Departmental Public Bodies in 

October 2010, the Cabinet Office announced that the Human Genetics 

Commission (HGC) will be reconstituted as a Departmental Expert 

Committee in the Department of Health. The Department commissioned 

TNS-BMRB and Involve to conduct research with key stakeholders on the 

new Committee’s structure and remit. The research was designed to 

explore the following issues: 

 

 How can the expert Committee best provide advice on the social, 

ethical and legal implications around advances in genetics to the 

Department of Health in a timely and cost effective manner? 

 How can stakeholder views be incorporated into the design and 

oversight of the new Committee? How can such involvement be 

sustained? 

 How can horizon scanning of societal issues / risks be embedded into 

the work for the new Committee? 

 What role is there for wider societal actor’s involvement?  

 What role should lay public involvement, public oversight or public 

dialogue play in the ongoing activities? 
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Sample size 

Achieved Sample as follows: 

 

25 Interviews with DH identified stakeholder groups:  

o Current HGC and HGSG members - 3 

o Department of Health, Arm’s Length Bodies - 2 

o Other Government Departments - 2 

o Research Councils - 4 

o Patient Organisations - 3 

o Past Commissioners - 1 

o Industry - 2 

o Academics - 2 

o Other (Charities, NGOs etc.) - 6 

 + 

o Interviews with SAC Chairs:  4 chairs + 1 member 

o Interviews with SAC secretariats: 3 

o Interviews exploring partnership with other relevant bodies: 2 

+ 

o Workshop Attendees: 11 officials from across the Department of 
Health, BIS, MHRA, GO-Science, and Northern Ireland Assembly. 

Fieldwork 
period 

Interviews were conducted by telephone between March and April 2011.  
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Literature 
Review 

Before developing the topic guides on which the interviews were based 
TNS-BMRB conducted an internal literature review of key documents, 
including: 

 The 2008 Light Touch Review of the HGC 

 The HGC’s published reports 

 The Code of Practice of Scientific Advisory Committees  

 A range of relevant reports relating both to science governance 
and the Cabinet Office review of arm’s length bodies produced by: 

o Government Office for Science;  

o Academy of Medical Sciences; 

o Human Fertilisation and Embryology Authority (HFEA); 

o HFEA’s Ethics and Law Advisory Committee (ELAC); 

o Association of Medical Research Charities (AMRC); 

o UK Biobank Ethics and Governance Council; 

o UK Clinical Research Collaboration (UKCRC); 

o House of Commons Public Administration Select 
Committee; 

o House of Lords Science and Technology Committee;  

o The Cabinet Office. 

 

Involve carried out desk research focused on public engagement,  
including internet research to explore existing and new innovative public 
engagement initiatives and a review of key documents, including:  

 The Government’s Approach to Public Dialogue on Science and 
Technology – Guiding Principles for public dialogue on science 
and society (BIS / Sciencewise-ERC) 

 Sharing experience: improving engagement across SAC 
secretariats – workshop report (BIS) 

 

All reports cited in relation to the findings are identified via footnotes in the 
main text of this report.  
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Method 

The literature review as a whole informed the subsequent development of 
the interview topic guides.  

 

With permission, all telephone interviews with stakeholders were digitally 
recorded and transcribed to ensure an accurate record of the 
conversation for subsequent analysis.  

  

A meeting was convened with the HGC’s membership to discuss the 
interim findings; this took place on the 5th April 2011.  

 

A workshop was held with DH officials and officials from other 
Government departments to explore the findings from the draft report. 
The workshop was conducted on the 6th April 2011 at the Department of 
Health’s Wellington House offices in London. A presentation of the 
findings was followed by small group discussions of their implications. 
This workshop is more fully described in a separate report: Genomics and 
Trust: Devising a new framework for Government advice on genetics and 
society - Workshop with government officials 6 April 2011 Report. 

 

It should be noted that some of the views expressed on public 
engagement activity stem from interviews with chairs/members of 
Scientific Advisory Committees (SACs) working in fields unrelated to 
genetics/genomics. 

Recruitment 
Recruitment was carried out by TNS-BMRB’s internal field team and staff 
at Involve based on a sample list developed by DH. 

Incentives 
No incentives were paid as all respondents were taking part in a 
professional capacity.  

Interviewers 
Interviews were conducted over the phone by experienced qualitative 
researchers using detailed topic guides - included below - to ensure 
consistency of approach. 

Topic Guides 

Separate topic guides were developed for each of the following groups: 

 

 The core group of stakeholders identified by DH 

 

 Chairs of Scientific Advisory Committees (SACs) 

 

 Members of SAC secretariats 

 

 Bodies discussing partnerships. 

 

Full copies are included below. 

Analysis 

A systematic review of transcripts was followed by a series of meetings 
between researchers to identify the emergent themes and their 
implications. The outcomes of the meeting with HGC members and 
workshop at DH were also taken into account. 
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223934  Expert committee on the social and ethical aspects of genomics and 

genetics - Stakeholder Topic guide:  FINAL   

 

 

 To begin, can I ask you a little about your role and the role of your organisation? 

o Probe to what extent wider societal issues around genomics and genetics are 

important to their organisation 

 How familiar would you say you were with the HGC? 

o Probe knowledge on its role 

o Previous experience of directly engaging with the Committee 

 

Thinking about the new the reconstitution of the HGC as a Departmental Expert Committee:  

 What is the need for a Committee to provide advice to DH around the wider aspects 

of genetics and genomics? 

o Why/What are the potential implications of not providing such advice? 

 What was effective about HGC in this regard?  

 Which other organisations are doing similar work to the HGC currently [NB exploring 

societal issues in genetics/biosciences]?   

o What are the opportunities for collaborative working with these 

organisations? 

 Introduce TNS-BMRB – an independent research firm 

 Overview of project:  

o Cabinet Office review of public bodies announced that the Human 

Genetics Commission (HGC) will be reconstituted as a Departmental 

Expert Committee. The Department of Health is now working on the 

implementation of these proposals.  

o In order to inform its plans, the Department has commissioned TNS-

BMRB to conduct research into the possible remit and functions of the 

new Committee  

o As part of a range of activities, we are interviewing key stakeholders to 

gain their perspectives on these issues 

o Interview will last approximately 45mins - 1 hour 

o The interviews will be completely confidential and no views expressed will 

be attributable. However, we would like to record the interview to ensure 

an accurate record of the discussion. All digital files will be deleted and 

transcripts made anonymous. Are you ok that we record the interview? 

[Gain permission to record] 
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 Given this, what does the remit of Committee need to be? Probe in relation to a focus 

on: 

o the social, ethical and legal aspects of genomics/genetics 

o other biological sciences issues which may have an impact on health policy 

in the future – such as stem cells/regenerative medicine, synthetic biology 

o other DH policy areas with classic bioethics/repro-genetics content (e.g. 

organ and tissue transplants, assisted reproduction technologies) 

 

 Given there will be a number of changes to arm’s length bodies such as HFEA; and 

committees such as Gene Therapy Advisory Committee (GTAC), Genetics and 

Insurance Committee – what are the implications of this new landscape in terms of 

the remit of the DEC  

o Should the Committee act as a repository of advice for the Department 

across these areas 

o How important is it to do this, given resource constraints  

 

 Given technical, social, economic and political changes, what issues are likely to 

demand the Departmental Expert Committee’s attention in the next few years? 

[probe] 

o Which are likely to attract media interest and/or create particular public 

concern?  

 Which are not? 

o In your opinion, how could public opinion in this area generate a need for 

advice on policy development from the Committee? 

o Could this advice be provided from another source, if so, where? 

  

I now want to go through some functions and ways of working that the Departmental Expert 

Committee may need to adopt going forward, to mitigate and respond to the issues.  

 

 The first relates to the provision of expert advice 

 How should the committee membership be constituted to ensure the Department of 

Health receives an appropriate balance of expert advice? 

o Which areas of expertise would you say are essential for it to provide credible 

advice? 

o If the Committee were to be given a wider remit, how can the Department 

ensure that the membership will have competency to provide advice in other 

areas? [for instance should there be a core membership with opportunities for 

cooption] 

o How well do you think the HGC did in this area? 
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 What are the lessons 

 Should the Committee include lay members 

o How effective is this in practice? 

o How could it be done better? 

  [For those on SACs or related bodies only] What sort of internal/secretariat 

support would the Committee need to function well 

o Given resource constraints, as there ways of thinking about how such internal 

support could be done differently  

o Are there other SACs that do this well/areas to learn from 

 

The next relates to independence  

 What should the Department of Health do to ensure that the advice the Committee 

provides is seen as independent  

o How well do you think the HGC did in this area? 

 What are the lessons 

 What should be the Department’s approach to independence of the DEC?  

o Relationship between the Committee and the Department 

o How advice is formulated 

 How does reconstitution as an expert Committee for a government department 

impact on the perception of independence? 

 What would you say is essential for the Department to do in relation to 

independence? And what desirable? 

o Given the resource constraints, are there any different or creative ways you 

think the Department could approach the issue of independence? 

 

The next relates to openness and transparency 

 What should be the approach to openness and transparency 

o What should the Department publish (e.g. minutes  of meetings; advice from 

DEC to the Department) 

 Probe use of technology: podcasts; online publication etc – NB how 

this can be done given resources constrained  

o Should meetings be held in public? [probe All, some, none] 

o How well do you think the HGC did in this area? 

o What are the lessons? 

 How does its reconstitution as an expert Committee for a government department 

impact on openness? 

 What would you say the risks are of the DEC not being open or transparent?  

o What should be essential to do in terms of openness/ what desirable? 

o Given the resource constraints, are there any different or creative ways you 

think the Committee could approach openness? 



Technical appendix 

 76 of 83 © 2009 BMRB Limited.  All rights reserved 

 

The next relates to stakeholder engagement  

 To what extent is stakeholder engagement important for the work of the Committee? 

 What are the implications of not doing it? 

 Who would you say are the most important stakeholders in this area? 

o How should the Committee interact with these? 

 Probe:  

 Agenda setting 

 Helping to formulate advice 

 Dissemination 

 Should stakeholders be engaged through a call for evidence or 

through formal partnerships  

 Probe impact on independence/ effectiveness of working 

 What would you say is essential for the Department to do in relation to stakeholder 

engagement? And what desirable? 

o Given the resource constraints, are there any different or creative ways you 

think the Committee could approach stakeholder engagement  

o How well do you think the HGC did in this area? 

 What are the lessons? 

 

The next is Public engagement   

 Does a Departmental Expert Committee have a role in public engagement? 

 To what extent should the Committee engage with the public 

o To inform the Committee agenda 

o To inform advice to Ministers  

o To disseminate its work 

o What are the implications of not doing it? [probe risks] 

 Is it important for the Committee to engage with the public directly or utilise/take 

account of other activities in this area 

 What sort of public engagement activities are you aware of in this 

area/? 

 Probe impact on policy?  

 Are there any existing models or ideas that could be used – 

particularly to minimise costs? 

 Are there other ways of accounting for the public interest 

 What would you say is essential for the Committee to do in relation to public 

engagement? And what desirable? [probe in relation to issues of openness above] 

o Given the resource constraints, are there any different or creative ways you 

think the Committee could approach public engagement 

o How well do you think the HGC did in this area? 
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 What are the lessons 

The final one is Horizon scanning 

 How should future issues impacting on genetics and genomics be fed into the work of 

the DEC? 

 If the Committee were given a broader remit (for instance some of the areas we 

mentioned earlier), are there other horizon scanning mechanisms that it should make 

use of? 

 To what extent should the committee make use of other horizon scanning work 

across government 

o What are the strengths and limitations of this 

 Should the committee have an internal horizon scanning function? 

o [if yes] How might this be resourced? 

 What would you say is essential for the Committee to do in relation to horizon 

scanning? And what desirable? 

o Given the resource constraints, are there any different or creative ways you 

think the Committee could approach horizon scanning 

 

Are there other things that the Department should do doing in terms of the new Committee’s 

ways of working? 

 

 Overall, what should be the top 3 things that any new committee should focus on in terms 

of 

o remit? 

o functions? 

 

Finally, are there any other issues you want to raise? 

 

**Note we will be writing up the findings by end of the month and discussing options for the 

new Committee with DH at the beginning of April  

 

Thank and close 
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223934  Expert committee on the social and ethical aspects of genomics and 

genetics   

SAC Secretariat Topic guide FINAL  

 

 

 To begin, can I ask you a little about your role in the secretariat and the nature of your 

particular committee? 

o What is the focus of the committee? 

o What are the responsibilities of the secretariat? 

 Probe around [including resources/ wider support required for]: 

 Administrative tasks  

 Drafting briefing documents or committee publications? 

 Other activities: conferences, meetings, engagement etc? 

 To what extent wider societal issues around the science are important to their SAC? 

 Does the secretariat service more than one committee?  

o What are the implications for this regarding how the Secretariat works? 

 

 To begin in broad terms, what sort of internal/secretariat support do you feel a 

Committee needs to function well? 

 Introduce TNS-BMRB – an independent research firm 

 Overview of project:  

o Cabinet Office review of public bodies announced that the Human 

Genetics Commission (HGC) will be reconstituted as a Departmental 

Expert Committee. The Department of Health is now working on the 

implementation of these proposals.  

o In order to inform its plans, the Department has commissioned TNS-

BMRB and Involve to conduct research into the possible remit and 

functions of the new Committee.  

o This interview to focus on the mechanics of supporting an effective 

scientific advisory committee, particularly in a reduced funding 

environment. We have already interviewed the chair of the SAC  

o Interview will last approximately 30 - 40mins. 

o The interviews will be completely confidential and no views expressed will 

be attributable. However, we would like to record the interview to ensure 

an accurate record of the discussion. All digital files will be deleted and 

transcripts made anonymous. Are you ok that we record the interview? 

[Gain permission to record] 
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o Given resource constraints, are there ways of thinking about how such 

internal support could be done differently?   

o What are the implications of not having dedicated secretariat support? 

 

I now want to go through some functions and ways of working that the Departmental Expert 

Committee (DEC) may need to adopt going forward: 

 

Recruitment of committee members and secretariat: 

 What expertise is needed among secretariat members to support an advisory 

committee? [PROBE]  

o Are there implications if the Secretariat is provided by generalist civil 

servants? 

 

Independence  

 Based on your experience, what can Departments do to ensure that the advice their 

Committees provide is seen as independent?  

 Are there any key functions or responsibilities that a committee or its secretariat must 

maintain to ensure independence? 

 

Building in openness and transparency 

 What is your own committee’s approach to openness and transparency? 

 What does your committee make public and how do you do this [probe resources and 

support needed]?  

Probe around: 

o information about meetings and meeting papers 

o information gathered to inform and assist committee deliberations 

o publications designed to inform and influence the formulation of public policy 

and public opinion 

o Information about Members of the committee and any sub-groups, working 

groups or panels. 

 

 Does your sponsoring Department make available the use of new technologies to 

support openness and transparency?  (podcasts; online publication)  

o What are the most cost effective options 

 Do you hold meetings in public?  [probe All, some, none]  

 What are the costs and benefits of public meetings?  

 What would you say the risks are of the new DEC not being open or transparent?  

o What should be essential to do in terms of openness vs. what is desirable? 

o Given the resource constraints, are there any different or creative ways you 

think the Committee could approach openness? 
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Stakeholder engagement  

 How does your committee build and maintain relationships with stakeholders? 

 What role do stakeholders play in relation to the committee [probe]: 

 Agenda setting 

 Helping to formulate advice 

 Dissemination 

 What would you say is essential for the DEC to do in relation to stakeholder 

engagement? And what desirable? 

o Given the resource constraints, are there any different or creative ways you 

think the Committee could approach stakeholder engagement  

 

The next is Public engagement   

 To what extent does your own committee engage the public 

o What resources and support is needed? 

 Is it important for an advisory committee to engage with the public directly?  

o To what extent can a committee utilise/take account of other organisations’ 

activities in the same area? 

 Are there any existing models or ideas for engagement that could be used – 

particularly to minimise costs? 

 In your own experience how does public engagement work feed into policymaking 

decisions? 

 What would you say is essential for the Committee to do in relation to public 

engagement? And what desirable? [probe in relation to issues of openness above] 

o Given the resource constraints, are there any different or creative ways you 

think the Committee could approach public engagement 

 

Horizon scanning 

 Does your committee undertake any horizon scanning activity? 

o Do you make use of horizon scanning by other bodies? 

 What are the strengths and limitations of this 

 To what extent can horizon scanning be achieved through engaging members 

expertise during committee meetings?  What would a more formal process add? 

 

Summing Up 

 Finally, are there any other issues you want to raise?  

 Summarise key points with respondent. 

 

**Note we will be writing up the findings by end of the month and discussing options for the 

new Committee with DH at the beginning of April - Thank and close 
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Topic guide SAC Chair interviews - FINAL  
 

 Thank you for taking time for this interview 

 Introduce Involve  

 Overview of project:  

o Cabinet Office review of public bodies announced that the Human Genetics 

Commission (HGC) will be reconstituted as a Departmental Expert 

Committee. The Department of Health is now working on the implementation 

of these proposals.  

o In order to inform its plans, the Department has commissioned TNS-BMRB 

and Involve to conduct research into possible remit and functions of the new 

Committee  

o As part of a range of activities, we are interviewing SACs to explore practice 

and issues arising from public engagement, openness, transparency and 

accountability.  

o Interview will last approximately 45mins - 1 hour 

o The interviews will be completely confidential and no views expressed will be 

attributable. However, we would like to record the interview to ensure an 

accurate record of the discussion. All digital files will be deleted and 

transcripts made anonymous. Are you ok that we record the interview? [Gain 

permission to record] 

o Ask if the interviewee has any questions before starting. 
 

 
 

Interview 

 
1. Could you explain in a few sentences, what is the role of [NAME OF SAC] and what is 
your role within this? 
 
 
2. I would like to explore in more detail the practice and issues arising from public 
engagement, openness and transparency. Specifically I want to explore how these can 
help the Departmental Expert Committee (DEC) in its work. 
 
2 a. Openness and transparency  

 What is your Committee’s approach to openness and transparency? [If 
reconstituted: how did/will the reconstitution impact on openness?] 

o Probe how this supports the functioning of the expert committee. 
o Does the Committee report to officials or directly to Ministers? 

 
o What does your Committee and/or Department publish (eg minutes of 

meetings, advice from committee) 
o Probe use of technology: online, etc. – NB. Do resource constraints have an 

impact on this? If yes, what are you doing differently given resource 
constraints?  
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o Are meetings held in public and to what effect (e.g. attendance, feedback, 
impact)? Probe: all, some, none.  

 

 What would you say the risks are of not being open and transparent as an expert 
committee? 

o What do you think are the essential elements of openness that a 
Department should enable its Expert Committee to put in place? 

o [If applicable: Are there any different or creative ways you are approaching 
openness in light of resource constraints].  

 
 
2 b. Public engagement 

 What is in your view on the role of public engagement for Departmental Expert 
Committees? 

o Probe the key ways this helps it perform its functions 

 What are the advantages of engagement? 

 What are the disadvantages of engagement? 

 Has your committee examined the risks related to public engagement? 
o Probe: what about the risks of not engaging?  

 

 How do you seek to understand the publics’ concerns and interests? (eg dialogue, 
stakeholders, consumer groups, social scientists ,market research, etc.)  
Probe: What is the perceived value of different activities, relative to public 

engagement (including the relative costs) [might also be worth asking how 

they obtain funding for these activities] 

 Could you give concrete example(s) of public engagement activity/process your SAC 
undertook/is undertaking?  
 

o Probe (ONLY IF TIME): 
o What is/ was the purpose? 
o Who are you engaging with? 
o How are you engaging? 
o What are the outcomes/outputs? 
o What impact does/has it have/had on departmental policy? 
o How are results from engagement, next steps and impact on policy fed back 

to participants? 
 
 
Has public engagement been effective in generating advice on social, ethical and legal 
implications? 
 
What prevents/hinders your committee from engaging with the public? 
(To tease out the barriers for public engagement) 
 
3. Models of engagement 
 
3 a. Low cost models: 

 Are there any existing models that you use in engaging the public – particularly to 
minimise costs? 

 What are the particular areas in which you have made savings? 
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 Given your experience, what are the ways that the new Departmental Expert 
Committee could approach public engagement in a low cost way? 

o Probe if time whether there are creative ways. 
 

3 b. Explore potential to use information/data/social intelligence from this party:  
(Only useful if the framework is general enough to allow for other content, or the content is 
specific enough to be useful to the committee CHECK IF COMMITTEE’S REMIT IS RELEVANT) 
 

o Are you sharing information/data/social intelligence with other committees? Why 
(not)? 

o If yes, with whom?  
o And how? Is there an infrastructure in place? 
o How well does it work?  

o Probe advantages and disadvantages 
o Would there be potential for the new DEC to share in your public engagement 

frameworks and processes? Why (not)?  
o Probe on use of consultative panel and possibilities for sharing such a 

resource  
 
 
Finally, are there any other issues you want to raise? 
 

Next steps 

 
We will be writing up the findings by the end of the month and discussing options for the 
new DEC with DH beginning of April.  
 

THANK YOU! 
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Topic Guide Exploring Partnerships: 

 

 Thank you for taking time for this interview 

 Introduce Involve  

 Overview of project:  

o Cabinet Office review of public bodies announced that the Human Genetics 

Commission (HGC) will be reconstituted as a Departmental Expert 

Committee. The Department of Health is now working on the implementation 

of these proposals.  

o In order to inform its plans, the Department has commissioned TNS-BMRB 

and Involve to conduct research into possible remit and functions of the new 

Committee.   

o As part of a range of activities, we are interviewing a few organisations to 

explore elements of new or existing public engagement efforts that are 

potentially useful for the new committee. Given the current financial 

circumstances we want to ensure that any recommendations we make 

won’t result in duplication of work already going on in this area. 

Questions will focus on building our understanding of the extent to 

which [NAME OF ORGANISATION] engages with the public, or 

collects evidence about public views on issues which might be 

relevant to the new Expert Committee. 

o Interview will last approximately 30 minutes  

o The interviews will be completely confidential and no views expressed will be 

attributable. However, we would like to record the interview to ensure an 

accurate record of the discussion. All digital files will be deleted and 

transcripts made anonymous. Are you ok that we record the interview? [Gain 

permission to record] 

o Ask if the interviewee has any questions before starting. 
 

 

1. Could you explain in a few sentences, what is the role of [NAME OF 

ORGANISATION] and what is your role within this? 

 

I would like to explore and identify potential for partnership and data sharing 

with existing public engagement processes and new experiments that could 

support the Departmental Expert Committee (DEC) in its work.  

2. The extent to which you currently, or plan, to engage the public 

 What is the role of public engagement in your organisation? 
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 In more general terms, to what extent is public engagement important 

for government in the area of human genetics? [framing how you might 

govern p.e.] 

 To what extent is PE a continuous part of your work? [Probe further if 

they talk about what appear to be one off processes].  

 Has public engagement been effective in generating advice on social, 

ethical and legal implications? 

3. Mapping potential for partnership  

 How do you develop/evolve your programme of work for public 

engagement? 

 

 Can you see in principle shared/overlapping objectives with the 

Departmental Expert Committee? 

 

 To what extend do you think your work might be of value to the new 

DEC? What might be the best way of sharing information. [to be able to  

make a judgement as to whether what they say makes them a likely 

candidate for partnership and then suggest further conversations between the 

DH or DEC and the organisation] 

 

 Are you aware of other organisations the DEC should be aware off? 

[wider mapping] 

 
Finally, are there any other issues you want to raise? 

 

Next steps 
 
We will be writing up the findings by the end of the month and discussing options for the 
new DEC with DH beginning of April.  
 

THANK YOU! 
 

 


