
The Role of Genetics Professionals in Public Debate – summary of survey results

A copy of the complete data spreadsheet – in Excel format – is available from Helen Middleton-Price, who can be contacted by email on helen.middleton-price@cmmc.nhs.uk.

	Total survey recipients:
	1065
	

	
	
	

	Web survey recipients:
	528
	

	Email survey recipients:
	537
	

	
	
	

	Total responses:
	266

	(25%)

	
	
	

	Web responses:

	100
	(19% of web survey recipients)

	Email responses:

	166
	(31% of email survey recipients)


	
	ACC
	AGNC
	CGS
	CMGS
	CGG +
	BSHG ++

	Number of recipients (total=1065)
	248
	129
	324
	256
	56
	52

	% total recipients
	23%
	12%
	31%
	24%
	5%
	5%

	Number of respondents (total=266)
	36
	39
	97
	71
	6
	17

	% total respondents
	14%
	15%
	36%
	27%
	2%
	6%

	Response rate (respondents as proportion of recipients)
	15%
	30%
	30%
	28%
	11%
	33%


+ members of the constituent societies ACC, AGNC, CGS and CMGS who are also members of the CGG have been classified for the purposes of this survey as members of the constituent society only.

++ BSHG members who are not members of any other constituent society
· Some questions about you 

	1. Your gender?

base = 261 (98% of total)

	Male
	104
	40%

	Female
	157
	60%


	2. Your age?

base = 262 (99% of total)

	Under 25
	5
	2%

	25 - 34 years

	66
	25%

	35 - 44 years
	93
	35%

	45 - 54 years
	73
	28%

	55 - 64 years
	20
	8%

	65 years +
	5
	2%


	3. Which of the following best describes your job?
base = 257 (97% of total)

	Clinician or Clinical geneticist
	101
	39%

	Nurse or counsellor

	39
	15%

	Laboratory scientist

	117
	46%


	4. Do you work in the UK?
base = 261 (98% of total)

	Yes
	237
	91%

	No
	24
	9%


Some questions about your work

	5. Who is your main employer?
base = 260 (98% of total)

	National Health Service/Hospital
	170
	65%

	University
	69
	26%

	Charity
	15
	6%

	Research Council
	4
	1%

	Industry
	1
	0.4%

	Government Department
	1
	0.4%


	6. Do you personally come into contact with patients in the course of your work?
base = 262 (98% of total)

	Yes
	141
	54%

	No
	121
	46%


	7. In your work, do you carry out laboratory based human genetics research?
base = 261 (98% of total)

	Yes
	136
	52%

	No
	125
	48%


	8a. Does your work involve or require the recruitment of participants for research studies?
base = 256 (98% of total)

	Yes
	154
	60%

	No
	102
	40%


	8b. In the last year of your studies, have you encountered any problems in recruiting participants for studies?
base = 152 (57% of total)

	Many recruitment problems
	4
	3%

	Some recruitment problems
	47
	31%

	Very few recruitment problems
	50
	33%

	No recruitment problems
	51
	33%


	8c. Please comment on the nature of any problems encountered.
base = 82 (31% of total)


The comments have been included in an appendix.

Social and ethical implications of genetics 

	9. To what extent do you agree or disagree that the non-specialist public needs to know about the social and ethical implications of scientific research?  
base = 258 (97% of total)

	Strongly agree
	154
	60%

	Tend to agree
	96
	37%

	Neither agree nor disagree
	4
	2%

	Tend to disagree
	2
	1%

	Strongly disagree
	
	

	Don't know/no opinion
	2
	1%


	10a. Which of the above topics do you consider to be the most important for wider public debate about the social and ethical issues it raises.
base = 250 (94% of total)

Total number of topics chosen: 738

	1. Genetic carrier screening programmes
	88
	12%

	2. Genetic testing and insurance implications 
	142
	19%

	3. The generation and sharing of genetic information in a clinical setting 
	54
	7%

	4. The commercialisation of genetics research 
	82
	11%

	5. The range of conditions for which genetic services should be provided 
	40
	5%

	6. Human cloning and stem cell research 
	111
	15%

	7. Differences in access to genetic services 
	37
	5%

	8. Prenatal genetic testing / Preimplantation Genetic Diagnosis 
	68
	9%

	9. Future medical interventions such as genetic testing for common conditions 
	104
	14%

	10. The use of animals in genetic research 
	12
	2%


	10b. Are there any other topics you consider to be the most important for wider public debate about the social and ethical issues it raises.
base = 95 (36% of total)


The comments have been included in an appendix.

Communicating genetics

Please consider communication between genetics professionals and the non-specialist public. How strongly do you agree or disagree with the following statements? 

	11. Genetics Professionals have a duty to communicate their work and its implications to the non-specialist public.
base = 255 (95% of total)

	Strongly agree
	135
	53%

	Tend to agree
	106
	42%

	Neither agree nor disagree
	5
	2%

	Tend to disagree
	7
	3%

	Strongly disagree
	1
	0.4%

	Don't know/no opinion
	1
	0.4%


	12. I would like to spend more time than I do communicating the implications of my work to non-specialist audiences.
base = 254 (95% of total)

	Strongly agree
	52
	20%

	Tend to agree
	109
	43%

	Neither agree nor disagree
	59
	23%

	Tend to disagree
	23
	9%

	Strongly disagree
	9
	3%

	Don't know/no opinion
	2
	1%


Participation in communicating genetics 

	13. In the last year, which , if any, of the above have you participated in?
base = 248 (93% of total)

Total number of options chosen: 507

	1. Talking at schools and colleges 
	71
	14%

	2. Talking to journalists in the popular science press (e.g. New Scientist)
	37
	7%

	3. Talking to journalists at national newspapers
	54
	11%

	4. Talking to journalists at local newspapers
	51
	10%

	5. Publishing articles in the popular science press (e.g. New Scientist)
	12
	2%

	6. Writing for the National press
	7
	1%

	7. Writing for Local newspapers
	5
	1%

	8. Speaking at public conferences/debates, other than scientific conferences 
	62
	12%

	9. Speaking on TV/radio
	49
	10%

	10. Participating in open days for the general public at institutions
	49
	10%

	11. None of these
	110
	22%


More about communicating

	14. How many times, if any, during the last year have you PARTICIPATED IN PRESENTATIONS to non-specialist audiences about your work? Please exclude presentations to students in your field. Please give your best estimate.
base = 250 (94% of total)

	Minimum 
	0
	116 respondents (46%)

	Maximum 
	31
	1 respondent (0.4%)

	Median 
	1
	36 respondents (14%)

	Average 
	2
	


	15. How many times, if any, during the last year have you WRITTEN for non-specialist audiences about your work? Please exclude presentations to students in your field. Please give your best estimate.

base = 249 (94% of total)

	Minimum 
	0
	171 respondents (69%)

	Maximum 
	6
	2 respondents (1%)

	Median 
	0
	171 respondents (69%) 

	Average 
	0.6
	


	16. How many times, if any, during the last year have you personally TALKED to the press or media about work in your field? Please give your best estimate.

base = 250 (94% of total)

	Minimum 
	0
	157 respondents (63%)

	Maximum 
	50
	1 respondents (0.4%)

	Median 
	0
	157 respondents (63%)

	Average 
	1.6
	


	17. Have you ever contributed to a response by your institution to a government advisory body or parliamentary select committee?
base = 253 (95% of total)

	Yes
	76
	30%

	No
	177
	70%


Equipped to communicate

	18. How well equipped do you PERSONALLY feel to communicate the scientific facts of genetics and genetics research to the  non-specialist public?
base = 255 (96% of total)

	Very well equipped
	27
	11%

	Fairly well equipped
	146
	57%

	Not very well equipped
	63
	25%

	Not at all equipped
	6
	2%

	Don't know
	4
	2%

	Wouldn't personally do this
	9
	3%


	19. How well equipped do you PERSONALLY feel to communicate the social and ethical implications of genetics and genetics research to the non-specialist public?

base = 255 (96% of total)

	Very well equipped
	17
	7%

	Fairly well equipped
	116
	45%

	Not very well equipped
	92
	36%

	Not at all equipped
	16
	6%

	Don't know
	4
	2%

	Wouldn't personally do this
	10
	4%


Support

	20. Genetics Professionals should obtain assistance from professional communicators when communicating their findings to the non-specialist public.

How much do you agree or disagree with this statement?
base = 253 (95% of total)

	Strongly agree
	52
	20%

	Tend to agree
	101
	40%

	Neither agree nor disagree
	69
	27%

	Tend to disagree
	22
	9%

	Strongly disagree
	2
	1%

	Don't know/no opinion
	7
	3%


	21. Have you ever had any training in communicating your work and its implications to the non-specialist public?
base = 253 (95% of total)

	Yes
	45
	18%

	No
	205
	81%

	Don’t know
	3
	1%


	22. Have you had any training in dealing with the media?
base = 254 (95% of total)

	Yes
	35
	14%

	No, never
	218
	86% 

	Don’t know
	1
	0.4%


Survey feedback – web survey

	23a. Please consider the procedure required to fill out and return this questionnaire, and let us know how easy or difficult you found it:

base = 89 (89% of total web survey respondents)

	Very easy
	74
	74%

	Fairly easy - had difficulty with one aspect of the questionnaire procedure
	14
	14%

	Fairly difficult - had difficulty with two aspects of the procedure
	1
	1%

	Very difficult - took me a long time to understand what to do
	
	


	23b. Please explain your answer to the above.

base = 49 (49% of total web survey respondents)


The comments have been included in an appendix.

Survey feedback – email survey

	23a. Please consider the procedure required to fill out and return this questionnaire, and let us know how easy or difficult you found it:

base = 163 (98% of total email survey respondents)

	Very easy
	128
	78%

	Fairly easy - had difficulty with one aspect of the questionnaire procedure
	34
	21%

	Fairly difficult - had difficulty with two aspects of the procedure
	
	

	Very difficult - took me a long time to understand what to do
	1
	1%


	23b. Please explain your answer to the above.

base = 92 (55% of total email survey respondents)


The comments have been included in an appendix.

	8c. Please comment on the nature of any problems encountered.
82 (31% of total) respondents have comments


· People do not reply to questionnaires etc.
Some people do not want to participate in research
I think these are generic problems rather than specific to genetics

· Generally, the diseases are rare and in some cases there are problems with definitive diagnosis

· Participants do not want to participate unless there is a proven benefit and then they do not want to risk being put on placebo.  They do not like the constant reminder that they carry a genetic fault.  They do not like the inconvenience.

· Working on a rare disease and so finding patients with this disease, which of course relies upon clinicians passing on such families, is difficult.  There are not many people who suffer from the disease upon which I work.

· Delays in obtaining ethical approval based on LREC and MREC comments and some slow processing; Difficulty with obtaining GP consent for patient matched controls;

· Narrow / unrealistic recruiting criteria excluding 80-90% of subjects.
Eligibility for multiple studies
c) Difficulty of some researches to understand the sometimes fine line between confidentiality and being informed about potential enrolees. ie sometimes want to get the information before the pt has been seen.

· Identifying patients that meet all research clinical criteria

· The vast majority of patients cite insufficient time as the reason for not wishing to take part in research.  It is possible that in some, this represents a cover for more personal worries that they do not wish to express.

· Ethics committee wanted me to do recruitment via letters 
Unsatisfactory way of getting these patients involved

· I'm not sure this question is particularly relevant for me as I do not consider patients opting out of participation in a study as a problem. During consultations, I do make patients aware of research studies for which they are eligible as part of the options available to them, but because of side-effects and other disadvantages of some studies, patients may well opt out. Of course, if this was the focus of my work rather than just a small part of my involvement with a patient, I may find it a problem.

· rather more people than usual are suspicious of commercialisation, genetic discrimination

· In my experience the vast majority of patients are keen to participate if the nature of the study and their involvement is properly explained. Occasional patients will refuse, I think because of the dubious publicity that genetics research sometimes receives.

· Trying to remember which studies patients may be eligible for. dedicated research nurses would help. Rare for patients to decline.

· some patients over researched
FH uncertainties make some study participation difficult

· Refusal to participate

· Difficulty identifying clinician currently looking after patient.  Lack of response from clinicians.

· Relying on doctors in other centres to 1. Recruit properly 2. Provide adequate details £BIGGEST PROBLEM IS GETTING ETHICS SORTED AT DISTANCE WITH LOCAL LRECS VIA COLLABORATERS

· Working on NTD research - antenatal diagnosis and elective termination make this a rare phenomenon these days. 
Problems encountered have largely been due to this. Also gaining ethical approval to access cases diagnosed in an antenatal setting.

· concern from patients re confidentiality, concern re research in general (viewed as negative by some, viewed as laboratory based etc) many pts feel the research we are trying to recruit them to is part and parcel of the NHS workload and therefore do not understand

· People being unsure of the research and implications on family and insurance

· A trend towards reluctance to consent.  "Uncertain" that individuals want genetic information.  A significant statement "we want a treatment - not presymptomatic diagnosis."

· Permission to take blood samples from children being refused

· Very few people refuse to allow samples to be used for research

· not specific ..usually very interested or wouldn't consider research at all etc.

· Patients recruited in General Practice are willing to complete a questionnaire while waiting in the GP surgery, but only a limited number are prepared to give time for an interview.

· Anxiety about tissue storage and DNA analysis

· Patient refusal

· people don’t want to be on a 'list'

· Finding patients willing to participate in CAPP2

· Clarification of concerns over nature of genetic research from both ethics committees and from patients

· Modest return rate of cumbersome consent forms and information sheets.

· Problems not with patients but with approval availability etc

· some families unwilling to discuss their problems with a researcher it is often delicate, social science research.

· Related to informed consent

· Getting clinical colleagues to recruit patients

· a) MREC/LREC requirements re: information for subjects can be off putting,

b) other healthcare professionals do not always accommodate access to subjects

· depends on nature of study but main problem is undesirable interventions and small numbers of eligible patients for some studies. Lack of admin support for research is also a problem

· Non responding relatives

· The study I am involved in has not been actively recruiting over>the last year, although we are keeping in contact with past participants>via the post. A few problems now getting responses from these people.

· Meeting numbers required

· Reluctance to take placebo

· I work on clinical drug trials and people are reluctant to take tablets when they do not perceive any benefit for themselves and voice concerns about side effects

· Reservations on the part of patients re implications of genetic tests, insurance, overtaken by events (eg developing cancer), very small numbers involved.

· post Alder Hey concerns re: sample, confidentiality, and insurance implications of participating in genetic research

· A proportion refused to participate. Some refused because they had already been recruited by a similar National (UK) study which is designed to answer a different question from my study, but needs the same subjects.

· I feel that some potential recruits are a bit put off by the lengthy information sheets we send out and feel that they are "signing away their rights". However this is usually OK when consenting them personally. Other healthcare professionals are also worried about their patients participating in research and being used as "guinea pigs"

· concerns on whether the information or offering of mutation screening will be used to "wipe us out" (i.e. people with skeletal dysplasias)

· lack of information, confidemtiality

· pts or G.Ps do not want to participate

· slight delay with patients getting back to us

· Not the patients that is the problem often the studies which are slow to respond to those who want to participate, often they ask for information in stages so you have to approach your participant more than once.

· We always go through clinicians who know patients (usually obstetricians), and they do not always pass on our request.  They also do not let us know whether or  not they have passed on the request which renders our response rates difficult to interpret.

· some 'high risk' breast/ovarian cancer families are asked to enrol on a number of studies. Some find this confusing, especially when it is linked with different screening options/courses of action, & different hospitals being able to offer different screening services depending upon their decisions eg. MRI or ovarian screening. Other women say they feel fed up, having to think about it all the time, & being contacted regularly & having to attend hosp. appointments brings the subject up all the time. Also inconvenience of taking time off work for studies eg MRI . Some women will only enrol on studies if they don’t require much personal involvement

· Don't come across that many patients who fit the selection criteria. If someone is suitable then recruitment process not really a problem

· Funding

· No real problems with subjects approached. More problems with associated healthcare staff unhappy about agreed protocol

· Much more difficult to obtain consent for tissue sampling than in previous years - following the problems at Alder Hay?

· Concerns about long-term storage of DNA. Concerns about DNA testing for things other than the research being carried out.

· It depends on the research.  Some researches are very easy to recruit for, other specialised ones ( FraX premutation males study)are very difficult. Strongly believe that research should not be pushed on to unwilling participants.

· Occasional concern re insurance companies and results

· Many of the research studies are ‘national’ but there is no clearly defined financial resource to fund the study locally. Also, the public seems wary of genetic research, and recruitment is often low.

· Sometimes a sensitive time in the family

· ethical

· some queries re insurance implications (this is easier since the moratorium) we have had to revise our large prostate genetic study information to follow the new MRC guidelines

· Ethical committee application. MREC etc

· Lack of response

· Adult recruitment is generally good, but recruiting children/teenagers is more difficult

· Some patients are concerned about not getting results from research

· Difficulty attending the clinic for sampling

· We are involved with many student projects and the recruitment problem is mostly to do with the short time scale and the fact that ethical committee approval takes several months.

· Ethical issues and confidentiality

· Need for a lot of clinical information at entry - worry re consent to disclose this

· Problems with devoting time to a long-term follow-up study -Not wanting to find problems with their children amongst cases -No gain/incentive for controls

· Notification of eligible recruits from other health professionals

· patients generally of doctors and other establishment figures

· Acquiring 'necessary' DNA samples from patients around the world, either because they are reluctant or the time taken to be seen by local clinician.

· I am researching a rare disorder

· Time for ethics committee approval and dealing with informed consent

· Ethical details slow the process. Multiple ethical submissions.

· There are concerns over discrimination in relation to insurance, and privacy in relation to government, in a few cases (about 10%).  In Australia we have not had general problems of the sort seen in the UK, and there are still few fears about research in general.

· 50% response in postal stdy not bad, but no longer possible to get good matched controls thorough restriciton on use of CHI

· problems with coordinator changing data they wanted and also wanting data that the clinical service thought unethical e.g. personal data on patients who had refused participation in the study.

	10b. Are there any other topics you consider to be the most important for wider public debate about the social and ethical issues it raises.
95 respondents (36%) gave comments


· The generation and sharing of genetic information in the non-clinical setting. Eg current onus to disseminate information to relatives amongst individuals having predictive genetic tests for breast/ovarian cancer. Discussion of the social ethical issues this may raise.

· Difference between state-of-the-art research in human genetics and what is actually available to the public in routine clinical practice

· The public need to have access to information which puts new developments into perspective, highlighting benefits whilst acknowledging the pitfalls eg cloning & stem cell research.  All too often the information available is biased in one way or another

· I think we need to define what is meant by the "public"
I think we need to acknowledge that media or comercial interests  high jack debates for reasons such as they sell newspapers or encourage TV wing figures to increase

· An understanding of the nature or risk - basic statistics required 
To join the debate about whether the main issue is the quanity of information available, versus any implications regarding genetic information per se (e.g. the fact that there are potential implications for family members, not just the individual)

· genetic testing in childhood

· The nature of normal human genetic variation

· Above list covers those most important but Confidentiality and consent are also very important

· Duty of disclosure to at risk relatives. Who? - Relative or professional. Should relatives be pressurised, forced or obliged, into disclosure - esp when there are major implications for their relatives (eg preventive treatment might  be available.

· Duty of affected individuals to inform at risk relatives

· level of genetic education in the wider public and the level of understanding required for informed consent

· access to notes by clinicians - new restrictions will be handicapping in the long term

· no

· access to IVF services

· Another topic, not necessarily the most important: Ethnic and religious differences in relation to genetics

· The use of genetic information within health promotion
Genetic enhancement for non-disease traits

· family genetic information whose information is it/ should it be.

· All of above are relevant

· The stupidity and hysteria of much of the modern media.

· maybe covered by 3...sharing of genetic information within families, duty to disclose etc

· The balance between individual rights and social responsibility in terms of who has access to genetic information.  Is it right that you can withold genetic information about yourself that could help someone else (e.g. a relative)

· Ethnic and religious context of genetics.

· The future implications of pharmacogenetics and the roles of drug companies

· All of above important

· Whilst not the most important, an issue which might benefit from wider debate is the recording and sharing of molecular genetic information, samples and stored tissue within families.

· ownership of genetic information

· no

· Confidence in science and the medical application of science

· Behavioural and psychiatric genetic research

· testing of children

· The use of embryos to treat diseases

· 4, 5, 8

· Genetic determinism, nature/nurture debate

· The use of genetic information about disease predisposition in an individual by employers

· Distortion of facts caused by media portrayal of human genetic issues

· majority of the list above, and whether people want to know/be faced with a decision given the main 'treatment' is TOP

· genetics of behaviour and IQ; studies of ethnicity and genetic diversity.

· 5 We are trying to do this for our region

· Effectiveness of screening programmes

· The use of genetic information by employers or government agencies

· some of the other points mentioned above

· Gene Patenting

· Do the perceived concerns of professional ethicists accurately reflect the concerns of the public, patients and their relatives?

· Future strategy and Govt support for Genetic services in the UK

· GM foods

· The role of the press and TV and their responsibilities.   Ethics of genetic tests and services offered direct to public

· limitations of testing, risk assessment versus perception

· The use of donor gametes in in vitro Fertilization procedures

· 9

· Patenting and limiting of testing by commercial companies (if not covered under point 4 of above.)

· no

· DNA databases

· don't know

· The possible negative effect of privacy regulation on research, especially epidemiological research and research on stored tissue samples

· gene patenting, sharing or concealing genetic information, who should own /store genetic test results, who should have access to this information?

· Importance of sample storage, and the shared genetic heritage

· Animal organs used for human transplant

· Every cancer is a genetic disease, but this fact is ignored by most genetic scientists, clinicians, and administrative bodies.

· Patenting of genes

· no

· People need to have information presented in a> balance d way to enable them to make up their own minds about advances in> genetics

· How research laboratories operate.

· no

· Genetic diversity and ethnicity

· gene patenting specifically

· Raise public awaerness of severity and frequency of genetic abnormalities in general population. Price we pay: emotional and physical costs to a family of living with a genetic defect  

· Reproduction in general. Information re the extent and causes of reproductive failure (infertility, miscarriages, IUD, perinatal deaths, handicapped children), potential advantages and disadvantages of screening; treatment and care.

· Limitations to testing by profit making companies.

· All

· Yes, 4, 8, 9.  The public should be aware that commercialisation of genetic research could restrict their access to certain genetic tests.

· I thought most of the above topics important for wider debate

· Public debate about social and ethical issues is impossible while the media turn genetics into a 'Frankenstein' science. I have met people who are convinced that if we test their chromsomes (because their child has a translocation) this will allow us to predict their risk of cancer, and thatwe will then inform insurance companies. The level of ignorance is too high to allow any form of debate.

· 9

· most of the above 10 questions

· Use of genetic information for non health related purposes, e.g .criminal investigation

· The implications of 'free' choice in response to genetic testing.The kind of thing I am thinking of could be described in a scenario where parents are currently encouraged to make a free choice about termination of eg a Downs or spina bifida foetus where they can expect (some degree of)support if they decide NOT to terminate (special needs support, schooling, care allowances etc).  I fear that in future, if the philosophical/political/economic trends in society at large (as I perceive them) continue without being examined carefully and challenged, current assumptions about support for parents who decide not to terminate will no longer be true.  I see a likely erosion of that support on the basis of 'society' labelling such a decision as 'irresponsible'.  The consequent bias on parental choice will be huge.

· The potential role of genetic testing in predicting disease predisposition and how this could be used to modify behaviour in order to preserve individual health 

· SPECIFICALLY modified germ warfare

· Benefit sharing from genetic research esp the exploitation of populations in less developed communities.

· how long it will take for any such tests to become routine ie realistic expectations

· Eugenic aspects - 'everyone has to be perfect'

· no

· Access to genetic information by those other than the patient

· no

· I think they are all relevant and important to the public

· All

· Discrimination against those with genetic disadvantages by the ethics committees of IVF units.  The members of these committees may not know much genetics, nor any ethics.  Their decisions are likely to influence other IVF unit ethical committees and there appears to be no national lead on what are the guidelines

· Gene therapy especially germline

· social and ethical issues pertaining to patents and exclusive licensing of genetic tests

· resource allocation for genetic testing (inc PGD)

· Commercialisation of genetic testing

· the nature of "handicap" and "normality"

· The value of stored tissue/DNA samples and reassurance regarding the use and confidentiality of such samples

· I believe all these topics are under discussed by genetics professionals

· Gene patenting, testing of children and incapable adults

	23b. Please explain your answer to the above.

49 respondents to the web survey gave comments (49% of total)


· Easie peasie, online questionnaire, well done!

· The form as a whole was reasonably easy to complete (although some questions were rather difficult to answer - eg 3 key issues of public debate). However, I couldn't complete the nature of my job in one of the earlier questions. I am a research psychologist.

· Simple answers and easy to click on something.

· The questionnaire was well designed and easy to fill out

· I missed the password at first but on going back found it, afterwards no problems experienced

· The questionnaire was easy.  I assume that talking to patients' organisations is not the same as non-specialist audience.  If this was included then I guess i gave 3or4 such talks last year.

· well set out, did not require too much typing of answers

· The questions were straightforward and the means of answering them were also very clear.

· It was easy to complete - what more is there to explain?

· felt the questions to be unambiguous

· Well thought out questionnaire. Well structured. Logical. Popup boxes are great. And short!

· Questions were clear, although at times a bit wordy.  tick boxes are good, as is the one page display.

· Not sure if fully understood question 17

· Difficulty only with accessing the questionnaire initially as my browser told me your web page was unobtainable, even though you had kindly included a direct access web address in your e-mail.

· Clear questions and drop down screens facilitated ease of choice

· layout was very clear and the responses were well defined.

· This questionnaire was very easy to read and to fill out.  I would be encouraged to fill out other questionnaires in this format.

· straightforward choices and answers

· If question somewhat ambiguous, no space for comment or clarification. eg who is a specialist? Just geneticists or any doctor / health professional. If just geneticists / counsellors answer to q.14 would be about 10

· The only problem I had was that the URL supplied in the email was not correct and I had to guess the root directory.

· Occasionally difficult to connect to the server between pages but otherwise very simple and straightforward.

· The questions and possible answers were clearly laid out. The only difficulty I had, which would have been the same in any format, is giving a black and white answer in areas that are sometimes grey.

· wanted to qualify certain answers but otherwise no problems

· I found it very clear to follow the instructions.  The only problem was that I'm a student and some of the questions don't apply to me, but the procedure of answering the questions was excellent.

· The questions were clearly written and straight forward to answer.
· I am used to web based surveys 
I can type quickly 
It is easier than opening a letter and fiddling with a piece of paper which I am more likely to throw away 

· Only one problem in that when I tried to access the website, it told me that there was a fault with the web page. However, it still allowed me to proceed so not a major problem

· No problems. Questions need to be very carefully designed in order to avoid ambiguity.

· Normally I cannot cope very well with IT but had no problems with your survey

· Difficult to choose only 3 options in one question

· I had no difficulty with the actual procedure at all, but 'multiple choice' format for several questions left me feeling none of the proffered selections entirely matched answers I would have given in a 'free' format!

· The questions were clearly written.  The use of radio buttons to answer some questions is pretty much "idiot proof'

· I said that I am "clinician or clinical geneticist". This was the best fit as I am medically qualified but specialise in public health genetics rather than clinical genetics

· the lists divided by commas were a bit cumbersome

· It was mainly multiple choice with very little actual writing of comments. All options were available and the whole process was quite quick and painless.

· It took much less time than I anticipated.

· Clear, concise questions - easy to understand required response.
Took a while to actually getting round to filling ii in - the prospect was a lot more daunting than the reality of doing it.

· The only problem was in deciding if I was the kind of person that you wished to survey.  I suspect you may get rather differing answers from clinicians and scientists!

· Simple questions with all possible alternatives to choose from

· It did not appear to include non-clinician or non-lab scientists in the concept of "genetic professional" - some of whom are BSHG members

· For one question it was difficult to give a yes or no answer - it was easy to fill in but not accurate.  Not supposed to deal with the patients/public but sometimes this inadvertently happens.

· Every scientist has access to computers. Also no paperwork/ postage required

· Very easy because there were a few questions on every page so I wasn't overwhelmed with lots of text, and questions were easy to understand.
Editing answers was a bit annoying, as I had to go through all the questions to get to the very last one that I wanted to edit.

· \\\Simple to use interface, not too  much writing to be done all clicking which is good

· clear and easy instructions with simple format to the questions

· the website was easy to use

· I had a general difficulty, because some questions do not really apply for me - e.g. I am retired but continue to work, primarily on communication about genetic screening to the public (Wellcome funded). However, the options offered for ways to do this do not cover the way I have selected. I am involved with screening for haemoglobin disorders (now a national screening programme). Very large numbers of people are involved, (both members of the public and health workers). It is ethically essential to ensure that all those involved are informed correctly and clearly about the implications at each stage in the screening process: if this is done well, it is a powerful form of capillary information for the community about genetics that matters to them. I believe this opportunity for informing the public and providing a basis for the understanding of genetics should be exploited, and am involved in developing methods for doing this using Informatics approaches. Therefore, though I feel that it is very important indeed to inform the public, I do not feel that the best and most efficient use of my time is through public speaking. It is through developing scientific methods for ensuring that the public can be informed. This type of option is not included in the questionnaire. Hence, though I have one my best to complete it as accurately as possible, some of my answers may seem contradictory.

· Very clear and straightforward to complete

· the web page was inaccessible at first.

	23b. Please explain your answer to the above.

92 respondents to the email survey gave comments (55% of total)


· Some questions are not clear enough.

· Self explanatory

· It isn’t difficult but it is relatively irritating to have to type a number in a spot, as opposed to ticking a box.  The options were too limiting and the opportunities for comment too few

· no problems

· No problems

· Just scrolled down and typed in answer, could easily scroll back tore-read questions and options

· A bit fiddly. Some questions impossible eg priorities in a list where many are important

· I was unable to enter answers into document so had to copy into a new document.

· the questionnaire is simple and it doesn't take much time to fill in

· I use email all the time so am familiar with it

· Easy to understand questions as well presented.

· OK as I have time these days being retired

· No difficulty in filling in the questionnaire

· It was really easy

· Wasn't sure how to fill it in and get a 'send' button.  Had to do 'reply' and copy original message in - maybe adding a comment like 'remember to click the box that makes a copy of the original letter when you hit reply' would have saved a bit of time and wasted completion.

· Clear and simple questions

· Completely straightforward, like responding to any other e-mail.

· More robust if questionnaires are attachments (e.g. Word or Excel) than direct e-mail

· No problems at all

· Like every request for information, it just takes time, and isn't worth doing unless you think about it first, but at least this one was well structured, didn't require you to download or fill in a cumbersome document and therefore was hard to refuse.  Well done!

· Very easy

· Mouse in one hand and other typing finger on numbers

· no problems

· The questionnaire procedure was straight forwarded

· QUICK AND EASY, DID NOT TAKE UP MUCH TIME AND NO NEED TO POST ANSWERS.

· Straight forward-no problem

· All it took was reply and put numbers in specified places

· Easy to complete, but it is not anonymous as I have responded by "reply" on email

· very straightforward -that's assuming I have done it correctly!

· It was very straight forward and easy to understand

· Understood immediately what was required and found the questions straightforward though requiring thought.

· Initially forgot to hit reply

· don't like computers

· The multi choice format is easy to use.

· Very simple to complete question, didn't take too much time.

· Question and all options could not always be displayed at one time -made it difficult to keep it all in mind.

· I thought Question 10a needed more than 3 choices since some of the other categories also seem important in this section.

· too much scrolling up and down, to print out and fax back may be simpler

· The e-mail program at work (Outlook97) does not allow opening of this type of document directly, so I did it at home using Outlook Express

· Too many choices in Q10

· Was easy once I worked out that you had to fill in a reply, including the text of the original in the reply.

· So much easier to do it immediately and know how much time its going to take.

· Quick and simple way to send a reply. Would have put a paper survey in my overflowing paper pile.

· only took a few minutes!

· no problems

· Procedure very user friendly; content of the question not always easy to give a specific answer.

· I had difficulty with defining 'non-specialist public'. I would> feel well equipped to give a talk on the about breast cancer genetics to the lay public, but it would be very different talking to a government advisory body or select committee, where I wouldn’t feel equipped at all! I am not sure that my answers above reflect this.

· Quick and easy to understand questions.

· It was easy!

· some of the questions a bit vague

· Took very little time therefore I am more likely to respond to an emailed survey than a written one received through the mail.

· v quick, fairly user friendly

· Since I have retrained after retirement many aspects of my work now were not covered by questions, but filling in answers to aspects of my work now were not covered by questions, but filling in answers to what was asked was quite easy.

· Questions clear, no ambiguity

· Had to copy into word to fill out and then send it back as an attachment.

· I have a personal interest in IT related subjects

· 10b was difficult to know what type of comments you required, and the wording of the question was almost the same as 10a.

· Easier than postal questionnaires.  However I did not receive this survey three weeks ago.

· Easy to understand, though potentially very easy to mess up as it is possible to write anywhere at all on the document.  Perhaps write protecting all except the answer spaces would prevent some disasters.

· It took very little time to read and consider my answers because the questions were straightforward.

· every alternative was clear but would have liked to answer more than 3 answers in the multiple answer questions

· I am fairly computer literate so it wasn't a problem

· Antiquated IT system

· yes/no  1/2  answers usually simplify answering otherwise largely variable or complex answers

· less than 10minutes

· simple enough questions

· would have liked to rank answers to 10a since more than 3 were important

· It only took 5 mins

· couldn't see question at same time as having to give answer in some of questions 'cos range of options too big.

· kept writing 'yes' or 'no' instead of a number. In addition, this survey cannot be anonymous: our e mail address will appear with our reply.

· Took much less than 20 mins - nearer 5

· Choice of answers not always relevant I’m a member but not a geneticist (PAEDIATRIC NEUROLOGIST DEALING WITH A LARGE NO OF GENETIC DISEASE)

· It's far easier sending e-mail than having paper clutter up your desk, you are also more likely to get a reply from an e-mail

· Slightly worried I may be replying to everyone on the list

· It was very easy to do so

· different e-mail system

· There was no problem completing this on-line

· Difference between non-specialist as in non-genetics clinicians/nurses/scientists and the lay public not made clear.

· As all options were not visible for multiple answers one had to keep scrolling up and down but on the whole a fairly easy process.

· Use email quite regularly

· minimal typing required - fast

· All very straightforward

· Unsure what was meant by non specialised audience. I speak to other health professionals who are not specialist in genetics but are in their own field.

· could have expanded on answers but this would probably hamper your efforts. Have had bad experiences with both local press and trust regarding the printing of misinformation relating to results of a scientific project I was leading.

· It was very straightforward

· Email questionnaires are a good way to get a response- easier

· reply button, fill in, send. Couldn't be much easier.

· This is very much the job I do all the time, so I have the advantage of thinking about these issues often.

· Q 14-- My definition of non specialist public for this Q were nursing colleagues and multidisciplinary health service personnel  (non genetic specialist ,?correct interpretation) otherwise Email easy way of responding, even though it is the last minute, sorry.

· forgot to press reply at first

· It is very quick and easy to simply type a number representing your opinion directly into the document

· Very simple method for the return of information, slightly complicated by it having been forwarded through a colleague.  Is your email list fully up to date?
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