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Question 1 Health care as a consumer good 

If an increasing number of medical products and services are becoming 
available as consumer goods – that is to say, as commodities which 
customers may choose to purchase provided they can meet the costs (see 
Annexes 4 and 5) – is this development, on balance, desirable? 

If yes... 
In what ways do you think the positive consequences outweigh the 
negative ones? 
If no... 
In what ways do you think the negative consequences outweigh the 
positive ones? 

 

The development of increasing numbers of medical products and services as consumer goods is 
an unavoidable, natural and logical progression of healthcare services.  This development is seen 
as a response of healthcare services to a climate in which they find themselves in; this is to say 
that it is because of political, economic and social shifts that have occurred in the last twenty 
years that has forced increasing healthcare services and products into consumer goods and will 
inevitable continue to do so.   
Increasing medical products and services as consumer goods should not be viewed as a ‘knee-
jerk reaction’ but rather as an evolution of healthcare, moreover, as the question suggests, this 
is a development, a tendency towards consumerism, not the creation of an absolute consumer 
market. 
The customer (formerly the patient): 
With the public having near instantaneous access to medical knowledge and becoming 
increasingly aware of medical services and products they should develop a more customer 
based role.  This is in line with the notion that individuals have a ‘right to health care’ and that 
they are autonomous individuals who can and should make decisions on the purchase of 
products and services for themselves.  Also this reflects a move away from the paternalistic 
mode of delivering medicine to the more pragmatic respect based mutual relationship between 
the patient and the healthcare professional. 
Safeguards have to be put in place to ensure that customers are not exploited.  The individual 
need to be well informed in order to have powers of a consumer as their decisions may lead to 
consequence for which they should be responsible.  A consumer framework which addresses 
these issues, giving protection and guidance, may have to be implemented.   
An important element in the consumerist debate is the fiscal one.  The economics of production, 
demand and price of healthcare products of services can, and indeed should, be explored in 
great detail but not here.  Key is the fundamental principle of equitability which absolutely has 
to be upheld within the National Health Service yet this need not be a blockade to the 
development of increasing consumerism.  What must not be allowed to develop is the so-called 
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two tier health care system where those who can pay receive better quality (in the medical 
sense of the word) products and services. 
The Healthcare Profession: 
Healthcare professionals (HCPs) especially the doctor should no longer be the paternal figure 
making decisions for the patient, rather HCPs should be guiding and advising the patient for 
them to make decisions, including the purchase of services and products.  This should be viewed 
positively as the process of purchasing products is alleviated from the HCP.  However, the issue 
of responsibility of the consequences of product purchased needs to be called into question; 
does the buck stop with the consumer, HCPs, agencies, authorities or all of the above and if so 
equally or asymmetrically?  With increasing consumer power should legislation be amended to 
provide increasing protection for the HCPs and increasing responsibility of the ‘consumer-
patient’? 
The commodity: 
What products or services would be available as consumer goods?  Consultations, 
investigations, interventions, therapeutics?  All are available right now as consumer goods, 
though not necessarily directly.  Whatever commodity is placed on the healthcare consumer 
shelf, it is imperative that it is tightly regulated every step of the way whilst having safety 
incorporated into the entire process.  Furthermore consumers need to be empowered to 
challenge safety and benefit of the commodities that are available for purchase.  Advertising of 
these commodities needs to be called into question and stringent measures need to be put in 
place to ensure potential consumers are not mislead or exploited. 
A situation may develop where a product makes its way successfully through tight regulation 
and is available for purchase and a customer - after seeking advice from his or her HCP and 
under the guidance of consumer frameworks - buys this product.  What if this leads to an 
adverse outcome; be it a drug reaction, complication of a procedure or terminal diagnosis 
following an investigation?  Who, if anyone, takes the blame?  Blame aside, who burdens the 
cost of such a consequence? 
It is clear that the more one explores healthcare as a consumer product the more one is 
confronted by a plethora of complex questions.  Regardless, as long as the principles of safety, 
regulation, accountability and equitability are clear and always paramount then the 
development of healthcare services or products as consumer commodities should be, on 
balance, desirable.  

Question 2 Validity of information 

While much health related information is freely available to individuals, this 
varies greatly in quality and accuracy. Many of the lifestyle and health books 
and magazines that are currently available may contain medical information 
that is misleading or even incorrect from a scientific point of view. Do you 
think that information provided by DNA profiling and body imaging services 
raises different questions and should be subject to different regulations? 

If yes… 
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What are the grounds for restricting access to DNA profiling and body 
imaging services that may also have limitations in terms of scientific 
validity and clinical value?  
If no... 
Why do you feel that DNA profiling and body imaging should be freely 
available to those who wish to receive it? Would you favour regulation 
of the information appearing in lifestyle and health books and 
magazines? And if so, what sorts of information in particular require 
regulation?  
 

This is an important issue to consider. Much health information is available on the internet, 
varying greatly in accuracy. This information tends to be general advice to a target audience (i.e. 
those who use the internet for health information). To consider the aspect of DNA profiling we 
have to make the point that this is extremely specific to an individual. Here when asked for a 
profile from different companies the responses should not differ, it should present facts.  

As for a literal example, information on the best way to manage a cold may be represented by 
three websites as x, y and z. This, for the most part seems acceptable as opinions and research 
may differ. However, if I go to three websites who will measure my height, then I should receive 
x, x and x as my answers, as this measurement, like a DNA profile is objective. Evidence suggests 
that currently DNA profiles are being interpreted with differing opinions 1. And therefore we 
have to ask the question can such large differences be put down to valid interpretation?  

It is important to make a distinction between a person’s genetic code and the consequences for 
future disease, especially for multi-factorial diseases as it is difficult to factor in each 
contribution for individuals. Therefore is there where companies differ?  

Therefore regulation is not an option, it is a must to ensure validity of information. The potential 
impact on a service users life could be catastrophic. The need for validity could be likened to 
that of pharmaceutical companies. For example, all manufactures specification of certain tablets 
must conform to British Pharmacopeia limits (e.g. must contain of active ingredient 99.8-
100.2%). Only by this, central reference model (e.g. the UK genetic testing network, which 
advises the NHS) way of working can we ensure accurate information on both test results and 
limits of interpretation. 

Expanding on regulation of interpretation, let’s look at two examples: 

HIV home test kits are available on the internet. Although they are not sanctioned for use in the 
UK, legal loop holes allow them to be bought over the internet. The two reasons the UK did not 
endorse such tests are: 

1.     Questions of accuracy 

2.     Consequences of the positive result without counselling 

We have discussed accuracy with respect to genetic testing, therefore counselling and 
consequences of the result need to be considered. Where a DNA profile confirms Huntington’s 
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disease should this person receive such information on their own, in a room, in front of a 
computer? Does this apply to all monogenetic diseases? Specific, accurate counselling needs to 
be available. Some private companies require users to meet with them rather than getting the 
results over the internet. Does this impinge those with social phobias of limited access to travel? 

Another example which can be used is pregnancy testing which has life changing consequences, 
but tests are available widely. Expanding on this, should a classification system be agreed to 
group diseases/risks, with each class having specific criteria for valid pre/post test care. 

Body imaging is a slightly different topic as it relies on personal interaction due to the nature of 
the equipment involved. One recent case to highlight this that of a supermarket chain. Body 
scans were offered to store card holders with enough points which was opposed by the society 
of radiographers2. Do the risks of radiation outweigh the benefits on a population scale, making 
any claims made invalid? What evidence is there to support ‘mass screening’ and so is it right to 
list potential benefits at this point? Would such testing lead to an increased demand on NHS 
services or does it have the potential to save money in the long term? Is it almost like a 
screening programme funded for by a private company, benefiting the NHS? However, it is 
difficult as this example doesn’t fit the criteria for a screening program so “current cost vs. 
future benefits” calculations are difficult.  

References 
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Question 3 Prevention 

Many governments argue that every individual has some responsibility to 
look after their own health, in their own interest and that of society at large, 
for instance in matters of lifestyle and diet. Do you think such individual 
responsibility should extend to the use of DNA profiling and body imaging 
services such that people in some circumstances should be expected, 
encouraged or obliged to have such tests? 

If yes... 
What are those circumstances, and what should be the nature of such 
encouragement (for example: information, persuasion, financial 
incentives)?  
If no... 
Do you think there are other, more appropriate ways in which people 
can take personal responsibility for their health, and if so, which? In 
cases where early diagnosis of disease and subsequent preventive 
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action can reduce later costs of treatment, but people choose not to 
find out whether they need to take preventive action, is it acceptable 
that the higher costs for later treatment are paid for by taxpayers or 
those contributing to health insurance schemes?  

 
No, I do not think that individual responsibility for health should extend to the use of DNA 
profiling and body imaging services.  

 

In the first instance these services are not correctly regulated or validated. There are no proper 
provisions in place for the pre and post counselling of individuals who under go investigation in 
this manner. Without regulation and research the false negatives and false positives are 
unknown are therefore unmanageable. It would be unthinkable at this current time to promote 
the use of these tests.  

 

Even if there was legislation and control of these services it is still not the most appropriate way 
for people to take responsibility for their health. Those who are investigated and ultimately have 
a predisposition for a condition will have the burden of insight and perhaps the force of stigma 
put upon them.  In conditions where a cure is unavailable is it right to remove the years of 
perhaps ‘blissful ignorance’ from an individual? In addition to this, the confirmation of a 
predisposition to a disease may not lead to the individual adopting a healthier lifestyle. They 
may feel that the disease is inevitable and defer responsibility to fate. Conversely those who are 
judged to have a lesser chance of developing a disease may take a similar care free attitude to 
health feeling a false sense of invincibility.  

 

The most appropriate way for individuals to manage health is by optimising it regardless of the 
underlying predisposition. Genetics play a factor in many diseases but that does not disregard 
the role of modifiable risk factors such as obesity and smoking. Each individual should work 
towards reducing risk factors through lifestyle modification. It would be foolish to play with 
health based on the statistical probability of developing a disease. Therefore maintaining a 
healthy body environment through diet and exercise is essential and therefore negates the 
benefit of genetic testing for diseases that are hugely susceptible to variable risk factors.  

 

With regard to the issue of payment I think it is acceptable for those who refuse genetic testing 
for a preventable disease to receive medical treatment later at the cost of the tax payer. The 
process of genetic testing leads to a burden of knowledge and possible stigma and 
discrimination from insurance companies. In addition to this the individual will have to undergo 
preventative therapies with all of the associated risks involved for a disease they have not 
developed and, depending on the test, may never develop. It is their liberty to decline such 
testing for those reasons. If they feel that the benefits of knowing their genetic predisposition 
does not out weigh the risks for them personally then the National Health Service has no choice 
but to finance later treatment. Each year the NHS spends billions on treating those who have 
developed diseases as a result of smoking or other lifestyle choices. This is an obligation of the 
NHS as it is unacceptable to dictate health choices or discriminate against those who chose to 
engage in such activities. In the same way discrimination against those who refuse genetic 
testing should be unacceptable and the payment for therapies should of course be a right for 
those who require it.  
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Question 4 Who pays? 

Many DNA profiling and body imaging services (see Annexes 4 and 5) are 
paid for privately by the individual. However, positive findings may lead the 
individual to seek publicly funded services for follow-up diagnosis and 
treatment. Should public services be expected to fund such follow-up? 

If yes... 
Under what circumstances should such funding be provided (for 
example: in all cases, only if the tests meet certain criteria, only for 
certain conditions)? 
If no... 
Should publicly funded health care services impose fees for such 
follow-up diagnosis and treatment (for instance by charging patients or 
by levies on private providers of body imaging and DNA profiling 
services)? 
 
 

Whether or not the follow-up costs should be paid for by the public sector is an interesting 
debate.  Until real monetary figures following the consequences of follow-up subsequent to 
purchasing products become available the economic argument is complex, academic and 
stiflingly arbitrary.  However the broad principles of both sides of the argument can be 
considered. 

With a positive finding on the result of the image or DNA profile an individual may take this 
information to their GP and have a range of further investigations to reach a diagnosis or 
determine that the positive finding was false.  The further investigation will cost money.  In 
circumstances where a diagnosis is reached, treatment will probably be the next stage, this too 
will cost money.  A patient may pay for the follow-up privately but will probably have the NHS 
cover the cost.  Here is a situation where the result of the privately bought imaging or DNA 
profiling test has lead directly to siphoning money out the NHS coffers.   

However, the test may identify pathology that is in its early stages and as a consequence the 
treatment can be simpler, more effective and less costly.  If a particular individual did not have 
the test, they may present to their GP years later with symptoms.  The same investigations 
would be done, at the same cost, and the treatment would be started but as the disease will be 
more advanced, more aggressive therapy may be required and for a longer period of time, 
tallying up the cost to the NHS.  The difference in the future cost of follow-up between the 
patient who bought the test privately and the patient who presented to his GP may be 
significant and may show a cost reduction i.e. saving the NHS money.  If this cost reduction is 
greater than the cost burden to the NHS to follow-up false positive patients then one could 
argue that the test is a resounding economic success saving public money.  This seems highly 
unlikely, yet one should not assume and thorough economic analysis needs to be conducted. 
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It appears reasonable to levy the private companies – and to have these funds enter the NHS 
pot - if it is found that as a direct result of their service the NHS is spending more money, the 
private companies can in turn reflect this in the cost of their products 

 

Question 5 Your experiences 

Have you used online health recording systems such as Google Health? 

If yes... 
What led you to do so and how would you evaluate your experience? 
Which aspects did you like especially, which ones did you dislike? 
If no... 
What factors would influence your decision whether or not to use 
such services in the future? 

 
At this point I have no experience of using internet based health recording systems, the primary 
reason being I have only recently become aware of their existence. Additionally, being fit and 
healthy with no chronic health problems there would be little to document in such a system. 

In terms of factors that would influence my decision whether or not to use such a system in the 
future there are a number of key point to consider: 

The two alternatives currently available as online health records are Google Health and 
Microsoft Health Vault, both of which are private companies. Google health claim in their 
privacy policy that they will "not sell, rent, or share your information (identified or de-identified) 
without your explicit consent", the only exception being when required to do so by law [1]. 
Microsoft make almost identical claims in their privacy policy [2].  

If we accept these claims at face value it begs the question why are these companies providing 
these services for free? Google claim its motives are purely altruistic, based on its desire to 
enable users to better organise personal information. However, the hidden motive is likely to be 
related to linking Google health to the other services it provides that do generate income, such 
as its search engine [3]. Microsoft, on the other hand, plan to make money by linking the Health 
Vault to products which pull in information from hospitals and labs (thereby updating a users 
health information automatically), as well as direct advertising on the services web pages. The 
potential for commercial use of personal health information would definitely discourage me 
from using these services.  

Significant objections have been raised to private companies such as Google storing such 
information. In the words of the human rights watchdog Privacy International, Google has “a 
history of ignoring privacy concerns" [5]. The organisation rated Google as “hostile to privacy”. 
The reasoning behind this judgment relates to the vast amount of information Google stores 
about users of all its services with no explicit information about what it plans to do with this 
information, now or at any time in the future. Additionally, there is always a risk of this 
information being hacked and published on the internet as has previously been witnessed with 
other sources valuable information. The companies both claim that the level of security used to 
protect users information is the same as that for internet banking. David Davies the 
Conservative MP, whilst raising many objections to services such as Google Health did suggest 
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that commercial companies have a much greater incentive than the State to keep information 
secure, as "one successful class-action suit for losing or abusing data could bankrupt a company. 
The reputational damage could certainly cripple it" [6].Overall, the main issue concerning the 
security of personal health information relates to what these service providers may be able to 
do with it in the future.  

There is a question relating to the issue of how useful this information will be, both to the 
patients themselves and healthcare professionals. If the idea is that patients get access to their 
health records and then enter all the information online, there is a high risk of errors and 
omissions that could conceivably adversely affect a persons healthcare if based upon these 
records. This risk is substantial as health records are principally written as a means of 
communication between health professionals and as a record of care received. Medical records 
contain a great deal of jargon and many abbreviations, making it difficult for the lay person to 
clearly understand them, as such they are not intended as a means of informing patients about 
their healthcare. This issue as yet awaits clarification.  

A potentially positive aspect of using online health records has been highlighted by David 
Cameron, leader of The Conservative Party who suggested that "when patients are in control of 
their own health records, they’re more interested in their health, so they might start living more 
healthily, saving the NHS money" [7]. However, this argument has a number of potential pitfalls; 
firstly, as with all health related products uptake is likely to be greatest amongst the 'worried 
well' and secondly, uptake is likely to be lowest amongst those in the lowest socio-economic 
classes, with little training in IT skills or access to the internet. This means that those individuals 
with the highest level of chronic healthcare problems are those least likely to benefit from this 
proposal. This is a powerful argument supporting the current system under development, the 
NHS database, which doesn't rely on individuals taking charge of there own healthcare records.  

There will soon be a state run alternative to those provided by these companies, the NHS 
Summary Care Records. This service will be created by a patients GP and patients will then be 
able to access the information online [8,9]. The beauty of this system is that it is created by a 
patients’ GP and is therefore not reliant on patients. Additionally, patients are able to opt out of 
the system if they choose. It is important to bear in mind this should not be considered as a 
long-term alternative to the NHS national database, the aim of which is to both provide 
comprehensive information for healthcare professionals about their patients and provide vast 
amounts of invaluable information for research to benefit future generations.  

Overall, I would be highly unlikely to ever use one of these services provided by a private 
organisation, especially when the state itself is about to offer a viable alternative and all these 
services are hopefully just a stopgap until the NHS database is up and running.  
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Question 6 Your experiences 

Have you used online sources for diagnostic purposes, for instance those 
provided by government agencies, patient groups, commercial companies or 
charities? 

If yes... 
Which services have you used, what led you to do so, and how would 
you evaluate your experience? Did you find the service useful in 
providing the information you were looking for, leading to better care 
or empowering you when talking to health care professionals? Or did it 
have some negative effects? 
If no... 
Under what circumstances if any would you consider using such 
services in the future? 

 
At present I have no experience of using online sources for diagnostic purposes.  

In terms of the circumstances in which I would consider using such services, I would clearly have 
to be ill in some way and I would have to trust the potential source of information. I am aware 
that NHS Direct is a web based system that uses simple algorithms to either diagnose common 
conditions or provide direction as what to do next. This system is an extension of our state run 
health service and should therefore be reliable. The only real pitfall in such a system is to 
misdiagnose yourself with a serious condition that you don’t have leading to unnecessary worry 
and anxiety. However, due to the supporting information the website contains, such as 
contacting your GP or dial 999, this period of anxiety should be fairly short lived.  

Alternatives, such as WebMD contain healthcare information approved by physicians; however, 
as the website is covered in adverts for health related products it’s hard to be sure the 
information is completely free of bias towards the websites advertisers.  

The website AskDrWiki is slightly different in that it is designed as a source of free information 
for healthcare professionals. The information published on the website is submitted only by 
those with medical training and is additionally peer reviewed. This gives prospective users 
greater confidence of both the accuracy and unbiased nature of the information. The only issue 
with this site is that as its intended for healthcare professional it may be difficult for the lay 
person to use.  

One of the most important arguments relating to the benefit of reliable online healthcare 
information is that it empowers patients. However, my personal feeling is that this 
empowerment is greater after patients have been diagnosed with a condition by a qualified 
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healthcare professional. Diagnosis is a complex skill that takes many years to master and 
patients are likely to be better off using reliable internet sites to educate themselves about 
conditions they actually have, than misdiagnosing themselves with ones they don't 

 

 

Question 7 Your experiences 

Have you purchased prescription drugs over the internet? 

If yes... 
What led you to do so and how would you evaluate your experience 
(for example, in terms of convenience, facing risks of obtaining the 
wrong or poor quality drugs, lack of medical supervision etc)? 
If no... 
Under what circumstances if any would you consider doing so for 
yourself or a relative or friend? 

 

No 

Whilst I have never purchased drugs online myself, I can understand the appeal of doing so. 
Countless medications are available to the public at the click of a button without the 
embarrassment or inconvenience of a trip to the doctors. Another group of patients who may 
also see the benefit are those who have previously visited the doctors but who have been 
unable to obtain a certain medication as they don’t quite fit the NHS criteria, for example those 
requiring Viagra or orlistat.  

However these requirements are placed on drugs for a reason, drugs are not casual pills that can 
be tinkered with until a patient achieves a desired effect. They are chemicals with potentially 
harmful and long lasting effects on the body. This is why traditionally at least two healthcare 
professionals were involved from a patient arriving with a problem and leaving with a packet of 
drugs in their hand. Take these two professionals away and all you may potentially be left with is 
a patient clicking blindly on a “desired effect” and not fully understanding the consequences. 

We must also consider the fact that online pharmacies may not be all they seem. Reputable 
enough looking sites may well be short term money making scams and the “Viagra” that is 
received in the post maybe nothing more than a well packaged placebo. Checks and 
requirements made on online pharmacies are not at all stringent and as such online pharmacies 
cannot truly guarantee the consumer the safety or credibility of the drugs they are receiving. 

The only time I think online drug purchases can be justified is in the minority of patients who 
know there is a tried and tested drug on the market that has been rejected by NICE because of 
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its high cost and said patient has exhausted all other options available on the NHS. If the patient 
has fully researched the drugs, understands the risks compared to the benefits and is still 
prepared to go ahead I feel very few doctors would actively discourage this patient. No one 
wants to suffer or watch a loved one suffer for want of a particular drug, and so if a patient has 
enough money and has thought about their decision considerably then this is a justifiable use of 
online pharmacies. 

Overall I can see cases both for and against purchasing drugs online. Suffering patients may be 
able to obtain vital drugs they otherwise would not have access to. However such a system is 
easily and readily open to abuse by people looking for fast solutions to problems who are 
unwilling to try conservative methods suggested to them by their doctor. There may be a 
potential place for online pharmacies in the future but far more rigorous checks and balances 
would have to be employed as well as increasing numbers of healthcare professionals involved 
to ensure the safety of the consumer 
 

 

Question 8 Advertising health care products 

Do you think it should be permissible to advertise prescription drugs direct to 
consumers? 

If yes... 
Should there be no restrictions whatsoever? Do you think that it 
should equally be acceptable to advertise DNA profiling or body 
imaging services direct to consumers (which is currently not prohibited 
in the UK, see Annex 7)? 
If no... 
What are your main concerns? Are you confident that access to drugs 
via GPs is a better alternative, ensuring that you will always receive 
the drug that is best suited to your specific condition? Do you think 
that advertising DNA profiling or body imaging services should equally 
be restricted or prohibited?  

 

Since 1997, drug companies in the USA have been lawfully permitted to advertise drugs “direct 
to consumer”. Consequently patients have become the direct target of pharmaceutical 
advertising campaigns via television, print, radio and other forms of mass media. Currently in 
the UK drug companies are unable to direct their advertising campaigns towards patients, 
instead aiming product advertisement at healthcare professionals. Despite criticism and a 
number of flaws, direct to consumer advertising works reasonably effectively in the USA and 
drug companies justify themselves and such campaigns as “enlightening” patients with 
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knowledge on conditions and available medication. The United States is able to successfully 
allow such a system because of their insurance based healthcare. However I would argue that in 
the UK, with its national health system, lawful direct to consumer advertising is unviable and 
undesirable for a number of reasons.  
The tax payer funds the NHS so that healthcare is free at the point of delivery. This means that, 
unlike America, the NHS has a very set budget to strictly adhere to. Each healthcare option must 
be weighed up in terms of clinical efficacy and cost-effectiveness to the population. For drugs 
the National Institute of Clinical Excellence is responsible for ensuring not only the safety of 
medications available within the UK but also their value for money. If direct to consumer 
advertising were rolled out country-wide the cost to the NHS would sky-rocket as generic brands 
were ignored by patients and higher value (although not necessarily more highly effective) 
“designer label” drugs that had been seen on television were insisted upon by patients. It would 
simply not be feasible for the NHS to accommodate such high demands for expensive drugs. 
Drug prices themselves would rise even higher than a time hitherto direct to consumer 
advertising. In the USA, companies manufacturing proton pump inhibitors and statins spent 34% 
of their total budget on advertising directly to the general public. This cost is reflected back in 
the price of the drug so that pharmaceutical industries can make a substantial profit. So the NHS 
would face additional costs from patients demanding drugs but also from the increased price of 
the drug itself because of direct to consumer advertising. 
    
Doctors themselves would potentially but put in a difficult position when it came to prescribing 
if drug companies were allowed to direct advertising at the public. Should the doctor prescribe 
the expensive drug their patient had asked for, since this could improve compliance, or do they 
stay loyal to the NHS by prescribing drugs with a higher cost-benefit ratio and potentially anger 
the patient and reduce their adherence to their medication? If the latter were the case the 
doctor may potentially waste more money than prescribing the more expensive drug in the first 
instance. 
   
Finally, drug companies like Pfizer claim they are merely arming patients with the knowledge to 
be able to make informed decisions about their own medication. However patients themselves 
are thus only presented with one set of company-produced information, and so are unable to 
weigh up the facts based on all the available facts. Doctors however have an increased 
knowledge base and are able to interpret the medical and statistical in a fair and accurate 
manner allowing them to tailor the most relevant individualistic care package (hopefully free 
from company biased) for that particular patient. Giving patients an understanding of their 
illness is vital; however the ultimate responsibility of evidence weighing up and prescribing rests 
in the hands of doctors, who ultimately have the best interests of their patients at heart. 
 

Question 9 Your experiences 

Have you used information technology to access individual health care 
expertise at a distance? 

If yes... 
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Which services did you use, what led you to do so, and how would 
you evaluate your experience? Would you recommend it to others? 
If no... 
If you were faced with the choice of using such technology or 
undergoing the costs and/or inconvenience of travel over a substantial 
distance to access or provide those services on a face-to-face basis, 
what factors would affect your choice? 

 
 
No. 

 

There are several factors to consider when choosing between remote and face to face 
consultations. First and foremost is the nature and severity of the issue. One would of course be 
more open to a remote consultation for an uncomplicated UTI than for acute abdominal pain. 
The same would apply where the patient thought that investigations, unavailable through 
remote consultation, were necessary. 

 

Secondly the quality, choice and availability of the expertise for a remote consultation would be 
important. In the event of a chronic condition where one is used to seeing a certain consultant, 
seeing this person may take precedent over the ease of an online consultation with an unknown 
health professional. Face to face meetings convey a sense of familiarity for both the patient and 
the practitioner and there are certainly occasions where this is more appropriate.  

 

Thirdly the ease of use of the remote facilities compared to the effort and distance required to 
seek face to face consultations is important. If the online services are simple to use and provide 
a good variety of choice then they may be the preferable option. This would be particularly true 
for the elderly or less mobile populations which would form a large proportion of the market for 
this type of service.  

 

Question 10 Who pays? 

Should remote access to GP services be provided through telemedicine for 
those in remote and rural locations? 

If yes... 
Provided this results in higher costs: should it be the patient or the 
public health care provider who pays for the extra cost of providing 
services this way, or should costs be shared in some way?  
If no… 
What are your reasons? Do you think some degree of unequal access 
to public health care is simply justified (for example, if individuals 
choose to live and work or retire in remote rural areas)? Or do you 
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think that there are means other than telemedicine that are better 
suited to achieving more equitable access to health care? 

 
Yes: Online and digital service industries have been used to great effect in recent years in all 
aspects of life and telemedicine is a natural and useful progression of the NHS. Studies have 
shown that those in isolated areas have higher rates on non compliance due to a number of 
factors including access. This non compliance leads to poorer uptake of preventative services 
and therapies which inevitably will lead to later illness and greater costs to the patient and the 
NHS.  

 

Telemedicine would help reduce this non compliance and therefore benefit the individual and 
the health care system as a whole. There are several benefits for the physician too such as 
reduced travelling time and costs. Needless trips will be avoided and pre-assessment can be 
made such that the doctor can take all required resources with them if a personal visit is 
required.  

 

To address the responsibility of cost this should fall to NHS. The benefits are wide and costs can 
be justified. Everybody pays in to the National Health Service and if there is a new access 
resource available then this should be provided free to the user. Those who live in urban areas 
may feel that this discriminates against them but this new service would ultimately benefit 
everyone as clinics would be less congested and doctors more available if travelling time was 
reduced. The patient would not be expected to pay for the doctor to travel to their house for a 
consultation and in the same way the should not have to pay for remote communication 
facilities. Telemedicine would be able to extend effectively to those who are elderly or less 
mobile and it would not be expected for those people to finance such a service. In this manner it 
would be impossible to discriminate against those who live in rural areas and force payment 
upon them.  

 

Question 11 Your experiences 

Have you used the services of a body imaging or DNA profiling company 
(see Annexes 4 and 5 for examples)? 

If yes... 
What led you to do so and how would you rate the services of the 
company? How useful was the information you received? Please 
indicate which provider and which service package you used. 
If no... 
If you were thinking about using such services, what information 
would you want to receive in advance and what kind of information 
would you find most useful to receive after the profiling? 

 
No 
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Information about the test; what it is, how is it performed, how it works, the validity and 
reliability, the positive and negative predicted values and of course the tests’ sensitivity and 
specificity.  Also who is performing the test and if the test posses any risks. 

Information about the result(s); Who is interpreting the result, what does the result mean to 
me? 

Information about follow-up; consultation following test result – with who, what further tests 
are involved, do I have a diagnosis? 

Information about the clinic; practical information with regards to where the clinic is, how much 
will it cost, when to have the test?                

What kind of information would you find most useful to receive after the profiling? 

What does the result means; do I have an increased risk of disease and if so by how much?  
What does this mean practically and what can I do about it?  Also is it familial? do other 
members of my family share this increased risk? 

 

Question 12 Regulation 

Do you think it is satisfactory for DNA profiling and body imaging services to 
have to pass stringent evaluations before they are provided in the NHS, but 
for them to be readily available on a commercial basis without having to go 
through such evaluations?  

If yes... 
Why do you believe more stringent evaluations are required in the 
public sector than in the private sector? If commercial DNA self-
profiling products were to be developed in the future, enabling 
people to profile themselves (or others) whenever they want, do you 
think any legal, regulatory or other restrictions should be imposed 
beyond those applying to existing self-profiling products, such as 
pregnancy testing kits? 
If no... 
Do you think the NHS requirements should be less strict, or that 
more regulation should be imposed on private providers? What 
measures would you consider most suitable? For example: disclosure 
requirements such as labelling rules; voluntary codes of conduct or 
‘kitemarking’ arrangements; legal requirements to restrict market 
entry; restrictions or bans on advertising; tougher penalties for 
breaches of established rules; or stricter post-market monitoring and 
surveillance. 

 

As mentioned in our response to question 2, regulation is an issue that has been highlighted by 
the media. For monogenetic testing the ‘UK genetic testing network’ advises standards for NHS 
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testing, this is because of the recognition of the importance and potential consequences of such 
information.  This advisory body is an accumulation of specialist laboratories , so we cannot see 
how it would stop other laboratories offering similar advice. This is why a central regulator or 
standard is needed, who listens to advice and agrees standards across the board. This should be 
on-going work as the technology used will progress. Stringent standards should not differ 
between public and private health care sectors, as they are both dealing with the same genetic 
facts. Therefore, companies offering such services need to be approved by such a body1. If this is 
not the case they should not be given a licence (comprising of extremely tight standards) to 
carry out such work. It is unacceptable to have a situation where unapproved companies can 
offer testing. However, the difference between ethical and technological aspects might not 
always be covered by one advisory body3, and this needs to be addressed. 

The final factor is to consider is the access to such companies that may not be bound by UK 
regulation. If the service users locates a company in America that will do the testing this may by-
pass UK regulation. Now this opens up the idea of an international organisation or at least 
European 2, though agreement may not always be met due to different ethical and legal stances 
across the world1. In this case service users may have some responsibility themselves to seek 
out UK approved companies, but this is made more difficult for patients to identify due to the 
nature of internet.  
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Question 13 Responsibility for harm 

The results of DNA profiling and body imaging may lead people to seek 
appropriate treatment. But it may also lead to harmful actions, such as 
inappropriate self-medication, or people may become more fatalistic, 
believing that there is no point in altering their lifestyles. In the most extreme 
cases some people could become suicidal as a result of the predictive 
information they receive. Should providers ever be held responsible at law for 
such harms? 
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If yes... 
In what circumstances? Should providers of other services such as 
pregnancy tests also be held responsible for what distressed or 
misinformed individuals might possibly do with the information they 
obtained? 
If no... 
How, if at all, do you think the interest of vulnerable groups should 
be safeguarded? 

 
This a difficult subject as long term research on the accuracy of predicted disease risks from 
gentic screening is not always available. If Mr A is informed he has an 80% risk of developing 
heart disease then he may ‘give up’ and adapt an unhealthy lifestyle. Lets consider two 
problems.  

Firstly, that years down the line, the effect of that gene may be bought into question or found 
that other genes have a detrimental effect via interplay and this was not known at the time. By 
this point Mr As lifestyle has compounded his heart disease, and he argues that he would have 
adopted different actions if he hadn’t been presented with ‘miss-leading’ information.  

Secondly, Mr A does not realise that the negative lifestyle changes he adopts because of the 
daunting information are also risk factors for other disease e.g. diabetes. He then develops 
diabetes and could subsequently argue that he was not fully informed of this possibility. 
Therefore, the company needs to be responsible for accuracy of the test and anticipated 
counselling given with it. Although these scenarios may seem unlikely, they are by no means 
impossible in today’s litigious society. 

It is also difficult to predict the negative psychological effects of such information, especially in 
the young, but this view has been challenged1. It is also worth noting that negative results (e.g. 
absence of braca 1) can have an unexpected, detrimental effect on those people who were 
convinced of a positive result. Therefore, pre and post-test counselling to limit harms needs to 
be examined thoroughly. 

If a patient carries out an act of self-harm upon receipt of results then the companies liability 
should cease there if the set standards were adhered to. This is in keeping with suggestions that 
the initial risk to service users should be limited by the state setting such standards2.  
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Question 14 Quality of information 
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Some have criticised current commercially-available body imaging and DNA 
profiling services for giving information that is of limited quality and 
usefulness. Do you think more should be done to improve the quality and 
usefulness of body imaging and DNA profiling services? 

If yes... 
Who should pay? Should there be publicly funded investment, or 
should private companies be left to develop better methods? 
If no... 
Is it sufficient to rely on the so-called ‘buyer beware principle’ in 
such cases, by putting the onus on the purchaser to find out about 
the quality and associated risks of the product they are buying?  
 

Yes, more should be done to improve the quality and usefulness of these services. Both these 
types of resource can provide invaluable clinical information in very specific instances and any 
improvement in this type of application would surely be welcomed. However, the onus should 
be on the companies offering these services to develop them and produce research showing 
these investigations are of use as screening tools, which is fundamentally what they are.  

In order to fulfill this requirement these services need be capable of complying with the World 
Health Organisation screening criteria (i.e. that it’s an important health problem with facilities 
for treatment etc.) [1]. For this to be possible both body imaging and DNA profiling services 
would have to be capable of picking up numerous conditions that fulfill this criteria. If they fail 
to do this then they should be obliged, by the ASA, to fully inform prospective consumers of the 
highly limited medical application.  

This view is supported by Salmon (2007) who states “as there's no robust data to support the 
use of brain or whole-body scanning as a screening tool, companies’ clients should be informed, 
if they are not already, of the lack of evidence and potential for harm by unwarranted 
imaging”[2]. The Royal College of Radiologists released a press statement in 2007 concluding 
that in the case of whole body scanning the risks outweighed the potential benefits [3].  

With DNA profiling services one of the main issues relates to the penetrance of particular genes, 
(i.e. what percentage of individuals with a particular gene, actually have the condition). Very few 
conditions actually have 100% penetrance, therefore how useful is it to know you may, for 
example, have a 20% chance of developing a condition?  

The NHS only uses body imaging and DNA profiling services in specific instances where there is 
sufficient evidence to support their efficacy. The NHS will presumably continue to include 
services in future where evidence supports their use and economic viability can be 
demonstrated. As the private companies are using more of scatter gun approach with these 
services, funding to improve the quality and usefulness of them should come from the private 
sector, in order to justify their application in this manner.  

References ; 

1. http://www.abcd-vision.org/issues/who-screening.html 

2. Salman RA-S, Whitley WN & Warlow C (2007) Screening using whole-body MRI scanning: who 
wants an incidentaloma? J Med Screen 14: 2-4 

2.https://examresults.org.uk/docs/general/pdf/RCRstatementre12thCOMAREreportFINAL.pdf 



This response was submitted to the consultation held by the Nuffield Council on Bioethics on Medical 
profiling and online medicine: the ethics of ‘personalised’ medicine in a consumer age between April 2009 
and July 2009. The views expressed are solely those of the respondent(s) and not those of the Council. 
 
 
 


