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Q1  In your opinion, what aspects of dementia have the greatest impact on 
the lives of people with dementia, their families, their carers, and society 
more generally? What kind of support is needed most by people with 
dementia and those caring for them?  

N/A 

Q2 From your own experience, can you tell us about any particular situations 
affecting people with dementia which raise ethical problems? 

The ethical problems relevant to our organisations mainly concern participation 
in research. This issue is addressed in particular in the answers to questions 13, 
16, 17, and 29-31 below. 

Q3 From your experience, do different ethnic, cultural or social groups have 
different understandings of dementia? If so, are these different 
understandings relevant to the care of people with dementia?  

N/A  

Q4 What kind of ethical questions are raised when providing care in a multi-
cultural context and how should these issues be addressed?  

There may be questions around the ability of those being cared for to be able to 
express views and religious beliefs specific to their cultural background i.e. for 
those caring to be sensitive to the need for an open environment.  Furthermore, 
some cultures have strict beliefs with regard to dress and the ways that certain 
parts of the body are covered.  Care environments need to be sympathetic to 
such beliefs and respect the customs and beliefs of different cultures. 

Q5 What current developments in scientific understandings of dementia, or 
developments that are on the horizon, do you consider the most 
significant for the care and treatment of people with dementia? 

The answer to this question depends on how far away the horizon is! We 
believe there are few new treatments likely to come on stream in the next five 
years, though the pharmaceutical industry would be better placed to give a 
definitive answer. 

The MRC has recently conducted a review of neurodegeneration. In terms of 
future research opportunities the Review included the following in terms of 
“Scientific needs and opportunities”: 



Worldwide, the human, societal and economic burden of neurodegenerative 
disease is growing as the proportion of older people increases. While there are 
therapies that offer benefits, particularly for treating the symptoms of 
neurodegenerative disease, these are still very limited.  Therapies in 
development do not offer strong prospects for effective cures and 
neurodegenerative diseases will represent a major and growing clinical need for 
many years to come. Despite the large amount already invested in research, 
there are still many gaps in our knowledge of disease origins and progression, 
however, there are clear opportunities for new research programmes over the 
next five or ten years. 
 
This review identified the following opportunities for public sector and charity 
investment over the next five, and ten, years: 
 
1-5 years: 

• Whole genome analysis and the assembly of gene products and regulators 
into disease pathways – identification of new therapeutic targets. 

• Research to improve understanding of mechanisms and pathogenesis of 
neurodegenerative diseases – validation of new therapeutic targets. 

• Research to better understand the role of cognitive dysfunction in the full 
range of neurodegenerative disease. 

• Stratification of patient subgroups and population risk, identification of 
key time-windows for intervention – increasing the informativeness of 
clinical trials and the effectiveness of use of new medicines. 

• Clinical research into symptomatic management – using science to 
improve quality of life. 

• Better ways of assessing safety of new therapies given initially at early 
(or presymptomatic) disease stages, and taken for 10 or 20 years. 

 
5-10 years: 

• Improved biomarkers, especially presymptomatic markers of early disease 
states, to allow more powerful clinical trials. 

• Exploitation of new epidemiological opportunities provided by the 
outcome of whole genome analyses and cheaper genotyping, to better 
predict risk and identify factors that may allow very early, 
presymptomatic intervention. 

• Moving towards the second generation of new therapies - addressing key 
mechanisms in the light of the outcomes of trials of interventions and 
delivering the potential of stem cell, gene and antibody (fragment) 
therapies. 

Q6 Given the possible benefits, but also the risks, of early diagnosis, when do 
you think a diagnosis of dementia should be made and communicated to 
the individual?  



 
This question is very broad and is best answered by those directly responsible 
for patient care or researchers in the field. The time at which a person is best 
informed of their diagnosis will vary in individual situations and for particular 
diseases. However, there would be clear medical benefit of early diagnosis since 
for the majority of cases clinical presentation is at a point where irreparable 
damage  has been done – hence the emphasis on identifying early biomarkers 
and high-risk groups. 
 
The expectation should be that a patient will be told of diagnosis, and there 
would need to be very clear reasons why this would not occur which should 
reflect the GMC guidance in their booklet ‘Consent’1: 

“You should not withhold information necessary for making decisions for any 
other reason, including when a relative, partner, friend or carer asks you to, 
unless you believe that giving it would cause the patient serious harm. In this 
context ‘serious harm’ means more than that the patient might become 
upset or decide to refuse treatment.  

“If you withhold information from the patient you must record your reason 
for doing so in the patient’s medical records, and you must be prepared to 
explain and justify your decision. You should regularly review your decision, 
and consider whether you could give information to the patient later, without 
causing them serious harm”.  

Q7 In your experience, how do you think society perceives dementia? Do we 
need to promote a better understanding of dementia and if so, how? 

N/A  

Q8 What part, if any, does stigma play in the process by which people seek 
care, treatment and support for dementia? 

Without being specific to dementia, stigma can certainly affect the health-
seeking behaviour of individuals with some conditions and can also affect the 
general take-up of means-tested benefits. Concern over stigma may apply to the 
individual but also families, friends and other relations all of whom can interact 
to play a part in the processes by which people seek care, treatment and 
support for dementia. 

Q9 Should more be done to include people with dementia in the everyday life 
of communities? If so how, and if not, why? 

 

                                                 
1  www.gmc-
uk.org/guidance/ethical_guidance/consent_guidance/reasons_for_not_sharing_inf
ormation.asp 
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A significant amount of research has been undertaken in the area of Assistive 
Technology with a view to increasing the independence of people with dementia 
both within and outside of their homes.  The ESRC is a partner with the 
Engineering and Physical Sciences Research Council and the Department of 
Health in a Technology Strategy Board Innovation Platform on Assisted Living. 
This initiative will enable industry, academia and health and care professionals to 
collaborate in order to significantly advance technology and to advance the 
ability of industry and the health and care professions to meet the demand for 
independent living from people suffering from chronic long term conditions. 

 Person-centred care and personal identity 
 
Q10 Is the idea of person-centred care helpful, and if so, in what way?  

Recent changes to welfare reform have focussed on the empowerment of those 
with chronic health conditions in order to give them a degree of control over 
their own care. It is important to ensure that those with dementia are not left 
behind in the direct payments approach to welfare, and consideration needs to 
be given to how this approach relates to the individuals, families and carers. 

Q11 In your view, to what extent is it correct to say that dementia changes a 
person’s identity? 

N/A  

Q12 What implications can radical changes in mood or behaviour have for 
relationships, family ties, and for respecting values and wishes held 
before the onset of dementia?  

N/A  

Making decisions 

Q13  When judging the best interests of a person with dementia who lacks 
capacity, how should the person’s past wishes and values be balanced 
with their current wishes, values, feelings, and experiences? 

In terms of participation in research, the law states that a person either has the 
capacity to consent to a particular intervention or research study or he/she does 
not. If they do not, then their former wishes and values should normally be 
respected, but agreement is required from a legal representative; thus the 
consideration of ‘best interests’ is not the legal standard in relation to research 
participation. There may be instances where a person who lacks capacity might 
benefit from participation in research. The laws concerning who may consent for 
such participation are complicated and differ as to whether the research is a 
clinical trial or not, and differ between Scotland and the rest of the UK. Details 
are in the MRC Ethics Guide “Medical research involving adults who cannot 



consent” (2007)2. As with a participant who has capacity, if a participant who 
lacks capacity indicates that they wish to withdraw from a research study, they 
may do so at any time. In addition, withdrawal can be requested at any time by the 
person’s legal representative. However, there may be rare occasions when withdrawal 
would be detrimental to the person’s health. In such circumstances, researchers should 
discuss a decision to keep a participant in a study with the clinical team caring for the 
participant and with their legal representative.  

Q14 What approach should be taken to best interests where an individual is 
judged to lack legal capacity, but only just? 

See answer to question 13. 

Q15 How should a diagnosis of dementia influence decisions about best 
interests and appropriate care in connection with life-sustaining 
treatment?  

N/A  

Q16 What role do you think welfare attorneys should play in making healthcare 
decisions on behalf of people with dementia who lack capacity? How do 
you think both minor and more significant disagreements between 
attorneys and health professionals over the best interests of the person 
with dementia should be resolved? 

The question is about health care and could be re-phrased in order to take better 
account of the rights of individuals suffering with dementia. However, where 
participation in research is involved, if either the welfare attorney and/or the 
practitioner responsible for the patient’s care consider that the patient should 
not participate, then that should be the decision. [NB People who lack capacity 
cannot participate in research without agreement from a legal representative, 
even if in the practitioner’s view it would be in their best interests to do so]. 

Q17  What role, if any, should advance directives (advance decisions) play in 
decision making? To what extent should people be encouraged to 
complete such directives? 

 
In terms of participation in research, the MRC guidance states that for clinical 

trials: 
“If the proposed study participant refused consent to participate before the loss 
of capacity, he or she cannot be included in the trial”. 
 
Equally consent before loss of capacity for a clinical trial is appropriate consent 
to continue in the trial even after loss of capacity. The situation in relation to 
non-clinical trial research where consent is given to participate and then capacity 
is lost is not clearly defined – see MRC guidance, section 3.2.2, and the answer 
to question 31, below. 

                                                 
2  www.mrc.ac.uk/Utilities/Documentrecord/index.htm?d=MRC004446  

http://www.mrc.ac.uk/Utilities/Documentrecord/index.htm?d=MRC004446


 
Concerning other research, the guidance states: “If the (nominated) consultee 
advises that the person in question would not have wanted to take part in the 
project, that person must not be recruited. Similarly, the participant must be 
withdrawn from the project if at any time the consultee is of the opinion that 
the participant would not have wished to continue. An exception can be made if 
the participant is receiving treatment as part of the project and the researcher 
has reasonable grounds to think that withdrawal of this treatment would cause a 
significant risk to their health. To apply this exception, the researcher needs to 
give good reasons for the treatment to continue. Discussion with the medical 
team and the representative of the patient will be essential”. 
 
In general, we believe that it is helpful for a person’s family to have a clear 
understanding of the person’s wishes concerning participation in research should 
they develop a lack of capacity. If this is in the form of an advance directive, it 
would be helpful if the directive explicitly included a statement about the 
person’s willingness to participate in research should they lose capacity. (NB 
there may be complications concerning knowledge (or lack of) of the existence 
of an advance directive at the time decisions have to be made). 
 
Q18 What are your views about the effect of the Adults with Incapacity 

(Scotland) Act 2000 or the Mental Capacity Act 2005, or both, on the 
care of people with dementia? Has the introduction of these Acts made it 
easier, or harder, to support and care for people with dementia?  

 
This question is about support and care, but in terms of research, the Acts have 
been helpful clarifications about what is legal. Nevertheless, the fact that the 
statutes in Scotland and the rest of the UK are different makes matters 
complicated for researchers. 
 
Research 

Q29 What should research into dementia be trying to achieve? On what basis 
should funding be allocated? 

Research into dementia should be aiming to achieve the following: 

• A better understanding of the way the brain works and what goes wrong 
in cases of dementia (and of different forms of dementia) 

• An understanding of its causes – genetic and environmental, and 
interactions between different causes 

• An understanding of the determinants of the progress (including speed) of 
dementias 

• The development (and evaluation) of interventions that prevent, slow the 
progress of, aid the management of, or ‘cure’ dementia(s) 



• The development (and evaluation) of aids for people with dementias 

• Information on better ways to care for people with dementias 

• An understanding of how to improve the quality of life of people with 
dementias and their families and carers 

Funding should be allocated on the basis of: 

• The scientific merit of the research proposal (primarily) 

• The tractability of the research question 

• The health burden of the particular form of dementia 

• The potential impact of the research including the potential for 
improvements in the quality of life for patients and their families and 
carers 

• The quality of the proposed user engagement and knowledge exchange 
activities  

[The MRC spent £6.4m on research into dementias in 2006/07]. 

Q30 What is your view on involving people in research if they lack capacity to 
give consent themselves? Under what circumstances, if any, should such 
research be permitted? What safeguards would you choose and why? 

 
Medical research involving adults who lack mental capacity to consent can lead 
to innovations in healthcare that can substantially improve their health and 
quality of life and that of others with similar conditions. It is therefore important 
that these adults are given the opportunity to participate in such research. To 
exclude them from any research would be discriminatory and would diminish 
their ability to participate as fully as possible in society. It would also prevent 
researchers making progress in the understanding of many disorders that can 
affect the brain, and in the care and treatment of those who have such 
disorders. However, such research requires special safeguards to ensure that 
this vulnerable group are protected when they do participate in medical 
research. 
 
As with any research, the need to respect the interests and rights of an 
individual participant is more important than any potential benefits of the 
research to others. All medical research studies, including those involving adults 
who lack mental capacity, should comply with accepted principles of good 
practice, including the Declaration of Helsinki and relevant European and UK 
legislation. In accordance with section 13 of the Declaration, the research 
protocol should be submitted to and approved by an independent research ethics 
committee (REC). Under UK legislation relating to research involving adults who 
lack the capacity to consent, this REC approval is a legal requirement. Detailed 



guidance on applying for approval is available from the National Research Ethics 
Service. 
 
Individuals unable to consent to participation in a research project due to a lack 
of mental capacity are a particularly vulnerable group. Their interests must 
therefore be protected. They should be given the same opportunities to 
participate in ethically designed research projects as those who do not lack 
capacity but must not be put at unwarranted risk. Their participation needs to be 
agreed by someone who is independent of the study and who can assess the 
potential participant’s interests accordance with current legislation and 
guidance. This person may be a relative, a carer or an independent 
representative. 
 
Details about safeguards are contained in the legislation and are expanded upon 
in the MRC’s guidance. 

Q31 Does the current legal position, together with the requirements for 
independent ethical review of research projects, prevent any research 
which you believe would be valuable? If so, could any changes in the 
regulatory framework be ethically justified? 

As indicated in the answer to question 18, in general, the MRC is happy with 
the current legislation. There is one area, though, where there could be greater 
clarity. For research that is not a clinical trial, the Mental Capacity Act does not 
specify what steps should be taken if capacity is lost following consent to 
participate in a study. If no further interventions are required in the study and 
researchers wish to keep using data or tissues, it is open to interpretation as to 
whether further consent is required. Current guidance from the Department of 
Health, England (DH) and the Welsh Assembly Government is that in this 
situation ‘properly informed and expressed consent’ given prior to loss of 
capacity can be relied upon. In the absence of such consent, DH and Welsh 
Assembly Government guidance says that the requirements of the MCA must be 
fulfilled. This includes obtaining agreement from a personal or professional 
consultee for continued use of data or tissues in the study, as well as obtaining 
REC approval for this. The MRC’s view is that consent given initially to 
participate in the study should be appropriate for the subsequent use of tissues 
and data if the person loses capacity, even if that was not explicitly stated in 
the original consent. This would be consistent with what happens for people 
who retain capacity. 

 
Other issues 

Q32  Are there any other ethical issues relating to dementia that we should 
consider? 

 
No.  However, the ESRC considers that there is currently insufficient research 
evidence on dementia and human rights, identity and the ethical aspects of 



assistive technology. ESRC would be pleased to discuss these research needs 
with other funders with a similar commitment to quality including the MRC, the 
Nuffield Council on Bioethics and patient groups. 
 
 
 


