
This response was submitted to the consultation held by the Nuffield Council on 
Bioethics on Dementia: ethical issues between May 2008 and July 2008. The 
views expressed are solely those of the respondent(s) and not those of the 
Council. 
 
 
Beatrice Godwin, Researcher, 
CDAS 
University of Bath  
 
I strongly recommend ‘Understanding Dementia: The man with the worried eyes’ 
by Cheston and Bender, which deals with many of the issues in your 
consultation. 
 
I have completed several research projects on ethical issues which included 
participants with moderate to advanced dementia. 
I should like to contribute the following points (details of my projects and 
findings follow on after the consultation questions and comments.): 
 
***** 
 

1. How does society perceive dementia? Do we need to promote a better 
understanding of dementia and, if so, how?  

 
Many common stereotypes of people with dementia are inaccurate, for example 
the view that people with dementia are ‘empty shells’ etc. This is confirmed by 
Harley et al’s (2007) work which demonstrates that people with dementia may 
know more than is apparent but have difficulty putting into words what they do 
know. Zgola (1999;93) emphasises that, “even in the face of severe deficits”, 
there will be ‘retained abilities’, amongst which she includes 
 “Hold an opinion” … and “follow a logical train of thought”. 
                                                               
In all my research projects, people with moderate to advanced dementia who 
participated were more able to contribute than expected. In my opinion, there 
are various reasons for this, such as an encouraging psycho-social environment 
where people with dementia are valued and the use of supported communication 
(Murphy et al 2007).  
 
We do need to promote a better understanding of dementia but I assume this 
will need a slow and gradual flow of research which demonstrates that people 
with dementia are more able to communicate than has been thought, leading to 
attitude change. I have just written a short paper on including people with 
advanced dementia in research, called ‘Through a glass, darkly’ 
 
 

2. Is the idea of person-centred dementia care helpful and, if so, in what 
way? 

 



All my comments and all the research1 referred to here show the benefits of 
a person-centred dementia care standpoint. 
 
 
3. How should past wishes and values be balanced with current wishes 

etc.? 
 
In view of the conclusions from my research (see (A) below) even people with 
advanced dementia may still have opinions and these may be different from their 
earlier views. With older people in general, their current views would be 
respected. It should be the same with people with dementia.   
 

4. Truth Telling 
 
I strongly recommend encouraging family carers and professional carers to keep 
reiterating the truth to people with dementia, for example about the death of a 
spouse.  This can be gone gently, indirectly and in a non-confrontational and 
person-centred way. Using the past tense is helpful, for example 
“You were very close to your husband, weren’t you?” 
“You miss your husband a lot, don’t you?” 
“Christmas must have been very special when your husband was there to 
celebrate it with you.” 
 
In a specialist dementia home where I worked as a (non-medical) consultant, we 
helped the key worker to initiate conversations with remarks such as these. At 
the outset, one widow was bereft whenever she remembered that her husband 
had died. Within 3-4 weeks, she was able to talk about him without exhibiting 
inconsolable grief. 
 

5. Risk Taking 
 
In all my experience in the field, prior to becoming a researcher, I was dismayed 
by the over-protection of people with dementia by professional carers and family 
carers. Some of this was totally illogical, e.g. family carers might lock in their 
relatives, to avoid the risk that they would go out and get lost, thereby replacing 
one risk with the much greater danger that they could burn to death in the event 
of a house fire.  
 
As soon as people with dementia are admitted to residential care, they are 
deemed incapable of making a drink, helping with food preparation, using a 
washing machine or going out for a walk, even when they had successfully 
carried out (some of) these activities prior to their admission. On admission, a 
blanket, catch-all risk assessment is often applied, regardless of individual 
ability. Any attempt to consider deviating from this in an individual case is 
almost invariably met by an automatic prohibition, “on health and safety 
grounds”. In contrast, Wey (2006) provides interesting examples of the degree 
                                                           
1 See BIBLIOGRAPHY  



of differentiation and care needed for each individual cooking assessment, when 
a person-centred dementia care approach is adopted. 
 

6. Restraint /Person-centred dementia care  
 
Good person-centred dementia care (such as is exemplified by Specal [Pritchard 
and Dewing 1999]) and elucidated by Cheston and Bender [1999]) should 
minimise the need for restraint. Confrontation can also be avoided by accessing 
Zgola’s (1999:93) ‘retained abilities’ and using her ‘Supporting Language’ (pps. 
71-73). 
 
(Please see APPENDIX: ‘The ethics of admission to/ transfer within care’ for a 
discussion of this important area which is not included in the topics listed for 
your consultation in the Journal Of Dementia Care). 
   
Many residential and nursing homes are designed on the assumption that 
residents will never go out or will actually be locked in. Once admitted, some 
may never see the sun and feel the breeze again. In many homes, residents are 
not even allowed to open their windows wide ‘because of Health and Safety’. 
 
 

7. Ethical Issues arising in the use of new technologies 
 

I have dealt with this comprehensively in (B), my research entitled “A Twenty-
first Century Straitjacket”, under the sub-heading “SIX QUESTIONS: Making an 
ethical evaluation of potential assistive technology” (see below). 
 

8. Resolution of conflicts between needs of people with dementia and carer. 
 

Some person-centred assistive technology equipment can help both parties, see 
Minnie and Rosemary in (B) below. Ivor, Gilbert and Ted’s exit-monitoring sensor 
devices helped not only to allow them to continue to go out but also to alert 
staff to their need for supervision. The needs of professional carers are not often 
considered, even though excessive stress on professional carers can lead to 
people with dementia being moved to more restrictive homes, i.e. being locked 
in. 
 

***** 

MY OWN RESEARCH: 
 
A)  ‘In Solitary Confinement’ (Mortality Nov 2008) asked people with advanced 
dementia to respond to questions on end of life care. The specific questions 
were:  
 
“Have you thought about the end of your life?” supplemented, if necessary, by: 



“When the time comes when you are nearing the end of your life, have you 
thought about how you would like it to be?” 
 
Most family carers expressed disbelief that I would ‘get anything out of’ their 
relative. Despite this, all respondents answered this question – difficult on so 
many levels – admittedly in the laconic and metaphorical style that you would 
expect in people with advanced dementia. In a few words, they indicated a 
range of views, parallel to their peers in the general population (Lloyd 2000). 
Had the family carers been used as proxies, almost none of their answers would 
have accurately matched those expressed by the people with dementia 
themselves2.  
 
SUMMARY of research   

• People with advanced dementia were able to discuss their own wishes 
with regard to end of life care.  

• Some of their wishes had evolved before or during the dementia, leading 
to greater acceptance of death (or, in one case, the emergence of 
previously repressed, traumatic war memories). 

• Neither professional carers nor family carers were up-to-date with the 
people’s views, so the latter would not have been able to provide an 
adequate representation of their relatives’ views. They could not have 
acted as accurate proxies. 

 
*** 
 
(B) In the second project, entitled “A Twenty-first Century Straitjacket”, I asked 
nine people with moderate to advanced dementia for their views on the ethics of 
assistive technology3. 
 
Even some of the professional carers found my ethical questions ‘difficult’ to 
answer. Family carers expressed their disbelief, again inaccurately, that I would 
‘get anything out of’ their relatives.  
 
As an introduction, I expressed my very genuine gratitude and appreciation to 
the person with dementia for taking part in the project. I could truthfully say 
that they were exactly the sort of people I was looking for. These comments 
were met with looks of disbelief, confirming Cheston and Bender’s (1999:20) 
‘major task’ as being “to help them maintain a concept of themself (sic) as a 
person of some worth and value.”  
 
I asked questions about the Assistive Technology equipment which they were 
using, and how successful it had been for them and their carers. Because it had 
only recently been issued, several people with advanced dementia, with their 

                                                           
2 Incidentally, adult children find their parents’ death difficult to discuss and often misconstrue parental wishes (Sinoff  
  2008).  
3 Assistive technology consists of gadgets which help the people with dementia directly or their carers to manage the   
  effects of dementia. 



short term memory problems, had no recollection of it4.  To circumvent this 
problem, I devised vignettes – stories - illustrating some of the ethical dilemmas 
involved in Assistive Technology use, as follows: 
 
 
Now I'd like to tell you the last story. Here is the last story: 

‘An old lady lives alone. She is very muddled and very confused.  
Her family live far away. Her family are worried that she might forget to get up, 
forget to eat and forget to light the gas. 
Her family puts an electronic eye5 in her house. Now they can see: 
when she gets up, when she eats and if she lights the gas’. 
 

Now I'd like to ask you three questions. 

The first question is: 
1.    Do you think the old lady would like the electronic eye in her house? (If you 
were the old lady would you like the electronic eye?) 
(If she was your friend would she like the electronic eye?) 
2.     Would it be good or bad for her family to know what she is doing? 
3.     Would it be fair (morally justified) to have the electronic eye in her house? 
 
Once again, it would be anticipated that abstract questions on ethical issues 
would be totally beyond the ability of people with advanced dementia.  Nor 
would they be assumed to be able to cope with complex sentences including 
subordinate clauses. 
 
There were 3 main findings. 
 
Firstly, the respondents tackled the ‘difficult’ ethical questions.  
 
Although replies were brief and sometimes unclear, they seemed to support the 
belief that these people with dementia were attempting to express complex 
thoughts. These interpretations may be challenged and regarded as tenuous 
evidence of residual cognitive ability. Nevertheless, each person was able to 
converse, made remarks which could be considered as significant and showed 
abilities and insights well beyond expectations. This finding coincides with 
Harley et al’s (2007) work which demonstrates that people with dementia may 
have difficulty putting into words what they do know.                                                        
 
Secondly, grammatical improvements occurred.  
 

                                                           
4 Despite requests to carers to obtain the consent of the person with dementia at the start of the research, it is quite 

common for carers to act unilaterally, omitting to discuss issues with the person with dementia. In this case, their 
relative really does have no knowledge of the item in question. 

5 i.e. a remotely monitored surveillance system, linked to a call centre. 



Initially, some of the people with dementia in this (small) sample looked anxious. 
With plenty of positive feedback, even over a mere half-hour session, they 
seemed to become more at ease and feel more confident. Predictions about the 
use of abstract language were not borne out. Out of eight people interviewed, 
three respondents started off with faltering communication.  As they, I hope, 
felt valued, and relaxed, their use of grammar improved as did the length and 
verbal complexity of answers, which became less monosyllabic.   
These were unexpected findings, in line with Sabat’s (2001:80-82) work, where 
an individual, with ‘encouragement’, moves “from despair to playing in an hour 
and a half”.  
 
Thirdly, some showed insight into their own or others’ condition. 
One woman displayed surprising empathy with her daughter, an ‘underrated 
capacity’ also noticed by Sabat (2002)6.  
 
Another demonstrated logical insight into the situation where the woman in the 
vignette story (above) was ‘muddled and confused’. She noticed that this 
woman would have been better off cooking with electricity. This was an option 
which none of the family or professional carers mentioned.  Zgola (1999:105-8) 
gives examples of the surprising capacity of people with severe dementia to 
follow a chain of logical reasoning. 
 
 
SUMMARY of research 
 

• People with moderate to advanced dementia were able to communicate 
their views, even on complex, abstract topics such as ethics. 

• In evaluating assistive technology, they preferred the less restrictive 
option, allowing the person with dementia more autonomy.  

• They appreciated items which supported their day-to-day functioning 
where they recognised that this was weak (e.g. automatic pill dispenser 
for a woman who forgot her tablets; automatic clock-calendar for a 
woman who was disorientated in time).  

• People with moderate to advanced dementia were encouraged to talk by a 
genuine appreciation of their views. 

• Family carers underestimated the ability of their relatives to express 
opinions. 

 
   
Ethical Issues arising from new technology: SIX QUESTIONS- 
Making an ethical evaluation of potential assistive technology  

The complexity of issues involved in Assistive Technology requires questions to 
be asked to clarify the ethical evaluation in each case. The assessment must be 
person-centred and individual. There is, as Marshall (2002) states, no ethical 

                                                           
6 In moderate dementia  



‘recipe knowledge’ which can be universally applied, because each situation (at 
least until technology is well-established and widely used) is unique7.  
 
Professionals need to ask all the following evaluative checklist of six questions 
in each case:  
 
Q1 For whose benefit is the equipment being used?   We should ask, with 
Cicero, “Cui bono?” for whose benefit is the technology really being used? 
 
Minnie8 described the Day/Night Calendar as “something I wouldn’t like to be 
without …… something you can depend on. It’s reliable’’, adding, sadly, “It’s 
me that’s not reliable!’’ It also benefited her daughter: as Minnie felt better 
orientated, she stopped telephoning her ‘round the clock’. This may be 
contrasted with the ‘life-watch’ systems where a person living at home or in an 
institution is remotely electronically monitored by a call centre. While this may 
be of some benefit to the person with dementia (carers are alerted should the 
person fail to get up, open the fridge door etc.), the consensus was that this 
‘life-watch’ type system was ethically questionable.   
 
Later questions will further refine and clarify the answers to this question of 
who is benefiting. 
 

Q2 Whose definition of benefit is being applied? 
 
In the case of Minnie and the calendar, there is no argument about this. 
Elsewhere, the definition of benefit is more unclear and may be weighted 
towards the care organisation. Consider neighbours’ referral to Social Services 
of a woman with dementia living alone. A ‘life-watch’ system9 might be to 
installed, which could benefit the care agency by delaying the need for a care 
package. It could benefit the woman by summoning help (in case of illness or 
accident) but it, and/or the alternative (a complex package of care), could be 
antipathetic to her. Would her feelings be taken into account? Social Services 
managers may prioritise safety over other considerations, including individual 
wellbeing. One senior manager explained that to convert residential homes into 
‘dementia’ homes, “All that needs doing is … the locks” 10. Here safety is the 
prioritised ‘benefit’, but this may not accord with the wishes of the people with 
dementia involved (see Bjorneby et al’s [2004] ‘dilemma between beneficence 
and autonomy’ and her question “who has the authority to decide what 
constitutes another person’s best interests …. whose interests are being 
served?”). 
 
Q3 What are the potential effects of the technology on the wellbeing of the 
individual? 
                                                           
7See Wey (2006) for examples of the care needed for each individual assessment.  
8 All names are pseudonyms. 
9 a remotely-monitored system linked to a call centre 
10 Personal communication. 



 
Penny, perceiving herself as ‘confused and muddled’, recognised her need for 
support. Her description of her medicine dispenser as ‘ideal’ proved that it 
helped to generate wellbeing. Rosemary did not remember the pressure 
mat/pager (issued to her husband to alert him when she was out of bed at night) 
but it seems likely that it contributed to her sense of safety and security 
(Bamford et al 2000) by preventing her from ‘getting lost’ at night, sitting alone 
in the dark and cold in her nightclothes. It enabled her husband to sleep soundly 
until the pager woke him. He then invited her to return to bed after she had 
used the lavatory. Ivor occasionally tried to visit his (late) wife but the journey 
alone was considered unsafe…. The magmat/pager alerted staff when he left 
the residential home. They went after him, chatted to him and safely diverted 
him home. He benefited from the social contact and was protected so the 
magmat had positive effects on his wellbeing. None of these devices 
compromised the person’s autonomy. 
 
Q4 What are the detrimental effects of the technology? 
 
At first glance, the ‘magmat’/pager might be seen as restricting Ivor’s civil 
liberties, but this is not the case (see Qs 5-6). Gilbert’s door-sensor reduced his 
privacy (entering and exiting his room) but protected him (see Q6). An individual 
risk and wellbeing assessment is needed in each case, for example, does a 
person with dementia see his/her home care staff as contributing to wellbeing 
(as with Penny) or interfering? An empathic assessment of the value placed on a 
service by the person with dementia is difficult and seldom attempted. It is 
especially difficult where the person has no recollection of the 
equipment/service. The question of beneficial or detrimental effect on wellbeing 
can be further clarified by rephrasing the wording by adding the words ‘actual’ 
or ‘potential’, ‘actively’ or ‘passively’ to qualify the effect further. 
 
No foreseeable detrimental effects were identified amongst the items trialled 
during this project11.  
 
Q5 What are the costs (physical, emotional, psychological, ethical, financial) of 
using the technology, and to whom do they apply?  
 
Rosemary’ husband felt that the lost-object locator and the pressure mat 
reduced his stress. Supporting informal carers helps them save the economy 
billions of pounds annually. Staff felt that Norma’s bedside light reduced 
nocturnal falls. All three of these items would have become cost-effective within 
days. Gilbert entered another resident’s room and started a fight. One morning, 
he was found asleep on the Home’s lawn. The management responded by 
‘buying in’ an expensive extra night carer to ‘police’ Gilbert, keeping him indoors 
and protecting other residents. This ‘overkill’ response was soon redundant. The 
door-sensor cost little, was reusable by other residents and targeted the care on 
Gilbert when he needed it.  
                                                           
11 Items causing detrimental effects would have been withdrawn. 



 
Q6, the most important question, is “What is the real (not hypothetical) 
alternative to the use of this piece of Assistive Technology?” 
 
Here we return to the cases of Gilbert and Ivor. We include Ted, where the 
Home used an ‘out-of-bounds’ system. At first sight, the equipment appears to 
represent a restraint on movement, an intrusion on privacy and an infringement 
of civil liberties. On further examination, it represents the lesser of two evils. 
This may be seen by examining the likely events in a ‘dementia career’. All three 
men caused considerable disquiet in their residential homes. Firstly, they enjoyed 
going out and asserted their right to do so. Secondly, they were at risk from 
road accidents, hypothermia, sunstroke and aggression to or from other 
residents or staff. Staff tended to adopt a custodial approach, e.g. preventing 
Ted from going out, or ‘ordering’ Gilbert back to his room, then complaining of 
“aggression” when he objected to this. This aggression, in response to staff 
behaviour, added to the “difficult” and “needing to be moved” label. At the time 
of writing, Gilbert has been moved, Ivor is to be moved and Ted is in hospital 
awaiting placement. Had the technology and relevant training been offered early 
enough, at least two of these men could still be living in their familiar place. 
Shortly they will all be locked in an impoverished environment. Social Services 
perceived incarceration as the ‘solution to ‘wandering’.  
 
Generally, the reasons given for transferring people from one home to another 
appear to be for the benefit of the (typically risk-averse) care organisation. The 
real-life alternative to some technology is incarceration, not civil liberty.  
‘Wandering’ triggers an inexorable process, leading to a restriction of liberty. 
Technology offers a real alternative to this or at least a stay of execution. 
 
*** 
 
(C)  In my third project, Adding colour to people’s lives, I devised new 
approaches to consultation. I was asked to advise on the colour scheme for a 
dementia-specialist home. I consulted the residents (with moderate to advanced 
dementia) by means of a ballot. It contained both enactive and iconic elements 
(Bruner 1966). 
 
I used photos of the home which had been digitally modified into five different 
colour schemes. These colours were reproduced on the ballot paper. Having 
seen the photos, the residents were asked to vote for their chosen colour and 
post their vote into the ballot box. 
 
Using these techniques, which avoided privileging the spoken word, certainly 
enhanced communication. The managers and senior staff in the home 
anticipated a response of 25%. The actual response rate was 85%.12  
                                                           
12There were compelling reasons why some individuals did not participate: one person was visually impaired, one 
severely depressed, and one was a faith healer who would not look at any piece of paper because it got in the way of 
her rapport and eye-contact with another person.  
  



I found that, if ways of consulting that circumvent their communication 
impairment are used, even people with advanced dementia can be included in a 
consultation exercise. 
 
***** 
 
Please do not hesitate to contact me if I can be of any assistance. 
 
Beatrice Godwin, Researcher, 
CDAS 
University of Bath  
 
 
 
APPENDIX: The ethics of admission to/ transfer within care 
 
Study Origin (Extract from “A Twenty-first Century Straitjacket”). 
The decision to evaluate assistive technology was prompted by a carer. Her 
husband had always enjoyed a daily walk, but his residential home staff were 
anxious after he twice become lost.  She suggested that “having him 
electronically tagged”, because of his ‘wandering’, would be preferable to 
transferring him to a locked unit, where safety would be guaranteed at the 
expense of freedom.  If successful, a tag could have delayed admission to 
‘secure’ care, improved his wellbeing by prolonging his ability to go for walks 
(and hence protecting his civil liberties), decreased (professional) ‘carer burden’ 
and cut costs.  
 
Introduction  
  
The goal of enabling people with dementia to remain longer where they are 
living (Gilmour 2004) and usually want to stay, i.e. at home or in the place 
which they now regard as ‘home’, is summarised in Norman (1987). Achieving 
it would conform to government policy aims (Department of Health 2001a) and 
potentially be cost-effective13. 
 
Often, contrary to their wishes, the oldest people in society spend their final 
years in institutional care. Norman (1987, p.7) describes how “Society …. 
impos(es) ….. forms of care and treatment which are the fruit of social 
perception, social anxiety, convenience and custom rather than inescapable 
necessity”. This study considers this trend towards institutionalisation and 
explores whether assistive technology can have a role in postponing this 
apparently inevitable series of restrictions on the older person’s freedom.  
 
Norman’s ‘social anxiety’ is often most acute in the months preceding the 
person with dementia’s admission to hospital and/or care. People with dementia 
are a challenge for professional carers because their vulnerability. ‘Safety’ and 
                                                           
13 Average residential care costs are around £540 per week (Martin 2008). 



‘risk’ (of fire, flood, gas explosions, hypothermia, being locking in or out, getting 
lost, under/overdosing on medication etc.) are ‘overriding concern(s)’ (Kinney et 
al 2004, p.352) and the focus of familial anxiety and professional attention. The 
person with dementia may remain oblivious or vociferously deny any risk, 
behave erratically and idiosyncratically (Squires 1996). The recurring problems 
are often predictable yet each situation is individual, so that there is no simple, 
one-size-fits-all solution, indeed, there is often no solution14.  
 
Professionals, who may have scant evidence about the person’s daily life, or be 
managing a complex ‘package of care’, have to tread a path between respect 
for the autonomy of the individual, whose ability to perform activities of daily 
living is constantly declining (Squires 1996), and a realistic response to risk 
(Gilmour 2004), which may also involve carers and/or neighbours. Carer burden 
is well documented (Brodaty 2000) and advocacy services are rare. During this 
crisis-ridden period preceding institutionalisation, the professional may be a lone 
voice against the risk-averse ‘status quo defenders’ (Bachrach and Baratz 1970) 
who may be intolerant of idiosyncratic lifestyles. 
 
 Legally, the person with dementia has the right to remain at home until s/he can 
be certified a ‘danger to himself and or other people’ under the Mental Health 
Act 1983 and compulsorily admitted to hospital ‘under a Section’, the only way 
of enforcing any move. These admissions often involve ‘bed blocking’ while a 
suitable home is sought.  Even after transfer to residential care, ‘placements’, 
often subsidised by Social Services Departments, represent a considerable cost 
to the public purse, as do moves between homes as the dementia progresses. 
Residential staff may experience problems meeting individual needs. If the use 
of technology could reduce risks and so delay/prevent any of these moves, then 
distress for people with dementia and their family carers and professional carers 
would be reduced15.  
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