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Admiral Nurses – For dementia 

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?  

This question has 2 parts 

a) What aspects of dementia have the greatest impact on the lives of people 
with dementia, their carers, and society more generally? 

 
Admiral nurses when answering this question highlighted a number of aspects 
that come up time and time again in their work with family carers, they listed  

• Changes in behaviour / challenging behaviours 

• Loss of recognition of people 

• Loss of “the person” – Living bereavement 

• The financial impact this is even harder for young onset pwd and 
their carers – who have had to give up their jobs 

• Problems arising with paid carers, having to rely on carers, having 
carers coming into the home. 

• Sexual intimacy in relationships 

• Spouses often become labelled as ‘carers’ when they wish to be 
seen as husband/wife off – loss of identity 

• Difficulties with practical things that the PWD used to do. 
Sometimes financial things and sometimes things like heavy garden 
work. Change in roles can be hard. 

• Friends of the PWD and the carer, disengaging from the friendships 
perhaps because of embarrassment  

• Lack of understanding by society as a whole 

• One of the biggest impacts reported our nurses is the loss of 
freedom and flexibility to have a life because of the constant role of 
looking after someone and limiting what you can do and where you 
can go. 

 



b) What kind of support is needed most by people with dementia and those 
caring for them? 

The kind of support that is needed will vary over the course of the illness and 
from person to person and family to family. 

In our experience the common areas people search for support around include 

• A key person to contact when help is needed. 

• Empathic understanding of the problems for both the pwd and the 
carer. 

• Education and practical information. 

• Information and honesty about the diagnosis both for the person with 
dementia and the family carers. Including information about what to 
expect in the future 

• Appropriate Support groups and programmes designed to provide 
support for a range of ages and needs 

• A consistent approach 

• Help with future planning 

• Respite both day respite and longer term and respite focused around 
the home and community and not just in-group settings. 

• Timely interventions 

• Teams working in a multi-agency fashion. Frustration is felt when 
things needed repeating numerous times and it can feel as if 
departments and teams never talk to each other. 

• Practical help to get people to appointments, fill in forms or to sit with 
the PWD whilst they pop out to do important things. There doesn’t 
seem to be a service that can respond in an emergency or on an ad 
hoc basis. 

• No services in the community that will provide help with hygiene if 
the PWD is resistive. Services seem obsessed with consent yet in care 
homes they provide it through ‘duty of care’. One nurse told us “I 
have had several clients where home care refuse to conduct personal 
care to these individuals and end up doing it myself!” 

• A deeper understanding by professionals about how dementia is 
impacting upon peoples lives so they can support them in a more 
meaningful way. 



• A chance for the family carer to understand the experience of the 
person with dementia, which helps them to cope better. 

 

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

 
           Admiral nurses are consulted on a daily basis around a number of 
different aspects of work involved with helping families respond to situations, 
which often present ethical issues. The Admiral nurses have highlighted a 
selection of these issues, which they have worked through with family carers 
and professional teams 

•  The PWD is taken into hospital against their will. This may include 
situations when the person with dementia knows they are dying and 
have clearly stated that they wanted to remain at home. 

• Issues when either the PWD or the family carers are at risk of physical 
abuse. Even after POVA carried out risk often remains. 

• When involved in encouraging the PWD to attend day care or have other 
forms of help when they don’t want it. This is even more challenging 
when the family carers need the day care to provide respite. 

• Covert medication, when people don’t want to take medication, don’t 
understand what is it for or why they are taking it. This is even more 
challenging when the PWD has no insight into their dementia 

• Issues around truth telling and reality orientation, how to respond to 
things such as the person with dementia in their 80’s who believes their 
parents are alive. 

• The issue of sharing diagnosis is an issue where there may be 
conflicting views amongst families, person with dementia and 
professionals. 

• Funding issues – in relation to other illnesses 

• Usual standards can sometimes fall such as those with appearance, it is 
difficult to balance this when family carers don’t want to let standards 
slip but by maintaining standards it may be causing some conflict 

• Personal hygiene issues - there seems to be issues for any community 
care that can be offered to resistive PWD who lack insight into their 
own problems and nothing seems to exist to deal with this problem so 
many people end up going into care. 



• Restraint – this is a very big issue and concerns all types of restraint 
including physical and non-physical, human rights issues, medications 
etc. 

•   Advance Care Planning – particularly when plans are made after the 
PWD no longer has capacity to articulate their own wishes 

• Sexual health, where there may be a resurgence of interest in sexual 
activity. 

• When a person with dementia and their family are facing a full time care 
decision.  

• Where working with colleagues presents some ethical dilemmas due to 
poor practice. 

• Lack of communication between carers and professionals under the 
guise of Confidentiality. 

• DVLA writing to the PWD and/or expecting the PWD to have insight to 
their problem and how it impacts on their driving. 

 
  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?  

The short answer to this question is “Yes” however, 

Peoples understanding of dementia from family to family is different regardless 
of the ethnic, cultural or social group they belong to. However we have 
identified a number of concerns regarding how different groups understand 
dementia and access services 

• People from BME groups are often more reluctant to approach services for 
help/support and diagnosis 

• The understanding of dementia as an illness is variable amongst different 
communities and cultures some view it as something to be ashamed of 
and hidden. 

• The common misconception amongst professional teams about BME 
families and communities “looking after their own” 

• The lack of culturally appropriate services. This ranges from carers in the 
home to carers in care homes  

• Some Admiral nurses have noticed that some cultural groups are reluctant 
to accept respite services; this could be linked to the lack of culturally 
appropriate services. 



 
As an add-on to this question the Admiral Nurses identified that some 
assessment tools used to assess dementia are not culturally appropriate. 

The use of interpreters for assessment is problematic, a number of nurses spoke 
about the difficulties involved in assessing a client using an interpreter. 

The Nurses questioned the training of the interpreters used and wondered about 
levels of awareness of the importance of even slight differences in the way they 
interpreted answers could make. 

 

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

 
When the PWD placed in a care home settling is unable to express their cultural 
needs issues can arise. 
 
The Admiral nurses gave some examples of issues they have worked with 

• Diet – the person make eat food that is not culturally appropriate the 
PWD may request to eat food that is forbidden. This raises questions as 
to how staff deals with these situations without upsetting the resident or 
family carers and assist the resident to maintain their cultural beliefs. 

 
• When the PWD joins in with a religious service that is not of his or her 

own faith i.e. a Muslim participating in a Christian service. How do staff 
respect the person with dementia and their families beliefs? 

 
• Also issues of gender appropriate care for some groups of people – not 

just issue of dignity but of what is culturally acceptable 
 
• Being examined by a male Doctor even with a female chaperone is not 

acceptable in some cultures. Thought needs to be given when 
appointments are being made as to who will be that patients Doctor (or 
nurse) 

 
• Where the PWD cannot speak the language and a son or daughter speaks 

for them they may be giving the story from their perspective (just like 
some English speaking relatives do). If the PWD can speak English they 
are more able to tell some of their story them selves. We need to think 
ahead about communication with the PWD, in this scenario in advance. 

 
 

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? 



• NANO technology 

• Anti- dementia medication 

• MRI and other types of scan 

• Brain stem cell  

• Stem cell research 

• Vaccination 

• Psychological support for people with dementia (not exactly being 
researched but is growing in practice) 

 

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?  

 
The Admiral Nurses felt it was not so much about when the diagnosis was 
imparted (although we are clear it does need imparting as soon and as early as 
possible) it was more HOW it is imparted and how the person with dementia and 
their family are supported emotionally pre and post diagnosis.  
 
We felt it was important that a professional who knows the PWD and the family 
carers and who has the knowledge, experience and time to ensure that any 
questions they might have regarding this diagnosis can be answered. 
 
 We felt follow up support should be offered and educational/support groups 
should be in place to enable people to come to terms with the diagnosis and 
start to plan for the future. 
 
Planning for the future needs to be fairly structured and comprehensive to 
include possible ACP and ACD’s 
 
You do however need to be aware that not all PWD and/or their carers want a 
diagnosis.  
Some may want information in stages. Information on diagnosis should be based 
on individual interviews with PWD and their carers and given at a pace 
acceptable to them.  
 
One admiral nurse gave the following example 
 
A patient of mine was given the diagnosis of Alzheimer’s Disease. Her relatives 
treated her as if she was a non-person and she became depressed. A few 
months later the diagnosis was changed to Vascular and this to the lady was “a 
release from a death sentence”. She then was able to break away from her 



oppressive family; she got married and had a good quality of life in the 
community for a further 8 years. 
 

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?   

Society tends to perceive dementia as something that happens as part of the 
ageing process.  They also seem to believe that dementia just means becoming 
a little forgetful. 

In order to raise awareness of dementia the government needs to invest in a 
public health campaign we would like to see this based on dispelling the myths 
that surround dementia.  

We feel that better collaboration is needed between all public bodies not just 
health and social care i.e. Police, housing, schools.  

The standard of information that is available to people with dementia and their 
carers needs to be improved.  

People with dementia and their carers need to be actively involved in the 
development of services. 
 
GP training needs to be a higher profile. Particularly around what support a carer 
needs through the years so that they can open doors at the right time and/or 
recognise the need for support. 
 
Carer and PWD education groups have been found to be beneficial in many 
areas. This can be followed up with Café type support groups 
 
To promote awareness may also promote an increased expectation of services – 
those services must be available to all if so 
Memory screening should be offered in GP practices to the over 75’s. 

Documentaries on TV can be very educational if they show a balance of 
negatives and positives. 

Discussion about aging and dementia in schools is a great idea 
 

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

Helping to remove the stigma associated with dementia is something that the 
admiral nurses have to be actively involved in on a daily basis. Even amongst 
professionals working in older adults teams stigma exists and it is our challenge 
as dementia specialist nurses to address any issues that affect the care, 
treatment and support people with dementia and family carers experience.  



We have identified a few areas we feel stigma plays a large part  
 

• People dismissive once a diagnosis of dementia has been made. This 
includes health care professional working in older adults teams, and 
general hospitals 

• Reluctance to engage with services from both the person with 
dementia and the family carers due to stigma of involvement with 
mental health services 

• Also stigma by proxy is experienced by the workforce caring for 
people with dementia which may be attributable to poor quality care 
as often these roles are not valued in terms of pay and remuneration 
etc 

• Not in my back garden” (?) report by DOH has identified that stigma 
about mental illness is still rife in the community. This is seen in my 
area by carers not wanting to tell their friends what is wrong with the 
PWD and/or isolating themselves from old activities 

 

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

The easy answer here is YES!  
The Admiral Nurses highlighted that  

• Again this needs to be culturally sensitive and appropriate.  

• Carers needed to be educated and trained in dementia and how to support 
normal daily activities for people with dementia – cross generational 
activities need to be introduced to help the younger people understand 
Dementia and give some normality to the PWD. 

• The general public need to be more aware of dementia as an illness, it 
should not be a hidden illness 

 
• Dementia should be discussed in schools 

 
• People with dementia should be encouraged to partake of activities 

provided they can succeed 
 

• Mild to moderate PWD can be engaged in clubs/activities that stimulate 
them and are with others less confused. For example a bowls club, a 
walking group, a swimming club. 

 



• A café type coffee morning can provide some social normality for PWD 
and carer 

 

Person-centred care and personal identity 
 
Q10 Is the idea of person-centred care helpful, and if so, in what way?  
 
The Admiral Nurses stated that “Yes the idea of person centred care is helpful.” 
 

           It reinforces the PERSON and not the illness and when we consider 
the stigma associated with a diagnosis of dementia and how the person can 
become invisible this concept is a very good way of redressing this balance. 

          It is felt that a person centred/relationship centred approach to care 
will help to promote social inclusion 

We felt that it was also necessary to consider within the context of 
relationship centred care 

It encourages people caring for people with dementia, such as staff in 
residential homes to find out about the whole person, their life history, likes 
and dislikes etc. which will then improve the care given to the person with 
dementia, and also make caring for them easier. 

Unfortunately many non-professionals misunderstand the phrase PCC. One 
Admiral nurse told us the following  

 

In a care home I was told about some PCC they were giving to a PWD -   

“We get her up washed and dressed nicely, she has good meals and a nice 
room” they then told me “she is naughty sometimes though because she 
keeps calling to us when we walk past her in the lounge”  

 

There is a lack of understanding that PCC is really about what the person 
wants to do/be not about the staff completing tasks. 

 

 

• Life story books with photos should be mandatory (where able to get info) when 
people go into homes so that the carers see the whole person and understand 
their behaviours and have common points of interest in order to engage with 
them. 

 

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



The Admiral Nurses consulted regarding this question stated they felt this 
statement was “completely wrong” they stated that a persons identity 
does not change although aspects of their personality may change. 

The Admiral nurses also raised 2 points for further discussion regarding this 
point 

1. What does identity mean? 

2. Are characteristics fixed or fluid? 

 

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?   

 
The Admiral nurses felt that the implications of changes in mood and behaviour 
could have a profound impact on the family relationship.  Helping family carers 
and people with dementia adjust to and manage such changes is one of the 
areas Admiral nurses provide support in. 

They highlighted a number of examples of the implications such changes can 
have 

• Advanced decisions 

• When making decisions about care homes either for respite or permanent 
placement 

• Whether the carer can continue caring for the person at home. 

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? 

 
This is for ‘best interests meetings’ to determine the balance of such factors; 
where possible the past wishes of the person with dementia should be 
considered but there may be times when they conflict with e.g. safety; needs of 
the carer; practicality etc 
 

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

 



Admiral nurses have a role in consultancy within mental health teams. The 
nurses consulted regarding this question gave the following examples of 
approaches they have used / recommended 

• Ensuring the person with dementia is provided with the “best chance” to 
express their views. This means ensuring the environment is appropriate, 
been aware of any fluctuations in the persons mental state, been aware 
of the persons life style and ensuring the timing or interventions is 
appropriate to that persons life style 

• Doing assessments over a few sessions (if possible) 

• Lasting Power of attorney and any Advanced directives need to be taken 
into account 

 

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

The making of decisions regarding life-sustaining treatments when a person has 
dementia is something the Admiral nurses are currently involved in 
addressing. 

We currently have a working group looking into palliative care and dementia and 
this is an area in need of further exploration, as we know people with 
dementia can be deprived of even basic palliative care. 

The Admiral nurses stated that 

• The basics such as antibiotics, fluids, peg feeding …… 

• The risks, benefits and capacity of the person with dementia all needed 
addressing 

• A second professional l opinion is a must 

• Family Carers must be involved in decisions 

The Admiral nurses felt a person’s diagnosis of dementia should not influence 
any decisions about the provision of life sustaining treatment. 

 

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? 



 
Welfare attorneys should have time to get to know the person with dementia, 
and their background, and decisions should be made at a case conference with 
everyone involved.   

 

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? 

 
On the whole advanced directives should play a major role in decision-making.  
However it does have to be considered that people change, and what a person 
felt before they had dementia, might not be what they feel now.  The best 
interest on the person, and the views of their family should be taken into 
account. 

Advance plans of some kind can have a positive role for people with dementia. 
They clearly set out personal values, beliefs or even just wishes. They are 
valuable and vital in end of life care when trying to remain as person-centred as 
possible. However the difficulty is around at what point are people supported to 
write an advanced plan. To do this too early may affect peoples ability to live 
positively with dementia and may cause more anxiety. But it has to be done 
before capacity is lost. Another issue is that the dementia workforce is generally 
not yet experienced to do this.  
 

 
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?  
 
The Admiral Nurses felt that the introduction of these Acts has made it easier to 

support and care for people with dementia. The nurses gave the following 
examples to support this 
• All professionals are able to make clinical judgements and the need to 

wait for the consultants opinion is reduced 
• IMCA – independent decision making is easier 
• Working in Multi disciplinary teams has been made easier 
• If the family carers want to carry on caring for the person with 

dementia the MCA allows for procedures to protect? 
• Provides a structured process 
• As people gain more knowledge of the act they become more 

confident and competent in using it and therefore it becomes easier to 
use 

 



One aspect that the admiral nurses raised as making things hard was the 
expense of making a Lasting Power of Attorney 
 
 

Aspects of care and support 

Q19 Is it ever permissible not to tell the truth when responding to a person 
with dementia? If so, under what circumstances and why? 

This is a question that is open to much debate. A number of questions are raised 
in trying to answer this question 

• Who’s version of the truth are we talking about 

• Is it important to know the truth about everything 

• The reasons the truth is withheld 

• The risks and implications associated with telling the truth or allowing a 
mistruth to pass 

The judgement about when to withhold the truth is one, which as stated is open 
to debate and interpretation. Decisions need to be made on a case-by-case, 
episode-by-episode basis and a blanket rule does not seem to apply with regards 
to this question.  

 

Q20 In your experience, do those caring for people with compromised capacity 
err too much, or too little, on the side of caution when considering risks? 
How should freedom of action be balanced against possible risks? 

 
The Admiral nurse opinion leaned towards saying “Yes in our experience people 
caring for PWD err too much on the side of caution” 

The admiral nurses felt it was interesting to note that advance care plans and 
directives in USA and Canada have a section that acknowledges a PWD to state 
that for e.g. if I start to wander I only want (intervention a) if I am a risk to 
others, so the ACD accepting the risk of wandering to self 

 

Q21 Should any forms of restraint be permissible? If so, who should decide, 
when and on what basis? Does the law help or hinder carers in making 
the right decisions about the uses of restraint? 



The admiral nurse when answering this question felt the certain types of 
restraint are at times justifiable such as 

• The locking of a door to prevent a very confused person wandering 
outside, the use of systems such as Digilock was also thought to be 
permissible.  

• In some cases you could argue medications are often used as a form 
of inappropriate restraint  

• “I think that we need to take more risks and write the possible risk 
outcomes into care plans. At the end of the day it’s about balance of 
possibilities and probabilities.” 

• Naturally Admiral Nurses united in saying people should never be 
strapped in chairs, beds, blocked in by tables etc. 

 
The Admiral nurses stated that all decisions regarding the care of a person with 
dementia need to be made and reviewed in regular multi professional team 
meetings and that family carers need to be present (if possible).  
 
The Admiral nurses raised the question about the knowledge family carers might 
have regarding the law.  

 

Q22 Is specific education in the ethical aspects of making these difficult 
decisions required to support those who care for people with dementia? If 
so, how could this be provided? 

 
Admiral nurses are experienced and highly skilled mental health nurses 
specialising in dementia care, and support for carers. 

They provide support and education to those caring for people with dementia, 
due to the nature of the illness, on a daily basis they are involved in helping 
family carers and professional teams make difficult decisions about how people 
with dementia and their families can be supported.  

To provide a better understanding of the ethical dilemmas for paid care staff will 
only improve their knowledge and understanding of the people they care for thus 
improving person-centred care. 

 

Q23 What ethical issues arise in the use of new technologies such as smart 
homes and electronic tagging, and how should they be addressed? Why 
do you think that some of the new technologies, such as tracking 
devices, are not more widely used? 

 



They are expensive.  It is something people feel uncomfortable about, however 
they do have a role, and can make the life of someone with dementia more 
pleasant. And give them more freedom. Many Admiral nurses felt that we 
should be supportive of such new initiatives. 
 
Tracking devices are not widely available and there is a fear that they are 
wrong. The fear stems from a lack of understanding of the ethical dilemmas. If 
they can be used to enrich a person with dementia’s life then that is reason to 
use them. They must not be used as a blanket measure and they must be used 
with proper discussion, which weighs up the positive and negative risks. 

 

Q24 What duties do you think the state owes towards people with dementia 
and their families, and on what ethical basis?  

 
The Admiral nurses felt that an equal duty of care as pertains to all citizens they 
go on to state that people with dementia should not be treated any differently 
from any other member of society. 

The Admiral nurse felt passionately about the state forcing people with dementia 
and their families to pay for care that is needed as a result of a terminal 
untreatable illness. 

The nurses felt that the autonomy of all citizens needed to be protected and 
respected. 

 

The needs of carers 

Q25 How can conflicts between what is best for the person with dementia and 
what is best for the family carer(s) be resolved, especially as dementia 
progresses?  

Balancing the needs of the person with dementia and the family carers is one of 
the 8 core competences of Admiral Nursing. Helping to move people toward 
resolving these conflicts are core components of the Admiral Nurse role. 

Admiral Nurse felt that the key component to resolving conflicts centres 
around 

• Good Communication skills 

• Space to ventilate and explore conflicts of interest 

• Assistance with the management of conflicts of interest including risk 
assessment and management 



Admiral nurses working with families provide education and support, they enable 
family members to express any conflicts and offer no judgemental support and 
advice. Having a “professional on your side” is something family carers tell us 
they value and it is our belief that the involvement of an admiral nurse helps to 
facilitate the resolve of conflicts in the family home. 

Q26 What role should health or social care professionals play in helping resolve 
such conflicts of interest? What ethical dilemmas do they experience 
when helping families with a family member with dementia? 

 
It is important that both the carer and the person with dementia have an 
assessment in their own right.  There are many ethical problems, including 
problems regarding property. 

 

Q27 In what circumstances might it be appropriate for health or social care 
professionals to make judgments about the best interests and needs of a 
couple (or of a household), instead of concentrating solely on the interests 
and needs of the individual? 

 Admiral nurses work in an all-inclusive fashion and under all circumstances 
advocate the making of judgements based on the opinions and wishes of both 
the person with dementia and those supporting them. As mentioned in Q25 
Balancing those needs and interests in one of the core components of the 
admiral nurse role and is designed to recognise that the majority of people with 
dementia have family carers and that the input of these carers is often 
invaluable to the care the person with dementia receives. 

 

Q28 From your experience, do you think that concerns about patient 
confidentiality result in family carers being given too little or too much 
information about the person they care for? How should a professional 
caregiver decide how much information to share with families?  

 
In our opinion concerns about patient confidentiality result in family carers being 
given too little information. This is particularly true at the time a person first 
shows signs of dementia. The carer might go to the GP who sometimes states 
that he cannot do anything unless the person comes of his or her own accord.   
As frequently the person denies there is anything wrong this causes great 
problems.  
 
Also if a carer is not informed that a person has dementia, they might not be as 
understanding as they might be, and later feel very guilty. 



Research 

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

The Admiral nurses felt that research should be trying to achieve 

 - In the long term 

• Finding a cure for Dementia 

-  In the short term 

• Should focus on interventions that improve the quality of life 

• Raise awareness of dementia as an illness 

• Raise awareness of and address the issues facing people with dementia 
and family carers 

• Improve the services provided 

• More drug trials need to be conducted to enable more people to be given 
Anti- dementia drugs 

• Looking at what makes a difference to their caring journey e.g. having an 
Admiral Nurse 

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? 

 The Admiral nurses divided this answer into 3 parts 

1) The Admiral nurse view on involving people in research if they lack 
capacity to give consent is that this is unethical practice. The Admiral 
nurses go on to state that as the person involved in the research lacks 
capacity to give consent they are unable to weigh up the risks involved 
and should be excluded from the research process.       However the 
Admiral nurses also stated that in many ways they did not think that you 
can have such a blanket statement, there may be research that is non-
invasive that involves observation etc of people who lack capacity which 
may result in a helpful outcome (or example research around 
environments) 

 

2) The Admiral nurses felt that the only circumstances where research 
without consent could be permitted involved circumstances where the 
Person with dementia has a directive in place saying they would like to be 
involved in research or when a person who knows the person with 



dementia best who is acting in the best interested or the person with 
dementia gives consent. 

3) The Admiral nurses felt that the following safeguards needed to be in 
place 

• Full approval needed to be obtained from the ethics committee 

• The aims of the research must be as transparent as possible 

• The benefits and the risks need to be clearly identified 

• At least on individual on the ethics committee must have a clear 
understanding of all the issues involved in dementia (we fell it 
would be preferable if this person was a lay person) 
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	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?  
	Society tends to perceive dementia as something that happens as part of the ageing process.  They also seem to believe that dementia just means becoming a little forgetful.
	In order to raise awareness of dementia the government needs to invest in a public health campaign we would like to see this based on dispelling the myths that surround dementia. 
	We feel that better collaboration is needed between all public bodies not just health and social care i.e. Police, housing, schools. 
	The standard of information that is available to people with dementia and their carers needs to be improved. 
	People with dementia and their carers need to be actively involved in the development of services.
	Discussion about aging and dementia in schools is a great idea


	We have identified a few areas we feel stigma plays a large part 
	The easy answer here is YES! 
	The Admiral Nurses highlighted that 

	 Again this needs to be culturally sensitive and appropriate. 
	 Carers needed to be educated and trained in dementia and how to support normal daily activities for people with dementia – cross generational activities need to be introduced to help the younger people understand Dementia and give some normality to the PWD.
	 The general public need to be more aware of dementia as an illness, it should not be a hidden illness
	 Mild to moderate PWD can be engaged in clubs/activities that stimulate them and are with others less confused. For example a bowls club, a walking group, a swimming club.
	Person-centred care and personal identity
	Making decisions
	The Admiral Nurses felt that the introduction of these Acts has made it easier to support and care for people with dementia. The nurses gave the following examples to support this

	Aspects of care and support
	The admiral nurse when answering this question felt the certain types of restraint are at times justifiable such as
	 The locking of a door to prevent a very confused person wandering outside, the use of systems such as Digilock was also thought to be permissible. 
	The Admiral nurses stated that all decisions regarding the care of a person with dementia need to be made and reviewed in regular multi professional team meetings and that family carers need to be present (if possible). 
	The Admiral nurses raised the question about the knowledge family carers might have regarding the law. 


	The needs of carers
	 Admiral nurses work in an all-inclusive fashion and under all circumstances advocate the making of judgements based on the opinions and wishes of both the person with dementia and those supporting them. As mentioned in Q25 Balancing those needs and interests in one of the core components of the admiral nurse role and is designed to recognise that the majority of people with dementia have family carers and that the input of these carers is often invaluable to the care the person with dementia receives.

	Research

