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INTRODUCTION: PLANNING FOR THE FUTURE 

“The answer may be frightening, but it’s better to have a diagnosis, find out what 
help is available and have time to plan for the future with family members and 
caregivers.” 

Jim Mann, Director of the Alzheimer Society of Canada Board 
From The Importance of Early Diagnosis 

People with dementia and their families say that knowing what lies ahead is important to them. 
Based on advice of persons with dementia, as well as caregivers, we have put together what we 
hope will be a useful “Road Map” for you on your journey with dementia. While we understand 
that each journey is unique (and the stages vary), we have learned from persons with dementia 
that being aware of sign posts ahead can be beneficial. 

The Alzheimer Society of B.C. provides written materials as well as support groups that can help 
you to navigate your journey. This Road Map focuses on planning ahead, using ethical and legal 
tools and guides. The ethical guide is based upon principles that help to ensure respect, 
autonomy (respecting a person as a unique individual) and participation for the person with 
dementia. It provides questions for you to consider in your decision-making process. As well, 
what are the values that are important to you and your family? As you consider the sign posts 
below, think about which values are important to you and your family at each one. We know 
from experience and research that being clear about your values as you plan is important. 

When a capable adult discusses his or her values and wishes for future health care with close 
family and health care provider, this is advance care planning. This involves understanding the 
course of illness, treatment that may be beneficial in the future, and personal goals of care.1 
Thinking ahead and asking questions of health care and legal experts, as needed, will enable 
those who know you best to respect your wishes if asked to make a decision on your behalf.2 

 

  

                                                           
1
 Sampson, E. L., Thuné-Boyle, I., Kukkastenvehmas, R., Jones, L., Tookman, A., King, M. & Blanchard, M. R. (2008). Palliative 

care in advanced dementia: A mixed methods approach for the development of a complex intervention. BMC Palliative 
Care, 7(8). Retrieved May 10, 2012 from http://www.biomedcentral.com/1472-684X/7/8. 

2
 www.health.gov.bc.ca. 

http://www.biomedcentral.com/1472-684X/7/8
http://www.health.gov.bc.ca/
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SIGN POSTS 

There are a number of sign posts along the dementia journey where there are decisions to be 
made. 

 Looking for help: 

 Early signs and symptoms. 

 Getting a diagnosis: 

 Getting a diagnosis may take time. 

 For some individuals, a diagnosis of dementia may not occur until significant loss of 
mental capacity has occurred. 

 Respecting the person with dementia: 

 Setting up good communication is key. This includes discussing what is important to the 
person with dementia (and their family or a support person). 

 Planning ahead for resources you will need to put your affairs in order: 

 See the Decision-making Checklist brochure to help you plan. 

 See the Getting Your Affairs in Order brochure for legal information. 

 Living each day to the fullest: 

 Safety considerations. 

 Discussing and identifying your resources. 

 Moving into a care facility: 

 Things to think about in advance, especially what matters to you. 

 Coming to the end of the journey: 

 What will be important to you and your family. 

 Having a plan of care for the last stage of life. 

 Supporting your care providers and family. 

 Bereavement support for your family. 

The next section provides guidance for planning along the journey. 
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Upon diagnosis, some people begin to plan for the future, using information about the 
general pattern of dementia to put their affairs in order. Others, however, are less inclined 
to do so. 

Family caregivers are also deeply concerned about when to begin making decisions on 
behalf of a person with dementia when he or she loses capacity but still has some 
awareness. A key goal is always to engage the person with dementia as much as possible. 
This honours independence and choice and respects autonomy. 
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SETTING UP GOOD COMMUNICATION 

 

 

 

 

Following are questions to think about as you communicate with your family and health care 
providers. Write down your thoughts. 

 Who do you consider to be your family (friends, personal support network)? Who should be 
involved in your decision-making? Who will you share this information with? 

_________________________________________________________________________  

_________________________________________________________________________  

_________________________________________________________________________  

 How do you make decisions within your family (personal support network)? 

_________________________________________________________________________  

_________________________________________________________________________  

_________________________________________________________________________  

 Is there more information that you need to make your decisions and plan ahead? 

_________________________________________________________________________  

_________________________________________________________________________  

_________________________________________________________________________  

 How will you make sure that your family and your health care providers are aware of 
your plan? 

_________________________________________________________________________  

_________________________________________________________________________  

_________________________________________________________________________  

 

  

Following a diagnosis, people say they need help to discuss planning ahead 
with their families and health care providers. These are suggestions for a 
good communication plan. 
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ETHICAL GUIDELINE 

This ethical guideline supports respect, dignity, autonomy (respecting 
person as a unique individual) and participation of the person with 
dementia. An ethical focus helps you to consider personal and family 
values that are based on what is most important to you. Being clear about 
individual and family values helps you talk with health care providers about 
your future plans. It also helps you make other day-to-day decisions. 

As dementia progresses, decision-making becomes difficult and it becomes 
more and more challenging to plan and problem solve for what the future 
might hold. It is important to start early to help ensure your wishes are 
met. This includes reflecting on your values. The following guideline will 
help: 

 Take time to think about the values you and your family hold. 

 Which values take priority? 

 Who can assist with clarifying facts and values (e.g., spiritual 
advisor, social worker, family physician)? 

 Discuss your values with your family, physician and other care 
providers. 

 Make a decision to clarify the kind of care or treatment you want in the 
future when you can no longer speak for yourself. 

 What are different options? 

 How does each option fit with your values? 

 Prepare a decision maker. This is a substitute decision maker who will 
speak on your behalf when you are no longer able. 

 Avoid crisis decision-making. 

 Reduce family conflict. 
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LIVING THE DAY-TO-DAY 

SAFETY ISSUES 

Concerns for your safety and the safety of others arise when your independence decreases due 
to dementia symptoms. 

 Driving: As dementia progresses, memory, perception, judgement and reflexes become 
impaired. People with dementia eventually lose the ability to drive. The stage at which this 
happens is different for each person. The decision when to stop driving must be discussed 
as soon as the signs and symptoms of dementia occur. Thinking ahead about alternative 
transportation is helpful. 

 Safety within the home: If living alone, consider in advance the potential risks and how to 
minimize them (e.g., fire hazards). Assistive technologies help make houses “smart” (e.g., 
taps or cookers that turn off automatically). 

 Safety outside the home: Going for walks may result in “losing your way,” a common 
challenge for persons with dementia. Use of assistive technology such as GPS (electronic 
tracking device) may make it safer for people to go out on their own despite the intrusion to 
privacy. Using a GPS device does affect a person’s privacy, and this may be a concern for 
people with a high value on privacy. 
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CARE NEEDS 

During the later stages of dementia, most people become increasingly frail and may become 
totally dependent on others for care. Knowing what to expect can help you and your family to 
prepare. Thinking ahead and writing an informed advance care plan before you reach this stage 
allows you to have a say over how you will be cared for. 

For example, your doctor or other health care providers seek to provide care that honours your 
goals and values. This, however, becomes difficult when these preferences are unknown or 
when dementia causes you to no longer be able to express yourself. It is also important to 
consider the goals and values of the other people in your life. Everyone should plan for the 
future, not just people with dementia; however, if you have early dementia, it is very important 
to ask questions and plan ahead from very early on. You and your doctor can have an open and 
honest discussion about values you may have regarding quality of life and the type of care that 
you would like to receive. It is important to clarify and document your specific wishes with 
regards to artificial feeding methods, blood transfusions, cardio-pulmonary resuscitation (CPR), 
hospitalization, and admission to an intensive care unit (ICU) for life support. 

As your care needs increase, here are some things to think about now: 

 What are meaningful activities that support and honour your remaining abilities and values? 

 What is most important to you in your care (e.g., being able to interact with others, having 
privacy, staying at home for a long as possible)? 

 What resources do you need now and in the future? It takes time to access resources, and it 
is best to plan ahead. 

 Where will you look for resources for support? www.alzheimerbc.org 

 Consider that your family may need to arrange alternate care from time to time so they can 
rest. This is called “respite care.” 

 Moving into a care facility – what kind of a community could you imagine living in? 

 End of life treatments and plans. 

 Spiritual and emotional supports for you and your family throughout. 

 Caregiver support groups help reduce a feeling of isolation, a common problem 
for caregivers. 
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COMING TO THE END OF THE JOURNEY 

Some people see advance directives as a good way of making sure their wishes are followed in 
the future.3 A person may write specific instructions in his or her advance directives about 
treatments or care a person would refuse under certain circumstances. For example, someone 
might have written that if they had severe dementia and began having problems swallowing in 
the final stages of the disease, they would not wish to have a feeding tube inserted.4 In British 
Columbia, advance directives are legally binding as long as they have been properly made. 

Persons with dementia can benefit from the supportive and gentle “palliative care” approach in 
their final years or months. Family caregivers and friends are encouraged to seek out 
information about what may lie ahead so they will know what to expect at the end of the 
journey. 

Palliative care approaches are designed to offer “care” instead of “cure.” Interventions will 
provide emotional support and increase the person’s comfort by relieving pain and symptoms. 
Interventions that will not provide comfort or may burden the person are not recommended. 
These include measures such as hospitalization, emergency room visits, intravenous fluids and 
feeding tubes in the final stages of dementia.5 

 

  

                                                           
3 Nuffield Council on Bioethics. Previous projects/Dementia/Ethical Framework. Retrieved August 25, 2012 from 

http://www.nuffieldbioethics.org/sites/default/files/Nuffield%20Dementia%20report%20Oct%2009.pdf. 
4
 Hughes, J. C. & Baldwin, C. (2006, p. 64). Ethical Issues in Dementia Care: Making Difficult Decisions. London and Philadelphia: 

Jessica Kingsley Publishers. 
5
 Mitchell, S. (2011, October). Clinical Course of Advanced Dementia: Complications, Interventions and Decision Making. Paper 

presented at Canadian Conference on Dementia, Montreal, QC. 

Cure sometimes, treat often, comfort always. 

–Hippocrates, the Father of Medicine 

http://www.nuffieldbioethics.org/sites/default/files/Nuffield%20Dementia%20report%20Oct%2009.pdf
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STORIES TO ILLUSTRATE 

The following real life stories6 illustrate what some people may experience at various sign posts 
on the dementia journey and how the ethical guideline is applied. 

STORY 1: WANDERING AT HOME 

Leonard, the caregiver for his wife, Grace, when asked how he had dealt with the problem he 
faced when Grace wanted to go out at unreasonable or inconvenient times, said: 

“We have actually pretty recently solved the problem of wandering. It was a 
particular problem early on when I resisted all her demands to go out or to go 
home, or to do whatever she wanted to do. And I would try to reason with her, 
argue with her that it was not appropriate or this was her home, or whatever. 
Now that always caused enormous anxiety and often finished with her rushing 
out of the door; or the minute my back was turned she would put on her coat and 
go.  

So while she was still well enough to talk about it we came up with a plan that 
we both agreed to and we explained to our family and friends, and to our family 
doctor. And the way we’ve resolved it quite reasonably is that I now simply go 
along with whatever it is that she wants. So if she says, ‘I want to go home’, I go 
along quite happily with that and I tell her that I will go part of the way with her. 
We get the car out and we drive around, sometimes we park the car in the town, 
she says, ‘It’s now time for me to go off on my own’, and we park the car. And I’d 
say, ‘Well, I’ll go a little way with you’. And then after about half an hour, three-
quarter of an hour I know that she’s coming out of that particular period of stress 
and anxiety and I say, ‘Would you like to go home?’ ‘Oh, yes, I think I’d like to do 
that.’ And so we’re back as it were in the real world and we come back and she’s 
usually quite calm at that point. Plus, we are solving the problem the way she 
would want to.”7 

Would this be the right thing for all caregivers to do? The answer is that different caregivers 
manage things differently from within their relationships. “Relationships are different. Not 
everyone would have been able to behave as this husband did”, wrote Hughes and Baldwin. 
Each solution is “worked out for the individuals concerned in a given context. For instance, it 
might be that medication is required, with all the potential for side effects; but if this is the way 
to support the person continuing to live at home, it might be the right solution.”8  

  

                                                           
6
 These actual case studies are adapted from research conducted by Hughes, J. C. & Baldwin, C. (2006, pp. 52-79). Ethical Issues 

in Dementia Care: Making Difficult Decisions. London and Philadelphia: Jessica Kingsley Publishers. 
7
 Adapted from Hughes, J. C. & Baldwin, C. (2006, p. 79). Ethical Issues in Dementia Care: Making Difficult Decisions. London and 

Philadelphia: Jessica Kingsley Publishers. 
8
 Hughes, J. C. & Baldwin, C. (2006, pp. 79-80). Ethical Issues in Dementia Care: Making Difficult Decisions. London and 

Philadelphia: Jessica Kingsley Publishers. 
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USING THE ETHICAL GUIDELINE 

 Take time to think about the values and preferences you and your family hold. 

In this situation, Leonard is honouring his wife’s autonomy (freedom to choose) as much as 
he can within safe boundaries. He and his wife Grace have discussed ahead of time that 
they need to balance her safety with her independence. 

 Discuss your values with your family, physician and other care providers. 

Leonard and Grace discussed their plans for how to deal with her wandering and other 
challenges ahead of time with their family, friends and health care providers. This means 
that both of them will not have to justify how they are choosing to act and others who 
understand their plan can step in to help. 

 Make a decision to clarify the kind of care or treatment you want in the future when you 
can no longer speak for yourself. 

Grace knew ahead of time that getting out and about would be important to her. By having 
Leonard honour their strategies she has spoken for herself (when she still could).  

 Prepare a decision maker. This is a substitute decision maker who will speak on your 
behalf when you are no longer able. Look for the Personal Planning section under Living 
with Dementia tab at www.alzheimerbc.org 

Grace has appointed Leonard as her substitute decision maker for her day-to-day care as 
well as more major decisions. This is now clear for her family and friends as well as Grace’s 
health care providers. 

 Avoid crisis decision-making. 

Although Grace and Leonard may face some unexpected challenges, they have the security 
of knowing that they are prepared ahead of time as much as is possible. 

 Avoid or reduce family conflict. 

By communicating their values and plans to their family, friends and care providers ahead of 
time, Grace and Leonard are helping to avoid conflict and are setting up healthy 
communication that will help everyone involved throughout their journey. 
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STORY 2: STAYING IN THE RESIDENTIAL HOME 

Bob, who has dementia, does not understand why he has been left in a 
residential home for respite for a week. During the morning of his first full day he 
asks several members of staff when he is going home. He is booked in for seven 
days, but several of the members of staff tell him that he will not be there long 
(which leads him to believe he is going home later that day). However, he quickly 
forgets this and asks the same question again. Eventually staff ignore the 
question, Bob becomes agitated, starts walking around and finds the outside 
door, which is locked. He pulls at the door and eventually a member of staff 
comes to take him back to the lounge, saying he should have a cup of tea. Once 
there, he is left alone and he starts to pace again, finds the door and again pulls 
on it. Once more he is encouraged back into the lounge for a cup of tea. This cycle 
of events is repeated. Finally, Bob is becoming quite frustrated. A new member of 
staff comes on shift and tries to encourage him back to the lounge again. By this 
time the sun is going down and Bob is sure Mary would want him home soon. 
Bob has had enough and when the staff member gently lays a hand on Bob’s 
arm, Bob swings at him and catches him on his face. Because Bob is now agitated 
and striking out, he is given some of the medications written up by the doctor 
specifically in case this sort of thing should occur. Bob now feels odd and 
unsteady and, still unaware where he is, he tries to leave his bedroom later that 
night and falls over, banging his head.9 

USING THE ETHICAL GUIDELINE 

 Take time to think about the values and preferences you and your family hold. 

In this situation, it would have been helpful to know more about what was important to Bob 
early on in his illness. This may have helped the staff and family to come up with better 
strategies to prepare him for his respite stay. 

 Discuss your values with your family, physician and other care providers. 

Because it does not appear that Bob’s values have been conveyed to others involved in his 
care, Bob is likely left feeling more alone and frightened than he would have been if he had 
been prepared ahead of time. 

 Make a decision to clarify the kind of care or treatment you want in the future when you 
can no longer speak for yourself. 

Early conversations with Bob could have involved him in decisions about when and where 
he would go for respite care once it became necessary. 

 Prepare a decision maker. This is a substitute decision maker who will speak on your 
behalf when you are no longer able.  

In this situation it is not clear who is speaking for Bob. This leaves him feeling alone 
and isolated. 

                                                           
9
 ibid, p. 52. 
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 Avoid crisis decision-making. 

Because Bob’s family and Bob are not prepared ahead of time, the coercion leaves Bob 
anxious and agitated. While not all problems like Bob’s can be prevented, many of them can 
be prevented or their impact minimized. 

 Reduce family conflict. 

In this situation, Bob’s family is likely going to feel anxious and conflicted when they hear 
about his behaviour. More pre-planning could have made a difference. And even if Bob got 
upset after he was better prepared, at least the family would know that they had done 
everything possible (and they would have treated Bob as a person). 

Research has found that ordinary day-to-day ethical decisions often relate to relationships and 
the quality of communication. Referring to the story of Bob, the quality of communication is 
vital. “Spending five minutes with Bob, not hesitating to re-explain things, engaging his interest 
in a genuine way, not misleading him, finding him meaningful occupations, these might all be 
small matters but they can make the difference between doing him some good and doing him 
harm”, wrote Hughes and Baldwin.10 

 

  

                                                           
10

 ibid, p. 53. 

It is generally accepted that autonomy and well-being are 
important aspects of our lives. This is just as true for people with 
dementia. Autonomy is often defined as the freedom to make your 
own choices, but people rarely make decisions in isolation. 
Autonomy can be promoted in people with dementia by 
encouraging relationships that are important to the person, and by 
supporting the person in maintaining their sense of self and 
expressing their values. 

 Nuffield Council on Bioethics 
Previous projects/Dementia/Ethical Framework 

Retrieved August 25, 2012 from 
http://www.nuffieldbioethics.org/sites/default/files/Nuffield%20Dementia%20report%20Oct%2009.pdf 

http://www.nuffieldbioethics.org/sites/default/files/Nuffield%20Dementia%20report%20Oct%2009.pdf
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STORY 3: ARTIFICIAL FEEDING AND HYDRATION 

Akhila, a woman with dementia, stopped eating. “She showed little or no interest 
in food and when encouraged to eat refused to open her mouth. Staff were 
concerned about her health and so it was suggested that artificial feeding might 
be considered. Akhila’s daughter, Nishtha, was very much against this idea 
because previously when her mother had had tubes inserted into her arm Akhila 
had not understood what was happening, had become distressed and had tried 
to rip the tubes out. What was certain was that without artificial nutrition and 
hydration, Akhila would die. The doctor was of the opinion that Akhila’s refusal to 
eat might only be a temporary phase and that if she could be seen through this 
phase, she might ‘bounce back’. Nishtha, however, thought that artificial feeding 
would only prolong her mother’s life rather than enhance its quality. Nishtha and 
the staff disagreed…”11 

USING THE ETHICAL GUIDELINE 

 Take time to think about the values and preferences you and your family hold. 

In this situation, soon after she was diagnosed with Alzheimer’s disease, Akhila had taken 
the time to learn about the progression of dementia – read brochures, raised questions, and 
discussed with her nurse practitioner.  

 Discuss your values with your family, physician and other care providers. 

Akhila had discussed her thoughts and values with her family, including her 
daughter, Nishtha. 

 Make a decision to clarify the kind of care or treatment you want in the future when you 
can no longer speak for yourself. 

Difficulty swallowing is a common problem in the last stage of dementia. Akhila learned 
about the use of assisted nutritional devices (e.g., feeding tubes). She had decided and 
recorded in her advance care directive that she did not wish to have this treatment. 

 Prepare a decision maker. This is a substitute decision maker who will speak on your 
behalf when you are no longer able.  

Akhila had appointed her daughter as her substitute decision maker. She had discussed this 
particular situation with her daughter, because it was one of the situations that was of 
particular importance to her. 

 Avoid crisis decision-making. 

It is now necessary to make a judgement about Akhila’s care. By communicating her values 
and plans to her family in advance and identifying Nishtha as her substitute decision maker, 
Akhila has helped the decision making process for when she can no longer speak for herself. 

  

                                                           
11

 ibid, p. 67. 
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 Reduce conflict (with family and staff). 

Nishtha felt that she had a clear view of her mother’s wishes and most importantly in this 
case, the advance directive provided the direction for the health care team. Although some 
staff had different views about the likely benefits or risks of treatment, it was clear from the 
advance directive what Akhila’s wishes were, and her daughter understood why her mother 
made that decision. 

STORY 4: TREATING OTHER CONDITIONS 

Brian, an elderly man with dementia, was being cared for by his wife, Margaret. 
Since being diagnosed with dementia, “Brian was also diagnosed as having lung 
cancer. Further investigation would be necessary to determine the extent of the 
cancer and the prognosis for treatment. Margaret, however, did not think that 
Brian would understand the necessary investigations and treatments and 
thought it would be cruel to put him through all of this. However, without further 
investigation, the prognosis was that Brian would live for only a further one or 
two years. With treatment, Brian might live for much longer, though the quality 
of his life might be diminished by chemo- or radiotherapy. Margaret, in 
discussion with Brian’s consultant, decided to take a wait-and-see approach.”12 

USING THE ETHICAL GUIDELINE 

 Take time to think about the values and preferences you and your family hold. 

Brian and Margaret had talked early on about what life would be like as his 
dementia progressed. 

 Discuss your values with your family, physician and other care providers. 

Brian had stated that he would like to stay at home, as long as it was not overwhelming 
for Margaret. 

 Make a decision to clarify the kind of care or treatment you want in the future when you 
can no longer speak for yourself. 

Brian made an advance directive that indicated no artificial feeding, no CPR, and no 
antibiotic treatment for pneumonia. 

 Prepare a decision maker. This is a substitute decision maker who will speak on your 
behalf when you are no longer able.  

Margaret was Brian’s substitute decision maker. 

 Avoid crisis decision-making. 

Margaret felt that previous discussions helped her to make the decision not to further 
investigate and treat the cancer. 

 Reduce family conflict. 

The earlier plans were discussed with family and good communication was maintained. 

                                                           
12

 ibid, p. 69. 
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 The purpose of this “Road Map” is to assist those with 
dementia and their families with planning and decision-
making along the dementia journey. Also see the Decision-
making Checklist, Getting Your Affairs in Order, and The Sam 
and Sally Story: Legal Planning and the Dementia Journey 
brochures. 

 The Alzheimer Society of B.C. provides a province-wide 
network of education and support for people living with 
dementia. For further information and related written 
materials, see www.alzheimerbc.org or telephone the 
Dementia Helpline 1-800-936-6033. 


