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 Know the features of Dementia. 

 Appreciate the natural history of Dementia. 

 Understand and appreciate the Palliative Care 
considerations in patients with Dementia 

 

 

Objectives 



What is Dementia? 

 The new DSM 5 now calls 
Dementia, Major 
Neurocognitive Disorder. 
The diagnostic criteria has 
also changed. 

 “Dementia is a disorder 
that is characterized by a 
decline in cognition 
involving one or more 
cognitive domains”. 

 



DSM-5 

 Cognitive impairment in at least one of the 
following cognitive domains: 

 Learning and memory 

 Language 

 Executive function 

 Complex attention 

 Perceptual-motor function 

 Social cognition  



 The impairment must be acquired and represent a significant decline 
from a previous level of functioning 

 The cognitive deficits must interfere with independence in everyday 
activities 

 In the case of neurodegenerative dementias such as Alzheimer disease, 
the disturbances are of insidious onset and are progressive,  

 The disturbances are not occurring exclusively during the course of 
delirium 

 The disturbances are not better accounted for by another mental 
disorder (eg, major depressive disorder, schizophrenia) 

 

Dementia 



 The Global Deterioration Scale (GDS) is a validated 
and reliable instrument describing the clinical 
progression of dementia. 

 Scores range from 1 to 7, with higher scores indicating 
greater dementia severity.  

 Stages 1-3 are the pre-dementia stages.  

 Stages 4-7 are the dementia stages.  

 Beginning in stage 5, an individual can no longer 
survive without assistance. 

 

Clinical Course 



Global Deterioration Scale 

 Stage 1 - No subjective complaints or memory deficit evident 
on clinical interview.  

 Stage 2  

 Subjective complaints of memory deficit.  

 No objective deficits in employment or social situations 

 May forget names or location of items.  

 No objective evidence of memory deficit on clinical interview.  



Stage 3 – Mild Cognitive Impairment 

 Earliest clear-cut deficits.  

 May Manifest in more than one of the following areas:  
 patient may get lost travelling to new location 

 poor performance at work 

 word and name finding deficits 

 Misplace objects 

 concentration deficit may be evident on testing.  

 Objective evidence of memory deficit obtained only with an intensive 
interview. Decreased performance in demanding employment and 
social settings.  

 Denial begins to become manifest in patient.  

 



Stage 4 – Mild Dementia   
(Moderate Cognitive Decline) 

 Clear-cut deficit on assessment.  

 decreased knowledge of current 
events 

 some deficit in memory of ones 
personal history 

 decreased ability to travel, 
handle finances, etc.  

 Denial is dominant defense 
mechanism.  

 Flattened affect and withdrawal 
from challenging situations 



 Patient can no longer survive without some assistance.  

 Unable to recall a major relevant aspect of their current life 
 (address, telephone number) 

 Frequently disoriented to time or to place  
 (date, day of week, season, etc.) 

 Retain knowledge of many major facts regarding themselves 
and others 

 They require no assistance with toileting and eating, but may 
have some difficulty dressing 

 

    

Stage 5 - Moderate Dementia 
(Moderate-severe cognitive decline)  



 Severe Cognitive Impairment 

 May occasionally forget the name of their spouse/caregiver 

 Largely unaware of all recent events in their lives 

 Retain some knowledge of their past.  

 Generally unaware of their surroundings 

 Will require some assistance with ADLs 

 Know their own name and are able to distinguish familiar 
from unfamiliar persons in their environment.  

 Personality and emotional changes occur.  

Stage 6  
Moderate-Severe Dementia  



 Very severe cognitive decline    

 All verbal abilities are lost over the course of this stage. 
Frequently there is no speech at all, only unintelligible words 

 Incontinent of urine, requires assistance toileting and 
feeding.  

 Basic psychomotor skills,  
 ability to walk, are lost with the progression of this stage.  

 Generalized rigidity and developmental neurologic reflexes 
are frequently present.  

   

 

Stage 7 – Severe Dementia 



Prognostication 

 Difficulty in 
prognosticating 

 No model has been 
effective in predicting life 
expectancy.  

 

 

 



 ADEPT (Advanced Dementia Prognostic Tool) 

 12 item additive score 

 Includes: age, gender, level of functional dependence, 
nutritional status, and presence or absence of various 
symptoms and medical conditions, such as congestive 
heart failure and shortness of breath. 

 Specificity 89%,  sensitivity of 27% for predicting death 
within 6 months 

 

Prognostication 



 Cholinesterase Inhibitors 

 Patients with Alzheimer’s Disease have decreased 
cerebral content of choline acetyl transferase which is 
involved in acetylcholine synthesis.  

 Cholinesterase inhibitors increase cholinergic 
transmission by inhibiting cholinesterase and therefore 
breakdown of acetyl choline in the synaptic cleft.  

 Memantine 

 Antioxidants 

Pharmacological Treatments 



Why is Dementia Relevant in 
Palliative Care? 



 In 2012, 5.2 million people over the age of 65 had 
Dementia and the number of people effected is 
increasing. 

 Alzheimer’s Disease is currently the 5th leading cause 
of death in people over the age of 65 (within the US). 

 The financial cost of care for these individuals is 
increasing 

 There are huge psychosocial demands on caregivers.  

 

Why is this Relevant? 



What are the Challenges in 
Providing Palliative Care in Patients 

with Dementia? 



 Communication with patients with Dementia can be challenging 

 Poor recall, and interpretation of symptoms 

 Patients are often admitted in acute care facilities where their 
needs often take a backseat to acutely ill patients 

 Evidence that these patients are less likely to be referred to 
Palliative Care 

 Challenges in prognostication make acceptance to Palliative Care 
Units and Hospices less likely.  

 Risk of moving patients with Dementia in exacerbating symptoms 

 Limited research into this area to form evidence based practice 

 

Challenges to Providing Palliative 
Care in Dementia 



1. Advanced Care Planning and Medical Decision 
Making 

2. Assessment of patients with Increased/Change in 
Symptoms  

3. Symptom management – Neuropsychiatric 
Symptoms, Pain, etc 

4. Feeding Issues 

 

 

Issues in Dementia 



 Advanced Care planning is an essential aspect in the 
management of patients with Mild Cognitive Impairment and 
progressive symptoms of Dementia. 

 It is important to start the process early, have it in writing, 
and discuss the disease course and address specific issues 
that are expected along the trajectory of disease (i.e. feeding 
tube, treatment with antibiotics, and transfer to hospital, 
etc). 

Advanced Care Planning 



 Medical decision-making in advanced dementia can be 
extremely challenging. 

 It is frequently dependent on SDM if advanced care 
planning has not taken place prior to the individuals 
cognitive decline. 

 This often puts the patient’s proxy in the difficult position of 
deciding the extent of treatment and escalation of care as 
the patient loses function 

 This has the potential of leading to addition stress on the 
family unit and can foster guilt regarding “withholding” 
treatments. 

 

Medical Decision Making 



Medical Decision Making 

 In the absence of an 
advanced directive, 
decision making by the 
patient’s proxy should 
reflect their perceptions 
of the patients' wishes 
as guided by the steps 
for substitute-decision-
making. 

 

 



 Worsening of Current Symptoms or New Symptoms 
should be investigated in a manner consistent with 
the patients wishes.  

 (bloodwork, imaging, transfer to tertiary care setting, 
etc) 

 New or worsening symptoms can arise from a variety 
of underlying causes in patients with dementia, and 
identifying the contributing factors leadings to the 
abnormal behavior is essential to management 

 

Increase/Change in Symptoms 



 Consider Etiology of new symptoms 

 Medication changes/side-effects 

 Infectious process – UTI, Pneumonia, etc 

 Progression of Dementia Symptoms 

 Increased confusion related to worsening memory, 
delusions/hallucinations that are distressing, pain, depression. 

 Sleep disorders – Altered sleep patterns can lead to daytime 
agitation and worsened symptoms. 

 Addressing the etiology is essential in treating the symptom 
manifestation. 

 

 

Increase/Change in Symptoms 



Symptom Management 



 Neuropsychiatric Symptoms in Dementia; 

 Agitation, aggression, delusions, hallucinations, wandering, 
depression, apathy, disinhibition, and sleep disturbances. 

 They are present in approximately 60-90% of patients with 
Dementia. 

 The prevalence increases with age and disease severity. 

 These symptoms are often more distressing and 
bothersome to both patient and caregiver than memory 
impairment.  

 

 

Neuropsychiatric Symptoms 



 Behavioral disturbances commonly peak in the late 
afternoon or evening, a phenomenon often referred 
to as "sundowning."  

 Sundowning affects up to 2/3 of patients with 
dementia  

 What causes sundowning? 

 Closely related to disturbed circadian rhythms.  

 RF’s for sun-downing include poor light exposure and 
disturbed sleep 

“Sundowning” 



 Non-pharmacologic and Pharmacologic strategies 
exist for treating agitation/aggression in people with 
Dementia. 

 Non-pharmacologic strategies should be pursued and 
be the initial intervention when possible. 

 There is increasing evidence that a variety of non-
pharmacologic approaches are effective at managing 
agitation/and aggression in patients with Dementia 

Agitation / Aggression 



Psychosocial Interventions for 
Behavioural/Psychotic Symptoms 

 Routine activity.  

 Separate the person from what seems 
to be upsetting.  

 Assess for the presence of pain, 
constipation, etc.  

 Review medications, especially new 
medications.  

 Travel with them to where they are in 
time.  

 Don't disagree; respect the person's 
thoughts even if incorrect.  

 Maintain eye contact, get to their 
height level, and allow space.  

 Speak slowly/calmly in a normal tone 
of voice.  

 Avoid scolding or threatening.  

 Redirect the person to participate in an 
enjoyable activity or offer comfort 
food he or she may recognize and like.  

 Validate that the person seems to be 
upset over something. Reassure the 
person that you want to help 

 Avoid asking the person to do what 
appears to trigger an agitated or 
aggressive response.  

 If you appear to be the cause of the 
problem, leave the room for a while.  

 

 

 



 A systematic review of the literature by Livingston found RCT evidence for 
the following strategies; 

 Group activity – long term impact unknown 

 No clear benefit in individualizing activity to pts interests 

 Music therapy  

 Therapeutic touch  

 efficacious in before-and-after analyses but no sustained effect 

 In between group analyses therapeutic touch tended towards being less 
efficacious than ordinary massage or usual treatment.  

 Sensory interventions significantly improved symptomatic & clinically 
significant agitation during the intervention 

 

 

 

Non-pharmacologic Strategies in 
the Management of Agitation 



 Person-centred care,  

 Communication skills training 

 Dementia Care Mapping  

 

 The goal of these strategies is to change the caregiver’s 
perspective, communication with and thoughts about 
people with dementia. 

 They encourage the caregiver to see and treat them as 
individuals rather than being task-focused.  

 

Changing the Caregivers 
Perspective 



 These interventions have been shown to reduce 
agitation in patients with Dementia. 

 The impact is sustained when re-assessed 4-6 months 
after the intervention.  

Changing the Caregivers 
Perspective 



 Atypical antipsychotics have been the agents of choice for 
treating psychotic symptoms and agitation in patients with 
dementia.  

 These medications are associated with an increased mortality 
in a variety of patient populations, including Dementia and 
routine use is not recommended.  

 Despite this, the benefit often outweighs the risk when faced 
with patients experiencing distressing hallucinations and 
delusions. 

 QoL and caregiver safety must factor into the decision.  

Pharmacologic Management of 
Neuropsychiatric Symptoms 



 Cautious antipsychotic use for severe agitation/aggression 
or psychosis is appropriate when non-pharmacologic 
strategies have been unsuccessful. 

 There is no clear evidence for the superiority of a single 
agent. 

 The choice is best made based on individual patient factors 
and the side-effect profile of the medication.  

Antipsychotics use in Dementia 



 Olanzapine  

 Starting dose of 2.5 mg daily and titrated up to a maximum of 
5 mg twice a day.  

 The incidence of extrapyramidal symptoms is low at doses of 
5 mg per day or less  

 Risk of metabolic SEs is higher than in other options.  

 Risperidone  

 Starting at 0.25 mg twice a day and titrating upward to no 
more than 1 mg daily appears to be effective 

 Higher doses are associated with increased side effects, 
particularly drug-induced parkinsonism. 

 

Antipsychotics in Dementia 



Antipsychotics in Dementia 

 Quetiapine  

 Starting dose of 25 mg at 
bedtime; titrating up to a 
maximum of 75 mg twice a 
day.  

 Option in patients with 
Parkinson’s Disease and 
Dementia as well as Lewy 
Body Dementia 

 Other short term options 
relevant in Palliative Care are 
Nozinan and Haloperidol. 



 Treatment with antipsychotics  should be maintained 
only if benefits are present. 

 Discontinuation should be attempted at regular 
intervals 

 Prior to discontinuation/taper, clinicians must weigh 
the risk of relapse versus the risk of the medication 
SEs. 

Antipsychotics in Dementia 



Pain Management in Dementia 



 Patients with Dementia may express pain in different 
ways compared to those without Dementia.  

 May be non-verbal cues – rubbing area of pain, 
grimacing, restlessness/agitation 

 This can lead to poorly controlled pain that can be 
expressed as agitation and/or aggression. 

Symptom Management - Pain 



 Morrison et al performed a prospective cohort study 
examining the pain control and opioid usage among 
patients following hip fracture, comparing patients 
with advanced Dementia to those without cognitive 
impairment. 

  There were 38 subjects with advanced dementia and 
59 who were cognitively intact. 

 They measure pain scores and opioid usage on a daily 
basis in the pre-op period when possible and post-op 

 

 

Pain Management in Dementia 



 Both groups received poor pain control  

 In the Control Group (No Cognitive Impairment) 

 67% reported mean worst pain scores in the severe to very 
severe range at some point on POD 1-3  

 42% reported there average level of pain to be severe to very 
severe 

 The cognitively impaired group received approximately 1/3 
the amount of analgesia compared to the control group. 

 Morphine equivalents 8.2 mg vs. 3.0 mg  

 

Results 



 Potential Explanations; 

 Fear of precipitating Delerium in patient with Dementia 

 Risk of Delerium with poorly controlled pain 

 Limited ability to communicate 

 Question of whether the control group was more likely 
to be ambulating and therefore more likely to have pain  

Pain Management 



 Agitation/aggression have a high prevalence in 
patients living in Nursing homes with Moderate-
Severe Dementia.  

 Antipsychotics are often used as first line drug 
treatment for agitation and aggression, with 40-60% 
of residents with dementia in nursing homes.  

 Patients with Dementia are often elderly and can 
have conditions that cause pain (i.e. osteoarthritis). 

 Could treating pain improve neuropsychiatric 
symptoms? 

 

Agitation and Pain in Patients 
with Moderate-Severe Dementia 



 Examined the effect of analgesia on neuropsychiatric 
symptoms. 

 Multicentre, cluster (60) RCT of 352 residents of a NH with 
moderate to severe dementia and clinically significant 
behavioural disturbances. Patients were randomized to… 

 Intervention Group received individual daily treatment of pain 
for 8 weeks according to the stepwise protocol, with 
acetaminophen, morphine, buprenorphine transdermal patch, 
or pregabalin. (33 clusters; n=175) 

 Control group received usual treatment and care (control, 27 
clusters; n=177). 

 

Husebo et al 



 Primary outcome: Agitation (Cohen-Mansfield agitation 
inventory).  

 Secondary outcome:  

 Aggression (neuropsychiatric inventory-NH version)  

 pain (mobilisation-observation-behaviour-intensity-dementia-2) 

 ADLs 

 cognition (mini-mental state examination) 

 Outcomes were measured at 8 weeks, with an additional 
follow-up at 12 weeks.  

 

Husebo et al: Outcomes 



Step-Wise Approach to Pain 



Husebo: Results 

 Agitation was significantly 
reduced in the 
intervention group 
compared with control 
group after eight weeks 

 The average reduction in 
scores for agitation was 
17% (treatment effect 
estimate −7.0, 95% 
confidence interval −3.7 
to −10.3).  



 Treatment of pain was significantly beneficial for the 
overall severity of neuropsychiatric symptoms (−9.0, 
−5.5 to −12.6) and pain (−1.3, −0.8 to −1.7) 

 The groups did not differ significantly for activities of 
daily living or cognition 

 

Husebo: Results 



 Possible that agitation declined as a result of 
residents receiving sedation with opioid analgesics  

 Only 25.6% of the patients in the intervention group 
were treated with sedative agents  

 Study used conservative dosing and stepwise 
approach/escalation 

 Activities of daily living and cognition did not 
worsened in the treatment group compared with 
control group, suggesting that sedation was not a 
major issue in the treatment group. 

Husebo et al: Discussion 



 Role for a step-wise approach to the management of 
pain in patients with moderate-severe Dementia. 

 Potential benefit at reducing the need for anti-
psychotic medications.  

Husebo et al: Discussion 



Feeding Issues 



 Issues with eating are a hallmark of advanced 
Dementia 

 Causes 

 Oral Dysphagia – pocketing food, spitting 

 Pharyngeal Dysphagia – risk of aspiration due to delayed 
swallowing  

 

Dysphagia 



 Consultation with Speech-language-pathologist, OT, 
and/or nutritionist.  

 Weight gain has been demonstrated with High-calorie 
supplements, appetite stimulants, assisted feeding, 
and modified foods (eg, lyophilized foods with 
modified texture). 

 But these do not improve function, cognition, or 
mortality for people with moderate to severe 
dementia.  

Dysphagia: Management 



 Performed a multicenter RCT involving 504 pts with 
Dementia or Parkinson’s who had evidence of 
aspiration when visualized by videofluoroscope.  

 Participants were randomized to drink all liquids in a 
chin-down posture (n = 259) or to drink nectar-thick 
(n = 133) or honey-thick (n = 123) liquids in a head-
neutral position. 

 

Robbins et al 



Robbins et al 

 The primary outcome was 
pneumonia diagnosed by 
chest radiography or by 
the presence of 3 
respiratory indicators. 

 

 



 11% (52) of participants in the study developed pneumonia over 
the 3 mth trial period.  

 The 3-month cumulative incidence of pneumonia was 0.098 
and 0.116 in the chin-down posture and thickened-liquid 
groups, respectively  

 (hazard ratio [HR], 0.84 [95% CI, 0.49 to 1.45]; P= 0.53).  

 The 3-month cumulative incidence of pneumonia was 0.084 in 
the nectar-thick liquid group compared with 0.150 in the honey-
thick liquid group  

 (HR, 0.50 [CI, 0.23 to 1.09]; P=0.083).  

Robbins et al Results 



 Interestingly, More patients assigned to thickened 
liquids than those assigned to the chin-down posture 
intervention had; 

 dehydration (6% vs. 2%),  

 urinary tract infection (6% vs. 3%), and fever (4% vs. 2%).  

 

Robbins et al Results 



Robbins et al: Conclusions 

 No one intervention demonstrated superiority over the 
other. 

 “If one chooses to use an intervention with no proven effect 
on risk for aspiration and pneumonia, the chin-down posture, 
which allows the person to enjoy the taste and texture of 
thin liquids, is an option. Alternatively, choosing nectar-thick 
liquids, which require less training and oversight during the 
swallowing process, is also a reasonable choice”. 



Feeding Tube? 



 The decision-making process regarding feeding tube 
placement is complicated because it is often influenced by 
multiple non-clinical factors. 

 Decisions regarding placement of a PEG in patients with 
Dementia are often left to family members/substitute 
decision makers.   

 Feelings of guilt and a desire to offer something can play 
substantial roles in the decision-making process.  

 

Feeding Tubes 



 Tube feedings are often placed with the intend of 
improving strength, function, and self care in patients 
with Dementia.  

 Kaw et al performed a retrospective review of nursing 
home residents with PEG tubes (approx 50% severe 
Dementia) and found no improvement in bowel or 
bladder function, mental status, speech, ADLs, or 
ambulation during the 18 months after PEG tube 
placement in ANY of the patients studied. 

 

Improved Function? 



 The risk of aspiration pneumonia is a common cause 
of PEG placement in patients with Dementia. 

 Despite PEG placement aspiration occurs in up to 50% 
of patients with feeding tubes. 

 Aspiration of oral secretions is not prevented by the 
insertion of a feeding tube. 

Aspiration Pneumonia 



 Feeding tubes are often discussed in the context of 
QoL.  

 Family/SDM often perceive artificial hydration and 
feeding as ameliorating symptoms. 

 Some see it as their last way of caring for a loved one.  

Quality of Life? 



 McCann et al performed a small prospective study, evaluating 
symptoms of hunger, thirst, and dry mouth amongst patients 
at the end of life.  

 They found that the majority of patients at the end of life did 
not feel hunger or thirst. If individuals did have symptoms, 
they were present only at the beginning of their illness. 

 Symptoms were ameliorated with small amounts of food, 
fluids, application of ice chips, and lubrication of the lips.  

 

Quality of Life? 



 Many elderly patients do not feel distress from 
dehydration because they have an impaired thirst 
mechanism.  

 Dehydration results in decreased production of bodily 
fluids, which reduces the need for suctioning and 
toileting.  

 Patients often have less discomfort when artificial 
nutrition and hydration are not undertaken.  

 Risk of medicalizing death. 

 

 

Quality of Life? 



 Not currently supported by the law.  

 This may be an area that is challenged in the future.  

Medical Assistance in Dying 



 Caregivers of patients with dementia deal with 
significant stress over the course of the illness. 

 This is particularly true as cognitive function declines or 
behavioral symptoms become more prevalent. 

 Respite care through home care services and support 
through family and local groups are essential. 

 Support of caregivers has been shown in a number of 
studies to reduce the risk of institutionalization of the 
patient with Dementia.  

 

Caregiver Burnout 



Thank You! 


