


 Brief review of dementia 

 Dementia as a “terminal illness” 

 Review the role for palliative care in 

patients with end stage dementia 

 Discuss common therapeutic challenges 

in providing palliation to patients with 

dementia 

 



By 2015, for the first time in its history, Canada will have more older 

people, age 65 and over, than young people under age 15.  Aging will 

be one of the most significant social forces shaping our society over the 

next 20 to 30 years. 

 

Source: CIHR 
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 End stage dementia 

› 6 month mortality rate of 25% 

› Median survival 1.3 years 

› Similar to metastatic breast cancer or Stage 

IV heart failure 

› A study of dementia in US nursing homes 

found that staff thought only 1% of their 

dementia residents had a life expectancy of 

<6 months, yet 71% of these residents died 

within that timeframe. (Mitchell 2004) 

 



Proportion of Nursing Home Residents Who Had Distressing Symptoms at Various Intervals before 
Death. 



Survival after the First 
Episode of Pneumonia, 
the First Febrile Episode, 
and the Development 
of an Eating Problem. 



Overall Mortality and the Cumulative Incidences of Pneumonia, Febrile 
Episodes, and Eating Problems among Nursing Home Residents with 

Advanced Dementia. 



 

 

 

Burdensome Intervention (Died) % 

Parenteral therapy 34.4 (29.4) 

Hospitalization 16.7(12.4) 

ER visit 9.6(2.8) 

Tube fed 8.0 (7.3) 

Any intervention (40) 

Mitchell SL et al. N Engl J Med 2009;361:1529-1538. 

The residents' median age was 86 years, and the median duration  

of dementia was 6 years; 85.4% of residents were women. Followed for 18 months 



 Most common reason for hospitalizations 

› pneumonia, (68.2%)  

› other infections, (13.6%) 

› heart failure, (9.1%) 

› hip fracture, (4.5%) 

› dehydration, (4.5%) 

 Only 22% went to hospice 

Mitchell SL et al. N Engl J Med 2009;361:1529-1538. 



Burdensome Interventions in Nursing Home Residents 
during Their Last 3 Months of Life According to Health 

Care Proxies' Understanding of Prognosis and Expected 
Clinical Complications. 



 DEOLD (Dutch End of Life with Dementia) study 
 

 Symptoms during last week of life of 330 Dutch 
NH residents: 
› Pain 52% 

› Agitation 35% 

› Shortness of Breath 35% 

 

 Most common causes of death: 
› dehydration/cachexia 38%  

› cardiovascular disorders 19% 

› respiratory infection 18% (82% pneumonia) 

http://dx.doi.org/10.1016/j.jpainsymman.2013.05.015 



 Communication of symptoms 

 Proxy understanding of patient’s 

prognosis 

 Risk of undertreatment 

 Risks of polypharmacy 

 Risks of anticholinergic burden 

 Applicability of guidelines 

 









1. Acute onset and fluctuating course 

2. Inattention 

3. Disorganized thinking 

4. Altered consciousness 

 

For delirium: 1 and 2 plus 3 or 4 





 DISEASE-SPECIFIC not PATIENT-
CENTERED 

 Conflicting or additive 
recommendations 

 79 yo woman with OP, OA, COPD, HTN 
and T2DM, all of moderate severity: 
› 12 medications 

› 19 daily doses 

› 5 times a day 

› As well as prn 

 
Sergi, Drugs Aging 2011 



 

 JAGS 2012 

 The Context: 

  27% of ADEs in primary care and 42% in LTC 

are preventable. 

 ADEs cost millions annually  

› Wasteful use of resources 

› Hospitalizations 

 

 

 



 

 34 potentially inappropriate medications and 

classes to avoid in older adults.  

› New additions include megestrol, glyburide, and 
sliding-scale insulin. 

 14 potentially inappropriate medications and 

classes to avoid in older adults with certain 

diseases and syndromes that the drugs listed 

can exacerbate. 

› New inclusions are thiazolidinediones or glitazones 

with CHF, CI’s with history of syncope, and SSRIs with 

falls and fractures 



 (Gallagher et.al. 2008) 

 STOPP: Screening Tool of Older People’s 
potentially inappropriate Prescriptions (65 
criteria) 

  START: Screening Tool to Alert doctors to 
Right, i.e. appropriate, indicated but often 
omitted Treatments (22 indications) 

 In Irish primary care population, identified 
more potentially inappropriate medication 
issues than Beers’ list 



 STOPP and START criteria in an RCT of 
hospitalized patients (Gallagher et.al. 2011) 

 The intervention reduced: 
› (i) the use of unnecessary drugs (absence of 

indication, lack of effectiveness, or therapeutic 
duplication);  

› (ii) the risk of drug–drug and drug–disease 
interactions;  

› (iii) the prescription of drugs at incorrect doses, 
frequency, and duration, and  

› (iv) underprescribing for common conditions 
such as cardiovascular system disorders, 
diabetes, and osteoporosis.  



 

 

Tool for identifying and discontinuing 

potentially inappropriate drugs. 

Scott I A et al. Evid Based Med 2013;18:121-124 ©2013 by BMJ Publishing Group Ltd 

Scott I A et al. Evid Based Med 2013;18:121-124 



Scott I A et al. Evid Based Med 2013;18:121-124 ©2013 by BMJ Publishing Group Ltd 



PAIN 



 Fig. 1 Nursing home residents with symptoms of P, SoB, and A in the last week of life. P = 

pain; SoB = shortness of breath; A = agitation. 

http://dx.doi.org/10.1016/j.jpainsymman.2013.05.015 



Symptom Treatment 

 

% 

Pain Opioid 73 

Acetaminophen 87 

Nonphramacological (in 

combination) 

99 

Shortness of 

Breath 

Opioids 71 

Oxygen 43 

Bronchodilators 20 

Diuretic 15 

Scopolamine 13 

Agitation Non-pharmacologic 62 

Anxiolytic/Hypnotic 57 

Antipsychotic 50 

Limb Restraints 5 

No therapy 3 

http://dx.doi.org/10.1016/j.jpainsymman.2013.05.015 



 Fig. 2 Proportions of residents receiving opioids and 

palliative sedation over the days before death. 

http://dx.doi.org/10.1016/j.jpainsymman.2013.05.015 



 Use the least invasive route for medication; 

 Where possible, choose sustained release 
formulations; 

 Introduce 1 agent at a time, at a low dose, 
followed by slow dose-titration; 

 Allow a sufficiently large interval between 
introducing drugs to allow assessment of the 
effect; 

 Treatment should be constantly monitored and 
adjusted if required to improve efficacy and 
limit adverse events; 

 It may be necessary to switch opioids 



 Opioid Suggested Starting Dose 

› Morphine 2.5–5 mg PO or SL 

› Oxycodone 2.5–5 mg PO or SL 

› Hydromorphone 0.5–1 mg PO or SC 



Opioid T1/2 Plasma 

Concentratio

n of 

Metabolites 

Recommend

ations 

Evidence 

Level 

Morphine ↑ ↓ Dosage ↓ IIb 

Oxycodone ↑ ↑ Dosage ↓ IIb 

Hydromorphon

e 

? ? Dosage ↓ IV 

Fentanyl TD ↑ ? Dosage ↓ III 

Buprenorphine 

TD 

↑ ↓ Dosage ↓ IIb 

Methadone ↑ ? No dosage 

change 

IIb 

Opioids and the Management of Chronic Severe Pain in the Elderly: Consensus Statement of an International Expert Panel with Focus on  

the Six Clinically Most Often Used World Health Organization step III Opioids, Pain Practice 2008, Pergolizziet.al. 

 

 



Opioid T1/2 T1/2 

Metabolites 

Recommend

ations 

Evidence 

Level 

Morphine ↑ ↑↑ 

 

Dosage ↓ IIa 

Oxycodone ↑ ↑↑ Dosage ↓ IIb 

Hydromorphon

e 

↑ 

 

↑↑ 

 

Dosage ↓ IIb 

Fentanyl TD ↑ ↑ Dosage ↓ IIb 

Buprenorphine 

TD 

= = Adjust+ IIa 

Methadone ↑ ↑ Dosage ↓ IV 

Opioids and the Management of Chronic Severe Pain in the Elderly: Consensus Statement of an International Expert Panel with Focus on  

the Six Clinically Most Often Used World Health Organization step III Opioids, Pain Practice 2008, Pergolizziet.al. 

 

 





 Up to 30% of PEG feeding tubes placed 

in patients with dementia (1996) 

 Prolonged tube feeding does not 

prevent ongoing weight loss, 

micronutrient deficiencies and muscle 

loss 

Li I.. Am Fam Phys. 2002 

 



 No improvement in pressure sores 

 No decrease in aspiration risk 

 No change in comfort scores 

 No improved functional status 

 No prolonged survival 

Li I.. Am Fam Phys. 2002  



CATEGORY COMPLICATIONS 

Local Local pain 

Suture breakage 

Cellulitis of the abdominal wall 

Abscess of the abdominal wall 

Stomal inflammation 

Skin excoriation 

Bleeding from the site 

Closure or stenosis of stoma 

Hematoma 

Mechanical Erosion of bumper into abdominal wall 

Tube leakage 

Tube blockage 

Tube migration or loose fixation plate 

Tube malfunction 

Fractured tube 

Kinked tube 

Li I.. Am Fam Phys. 2002 

 



CATEGORY COMPLICATIONS 
Pleuropulmonary Erosion of tube into pleural cavity 

Aspiration pneumonia 

Gastrointestinal Flatulence 

Nausea 

Vomiting 

Diarrhea 

Ileus 

Gastroesophageal reflux 

Bowel obstruction (requiring laparotomy) 

Intra-abdominal leak 

Intra-abdominal peritonitis 

Intra-abdominal bleeding 

Gastric mucosal erosion 

Gastric perforation 

Upper gastrointestinal bleed 

Necrotizing fasciitis 

Other Anorexia 

Fluid overload 

Increased skin moisture 

Agitation, self-extubation 

Use of restraints 

Metabolic disturbances 

Loss of social aspects of feeding 

Altered cosmesis 

Fever 

Sepsis 

Li I.. Am Fam Phys. 2002 

 



Preventing aspiration pneumonia for those patients 

at risk 
Sit the patient upright (45 degrees) while eating 

Bolus size of less than one teaspoon 

Restrict clear liquids 

Place food well into the mouth 

Encourage gentle coughs after each swallow 

Remind to swallow multiple times after each mouthful of food to clear 

the pharynx 

Li I.. Am Fam Phys. 2002 



Strategies to improve food intake 

Basic tenet: Alter flavors, amounts, consistency, and availability 

of food. 
Use strong flavors 

 

Hot or cold (not tepid)  

Gravy, Juices, Enrichers (cream, spices), Sweets 

 

Use varying amounts of food 

 

Try finger foods 

Use preferred foods in large quantities  

 

Adapt food consistency to suit the 

individual 

 

Try liquid supplements (Give 1.5-2  hrs before the next 

meal; should never with meal as can promote satiety)  

Try slightly thickened food (e.g., puddings, milkshakes)  

Try blending foods  

 

Make food available to the patient 

 

Lengthen mealtimes 

Allow patients to keep their supplements at the 

bedside 

 

Modify environmental factors 

 

Capitalize on the midday meal 

If resistive or combative at mealtime, try holding hands 

or reassuring touches on the arms, or try cheerful 

conversations or singing softly 

 

Li I.. Am Fam Phys. 2002 





 Prevention – Hospital Elder Life Program 

(HELP) 

 Treat underlying cause 

 Hypoactive 

 Hyperactive: small doses of neuroleptics 

› Haldol 0.5-1 mg q6h 

› Quetiapine 12.5-25 mg BID and prn 

› Risperidone 0.25-0.5mg BID and prn 

› ...or BDZ 



 Dementia is a terminal illness with an end 

stage 

 Pain and symptom management is 

important in end stage of dementia 

 Important to be patient centered rather 

than disease specific in making 

treatment decisions 

 Advance care planning 
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