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Overview

 Why we think early identification is important

 What we are doing

 What we expect to find

My goal is to get you excited about early 
identification and care planning
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Research team

PIs: Robin Urquhart, Fred Burge

Co-Is: Richard Birtwhistle, Colleen Cash*, Grace Johnston, 
Cynthia Kendell¶, Jyoti Kotecha, Francis Lau, Bev Lawson, Tara 
Sampalli, Emily Marshall, Doug Manuel, Nandini Natarajan, Sarah 
Sabri¶, Peter Tanuseputro, Cheryl Tschupruk*, Mary Upton§, Bill 
VanGorder§

We are funded by a TVN SIG, through the Government of Canada 
Networks of Centres of Excellence (NCE) program

Partners: Nova Scotia Health Research Foundation, Nova Scotia 
Hospice Palliative Care Association, Capital Health District Dept of 
Family Practice *Knowledge user members; ¶HQPs; §Citizen members
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Early identification

 Identification is an essential first step toward 
delivering high quality end-of-life (EOL) care

 Identification often occurs too late for proactive 
needs and desired care plans to be put into place

 Early identification is associated with outcomes 

 Goal setting, coordination, access to services, fewer 
hospitalizations, fewer hospital deaths, increased 
bereavement support

Harrison et al 2012 Br J Gen Pract
Baker et al 2012 Br J Gen Pract
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Primary health care (PHC)

 Upstream contact and longitudinal patient-provider 
relationships

 Most Canadians are seen by a PHC provider

 Well positioned to identify persons and initiate
timely, person-centred conversations about EOL care 

 Initiating a palliative approach ‘upstream’ in PHC may 
avoid the need for acute care and improve outcomes 
from acute care when accessed
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Identification in PHC

 PHC-based strategies developed for earlier 
identification of patients at risk of declining health 
and dying 

 Current identification methods not as successful as 
hoped, not systematic, and rely on labour-intensive 
identification during the course of clinical care

Prognostic Indicator Guidance (PIG) 4th Edition Oct 2011 © The Gold Standards Framework Centre In End of Life Care CIC, Thomas.K et al  
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‘Earlier  identification  of  people nearing the end of 
their life and inclusion on the register  leads to 
earlier planning and better co-ordinated care’     

(GSF National Primary Care Snapshot Audit 2010 ) 

About 1% of the population die each year. Although some 
deaths are unexpected, many more in fact can be 
predicted. This is inherently difficult, but if we were better 
able to predict people in the final year of life, whatever 
their diagnosis, and include them on a register, there is 
good evidence that they are more likely to receive well-co-
ordinated, high quality care.  
This updated fourth edition of the GSF Prognostic Indicator 
Guidance, supported by the RCGP, aims to help GPs, 
clinicians and other professionals in earlier identification of 
those adult patients nearing the end of their life who may 
need additional support. Once identified, they can be 
placed  on  a  register  such  as  the  GP’s  QOF  / GSF palliative 
care, hospital flagging system or locality register. This in 
turn can trigger specific support, such clarifying their 
particular needs, offering  advance care planning 
discussions prevention of crises admissions and pro-active 
support to ensure they  ‘live  well  until  they  die’.   

 

 

 

 

 

 

 

 

 

 

 

Why is it important to identify people nearing the end of life? 

Three  triggers  that  suggest  that  patients  are  ne a ring  the  en d  of   life  are: 

1.  The  Surprise  Q

u

estion:  ‘Would  you  b

e

  surprised  if  th i s  pa tient  were  to  die  in the next few months, weeks, days’?  

2  General indicators of decline - deterioration, increasing need or choice for no further active care. 

3. Specific clinical indicators related to certain conditions.  

  
Average GP’s  workload  – average 20  
deaths/GP/year approx. proportions  
approximate proportions 

Typical Case Histories 

1-2 
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Low       
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Onset of incurable cancer            
Time – Often a few years, 
but decline usually seems 
<2 months 

Death 

Rapid  “Cancer”  Trajectory,  Diagnosis  to  Death 
Cancer 

The  GSF  Pr ognostic  Indicator  Guidance 
The  National  GSF  Centre’s  guidance  fo r  clinicians  to   

support earlier recognition of patients nearing the end of life 

Definition of End of Life Care 
General Medical Council, UK 2010  

People  are  ‘approaching  the  end  of  life’  when they are likely to 
die within the next 12 months. This includes people whose 
death is imminent (expected within a few hours or days) and 
those with: 

 Advanced, progressive, incurable conditions 

 General frailty and co-existing conditions that mean they 
are expected to die within 12 months 

 Existing conditions if they are at risk of dying from a 
sudden acute crisis in their condition 

 Life-threatening acute conditions caused by sudden 
catastrophic events. 

3) Mrs C – A 91 year old lady with COPD, 
heart failure, osteoarthritis, and increasing 
signs of dementia, who lives in a care 
home. Following a fall, she grows less 
active, eats less, becomes easily confused 
and has repeated infections. She appears 
to  be  ‘skating  on  thin  ice’.  Difficult to 
predict but likely slow decline 

 

Predicting needs rather than exact prognostication.       
This is more about meeting needs than giving defined 
timescales. The focus is on  anticipating  patients’  likely  needs  so  
that the right care can be provided at the right time. This is 
more important than working out the exact time remaining and 
leads to better proactive care in alignment with preferences. 

1) Mrs A - A 69 year old woman with cancer 
of the lung and known liver secondaries, 
with increasing breathlessness, fatigue and 
decreasing mobility. Concern about other 
metastases. Likely rapid decline 

 

2) Mr B – An 84 year old man with heart 
failure and increasing breathlessness who 
finds activity increasingly difficult. He had 
2 recent crisis hospital admissions and is 
worried about further admissions and 
coping alone in future. Decreasing 
recovery and likely erratic decline 
exacerbation  

 

Zheng et al 2013 Euro J Palliat Care
Gold Standards Framework
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Unintended consequences

 Little known about perceptions of early identification 
or the broader social implications and impacts 

 UK Dying Matters Campaign (2012)

 Aimed to help GPs identify the 1% of patients estimated to 
have < 1 year to live in order to begin conversations and 
plans for EOL care
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Thousands of patients have already been placed on 'death registers' 
which single them out to be allowed to die in comfort rather than be 
given life-saving treatment in hospital, it emerged last night.
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GPs have been paid bonuses to put elderly patients on controversial 
‘death lists’ in an attempt to save the NHS money by cutting the 
number of people who die in hospital.
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Our burning question

How do we ensure EOL conversations happen in 
a timely, appropriate, and responsive way so we 
can deliver high quality, person-centered care 
and optimize patient, family, and health system 
outcomes for seriously-ill, older persons living 
with frailty in Canada?
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Specific objectives

1. Develop a validated electronic algorithm to help PHC providers 
identify older persons in their practice who are frail and/or at risk 
of declining health and dying

2. Investigate how the algorithm can best be adapted and 
implemented within varied PHC settings

3. Understand the clinical, policy, and social implications of PHC 
practice-level identification for providers, policymakers, patients, 
families, and citizens

4. Provide evidence-based recommendations and an action plan for 
improving the capacity of PHC providers to engage in EOL 
conversations and ACP upon identification
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Develop a validated algorithm

Cohort = patients 70+ from CPCSSN dataset 

1. Development = retrospective examination of MaRNet-FP data 
(Maritime practices)

 Multivariable logistic approach to assess probability of death

 Variables built on feasibility work from another TVN-funded 
study; indicators from GSF, SPICT, laboratory results, 
medications, frailty scales

2. Validation = apply algorithms to patients from other CPCSSN 
datasets

3. Application = apply and revalidate algorithms prospectively in 
real-world setting

Taljaard et al 2014 BMJ Open
Manuel et al 2012 J Epi Community Health
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Adaptation & implementation

 Focus groups with PHC providers (4 in NS, 2 in ON)
 Satisfaction; benefits and challenges of identifying ‘at-risk’ 

patients using EMRs; barriers/facilitators to implementation and 
scale-up; supports required to help providers act following 
identification

 Semi-structured interviews with key stakeholders in 
PHC EMRs, EMR tool development/policy, and tool 
implementation in PHC settings (4-6 per province)
 Algorithm adaptation; barriers/facilitators to implementation 

and scale-up 
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Understand clinical, policy, & 
social implications 
 Focus groups with providers and policy-makers (2 per 

province)

 Interviews with older persons living with frailty/ 
family members (16-20 per province)

 Potential implications and impacts of EOL identification; 
how to minimize possible risks; what to do upon 
identification

 Older persons/families’ needs and preferences for initiating 
EOL conversations and ACP; views on how PHC can best 
meet those needs
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Provide recommendations

 Two stakeholder dialogues (1 per province) 
 Informed by the McMaster Health Forum process

 Citizens, older persons living with frailty/families, 
policy-makers, providers

 Multi-stage process

 Preparatory discussions/consultations

 Distribution of a pre-event evidence brief 

 1-day structured, evidence-informed discussion

 Distribution of a post-event dialogue summary

 Emphasis on action
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Study outputs

 Valid electronic algorithm to identify older persons at risk of 
declining health and dying that is feasible for use with PHC 
EMRs 

 Provider satisfaction with algorithm and computer-based EOL 
identification

 Knowledge of how to adapt and implement the algorithm 
across PHC settings in a way that aligns with current 
technology, addresses key barriers, leverages key facilitators, 
and supports PHC providers
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Study outputs cont’d

 Knowledge of how to approach the issue of EOL identification 
(including issues on messaging to help mitigate potential 
harms & reduce the taboo of ‘death talk’ in general)

 Knowledge of older persons’ and their families’ needs and 
preferences related to engaging in EOL conversations and ACP

 Recommendations and implementation considerations to help 
PHC providers engage older persons with frailty and their 
families in EOL discussions and ACP upon identification in ways 
that are sensitive and responsive to their perspectives
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Recent developments

“It is possible to run a search of 
existing electronic primary care 
records in the UK to identify patients 
with deteriorating health.”

“… resistance among primary care 
teams to expanding patient 
identification in this way, and a 
reluctance to introduce ‘palliative care’ 
at an earlier stage than currently 
because of its widespread association 
with terminal care and connotations 
around “giving up” and “losing hope.””

“Recent controversies over the care of 
patients thought to be at the end-of-
life should cause us to consider the 
benefits and potential harms of 
identifying relevant individuals, as well 
as how we can do it better.” 
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