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Executive Summary 

A kickoff workshop, ‘Caregiver Voice through a Quantitative Lens’, was held on December 

9th, 2016. Approximately 30 people attended – including caregivers, government agencies, 

academics, and other health agencies. The purpose of the workshop was to gain first-hand 

knowledge from these interested parties about what is important to caregivers, what their 

needs are, and how these needs should be measured so that it captures the full experience 

and impact of caregiving.    

Key Findings:  

- Need improved clarity on the definition of “caregiver” 

- More recognition of their role  

- Important to keep measurement tool simple and brief  

Findings from group discussions: 

- Caregiver metrics – initial triple aim themes  
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The Project Overview  

BeACCoN or ‘Better Access and Care for 

Complex Needs’ is a research network 

funded by the Canadian Institutes for Health 

Research (CIHR) and the Ministry of Health 

and Long-Term Care (MOHLTC). The 

BeACCoN network is committed to 

promoting better research and innovation 

for people with complex needs in Ontario. 

To accomplish this, one of BeACCoN’s 

strategic priorities was the development of a 

standard set of metrics to measure the 

needs of people with complex needs. 

BeACCoN has adopted the "Triple Aim" 

principles to guide its approach to metrics. 

BeACCoN has developed person-reported 

experiences, outcomes, and costs based 

upon the Triple Aim framework. As 

caregivers were identified as a key 

component of promoting better care for 

people with complex needs, BeACCoN has 

adopted caregiver metrics as a strategic 

project.   

The Caregiver Voice workshop was part of 

a larger ‘Caregiver Metrics Project’ and the 

workshop was a preliminary step to 

understand the key aspects that 

characterise the impact of caring on 

caregivers. The workshop will guide the 

recommendations for generic caregiver-

reported metrics to be used during 

evaluations and to improve decision-making 

and comparison. Globally, metrics were 

developed to measure caregivers’ needs 

but with limited comparability across 

contexts and measurements. The workshop 

connected caregivers, and those 

representing their interests, to researchers, 

policy-makers, and other stakeholders to 

discuss a measurement framework to 

assess outcomes, experiences, and costs of 

caregiving. The intent is to compile these 

recommendations and send to caregivers, 

caregiver groups, and other stakeholders to 

review and provide feedback. These will 

ultimately become formal recommendations 

to research members of the BeACCoN 

network as well as stakeholders such as the 

MOHLTC and the Organization for 

Economic Cooperation and Development 

(OECD).   

  

Objectives of the Workshop 

The objective of the workshop was to hear 

first-hand from caregivers and 

stakeholders how to best measure what 

caregiving means for caregivers’ health 

and wellbeing; how they are valued, 

respected, and treated; and the effect of 

caregiving on their lives. 
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Context of the Project  

Caregiver-reported metrics are important to 

develop because measurement provides a 

way to understand and communicate to 

others the needs of caregivers. The metrics 

developed based upon the discussions from 

the Caregiver Voice workshop will provide a 

generic way to measure caregiver 

experiences, outcomes, and costs and for 

comparative policy and analysis. These 

measures will help identify patterns and 

priorities for action and policy development. 

The development of these metrics creates 

impartiality in determining which 

interventions, resources, or policies work 

and which do not.  

BeACCoN has adapted the ‘Triple Aim’ 

measurement framework, “developed by the 

Institute for Healthcare Improvement that 

describes an approach to optimizing health 

system performance”.1 The Triple Aim 

measures three dimensions – population 

health, patient experience, and per capita 

cost.2 – (see Figure 2). 

                                                           
1 Institute for Healthcare Improvement. (2017). IHI 
triple aim initiative: Better care for individuals, 
better health for populations, and lower per capita 
costs. Retrieved from: 
http://www.ihi.org/Engage/Initiatives/TripleAim/Pag
es/default.aspx  
2 Institute for Healthcare Improvement. (2017). IHI 
triple aim measures. Retrieved from: 

 

Figure 2: Diagram of the Institute for Healthcare 

Improvement ‘Triple Aim’ Framework3 

Measuring these three categories in both 

patients and caregivers is encouraged. 

BeACCoN adapted this framework and 

developed Person-Reported Measures for 

each of the three categories: Person-

Reported Outcomes (PROMs); Person-

Reported Experiences (PREMs); and, 

Person-Reported Opportunity Costs 

(PROCs). BeACCoN is now working on 

developing Caregiver-Reported Measures: 

Caregiver-Reported Outcomes (CROMs); 

Caregiver-Reported Experiences (CREMs); 

and, Caregiver-Reported Costs (CROCs).  

http://www.ihi.org/Engage/Initiatives/TripleAim/Pag
es/MeasuresResults.aspx 
3 Institute for Healthcare Improvement. (2017). IHI 
triple aim initiative: Better care for individuals, 
better health for populations, and lower per capita 
costs. Retrieved from: 
http://www.ihi.org/Engage/Initiatives/TripleAim/Pag
es/default.aspx 
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The Process 

Caregivers and relevant stakeholders were 

recruited to attend a half-day workshop on 

December 9th, 2016. A list of stakeholders 

can be found in Appendix A. Approximately 

30 people attended and participated in the 

workshop. The attendees were a 

combination of different interests including 

caregivers, government agencies, 

academics, and other health agencies. To 

begin the day there was a brief presentation 

providing an overview of the larger project, 

the objectives of the workshop, context of 

the project’s importance, and an overview of 

the Triple Aim framework. Participants were 

welcome to provide comments at any time 

during the presentation. Following this, 

results from a grey literature review 

presented current methods used 

internationally to measure caregiver-

reported outcomes, costs, and experiences. 

Slides presented to the group are provided 

in Appendix B. After the presentation 

participants formed three smaller groups to 

provide suggestions for measurement 

priorities under the three Triple Aim 

categories. Each group summarized their 

findings to the larger group and participants 

were able to provide further comments or 

feedback.  

 

 

 

The Results  

Key General Findings: 

 A general theme that emerged was the 

need to properly and appropriately define a 

caregiver, as it is often assumed that 

caregivers must be a partner or family 

member. Definitions may require 

acknowledgment of cases with networks of 

two or more persons involved in and 

responsible for care, which would need to 

be addressed with the care team to 

determine who to contact and provide with 

important information. Without a proper 

definition of “caregiver”, those providing 

care may not be given the information 

necessary to provide quality care for the 

care recipient.  

There is a need to focus on the unique 

experiences of caregivers that differ based 

upon geographic or cultural differences - 

including translating more materials for 

caregivers and better availability of 

translators. Additionally, there is a need to 

focus and gain more information about the 

unique experiences of caregivers differing 

based on gender and relationship roles (i.e. 

differences between spouse and child 

caregivers). This may reveal differences in 

themes under “outcomes” and 

“experiences”.   

Participants provided suggestions to keep 

measurement tools efficient and effective. 

They noted the importance of keeping 

questions brief and succinct, word counts 
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limited, focusing on language used, and 

translation of tools. Participants also wanted 

an opportunity to provide narrative input.    

Key Findings from group discussions: 

Outcomes 

Theme 1: Positive outcomes  

Participants noted the importance of 

measuring positive emotions, such as joy. 

Caregivers feel good about taking 

responsibility and doing what is best for the 

person. Caregivers who are frustrated and 

worn out are prevented from experiencing 

this joy and positivity. Satisfaction and 

stress are on opposite ends of a continuum 

with a tipping point in the middle and the 

importance is measuring this switch, or 

when cost outweighs personal reward. The 

balance between “load” and “power” is 

important to measure – not only determining 

the load, but the empowerment caregivers 

feel to overcome it. Increased power and 

ability to manage or decrease the load 

allows for positive outcomes/emotions. 

Positive emotions are important for 

maximizing the caregiving experience 

because for many, caregiving is an 

unchangeable reality. How can satisfaction 

and joy be as great as possible, while 

lessening burden? This may require 

measuring why some caregivers are able to 

experience positive emotions while others 

are not (i.e. do caregivers have the ability to 

manage care, adequate external supports, 

or the ability to get help if their own health 

deteriorates?). 

Theme 2: Stress  

Stress was considered a current gap in the 

literature. Participants wanted stress 

measured, although the literature review did 

not suggest that stress is currently included 

in many measurements. 

Theme 3: Isolation  

Participants described that increases in 

workload and physical demands left them 

with a lack of energy to socialize and the 

inability to commit to social activities as 

keeping a flexible schedule is required. To 

understand isolation, measuring caregivers’ 

abilities/barriers to participate in social 

activities will be important. Caregiving is a 

social experience and having support 

networks set-up, including finding ways for 

caregivers to be able to participate (i.e. 

respite for care recipient), may reduce 

isolation. Social resources and social capital 

are needed to better support caregivers. 

One example is housing - the person is 

either with you continually or separated 

permanently (such as in long term care). 

Theme 4: Personal Health of Caregivers  

Personal health of caregivers, including 

identifying changes to risk factors, is 

important to measure. Measurement should 

include whether the caregiver has 

significant health issues themselves, but 

must still take on the caregiving role. 
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Suggested questions to ask were: do you 

think your own health has deteriorated/is 

deteriorating? Have you changed patterns 

in coping mechanisms - for example more 

smoking, drinking, and/or drugs? Have 

there been changes in your habits?  Do you 

get enough sleep? Emotionally are you 

feeling different in some way, better/worse? 

Caregivers want to acknowledge that the 

care recipient is not to blame, it is a factor of 

the situation.  

Theme 5: Goal Alignment  

Participants suggested measuring goal 

alignment between patient, caregiver, and 

service provider. Goal alignment should 

move beyond measurement only between 

provider and patient and may include asking 

caregivers, do you feel supported if you say 

no to things you don’t want to do? Did you 

receive support for the things you did not 

want to or could not do? 

Experiences  

Theme 1: Caregiver Preparedness  

Many voiced the importance of measuring 

caregiver preparedness. Caregivers want 

consideration of preparedness before 

leaving the hospital, clinic, or other setting 

with the patient. Advances in technology 

could be useful to help caregivers decide 

when and where to seek help for certain 

outcomes. Gaps exist between hospital and 

home care. Some caregivers were 

performing certain tasks only for the well-

being of the person, but did not feel able or 

qualified to do so. When diagnosed with 

diabetes, patients are taught how to 

administer insulin; after giving birth, women 

are taught how to breastfeed before 

discharge; as such, caregivers suggested a 

caregiver training as part of discharge. 

Suggested questions included: how 

prepared do you feel to perform the task 

being asked of you? Are you confident 

doing the tasks asked of you? Did you 

understand? Did the language of 

explanation match the first language of the 

caregiver? Creating educational modules in 

different languages at different literacy 

levels could be considered. 

Theme 2: Relationships 

Caregivers want to measure the ability of 

caregivers to continue other meaningful 

relationships in their lives. Age and stage of 

life may need consideration as differences 

exist - younger caregivers may have 

concerns over finances or their own 

families; whereas older individuals may 

have established a new way to work with 

the patient. Fluidity must be measured – not 

at only one time, but considering follow-

through and relationships over months or 

years.  Interestingly, the relationship 

between the caregiver and patient was not 

as greatly discussed at the workshop, but its 

impact will be explored further in the later 

stages of the project. For example, 

measuring changes to relationships 
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between spouse/partner and care recipient 

or child and parent. 

Theme 3: Recognition of Caregivers  

Participants want improved recognition, by 

healthcare providers and the system, as 

part of the care team. This may include 

measuring whether caregivers are 

recognized, acknowledged, and respected 

through measurement of behaviours and 

actions, such as listening. Additionally, 

suggestions were made about measuring 

the involvement of caregivers in patient care 

and asking, are caregivers informed and 

involved in the diagnosis and/or treatment? 

Along with recognition, the “palliative care 

paradigm” was voiced, which is whether 

caregivers feel like equal members of the 

care team – and may be measured by 

asking, do you feel like an equal member of 

a team?  

Theme 4: Competence and Trust 

Open communication creates trust between 

providers, patients, and caregivers. 

Caregivers want metrics to measure the 

competence of paid staff caring for their 

loved ones and whether they trust the care 

provided. Quality of care is important for 

evaluation. Suggested questions to ask: do 

you trust that your loved ones are getting 

good care? Are the staff trained to provide 

this type of care? Do you need to stop-gap 

care due to inadequate care? 

Theme 5: Care Coordination and 

Accountability  

Consensus was reached regarding the 

necessity of care coordination and 

accountability, including a common 

understanding of who is accountable for 

care. Metrics should assess whether people 

have a single point of accountability 

available. Currently, it is the caregiver that 

must advocate for more information, find 

ways to get more support, etc. Participants 

suggested asking: is there a single point of 

care coordination? Are all health care 

providers involved in, connected, and 

informed on your loved one’s care? The 

final metrics can drive accountability and 

quality improvement for care coordination. 

Families and caregivers noted confusion 

due to an excess of touch points, such as 

having different nurses each time – some 

suggested implementing a written ledger to 

monitor what is being done. The system is 

described as too siloed. Care coordinators 

could assist caregivers in navigating the 

system and reducing fragmentation. 

Accountability involves follow-through, 

including for goals set for patients and 

caregivers, and may include asking, who do 

you contact if things are not done or you 

want a follow-up? 

Costs  

Theme 1: Out-of-Pocket 

Out-of-pocket costs associated with 

caregiving are substantial. Some of these 
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costs to be measured include costs for 

medical supplies, gas, meals, time lost, and 

parking.  

Theme 2: Opportunity Costs  

Opportunity costs include costs surrounding 

lost opportunity such as decreased 

productivity at work, increased absenteeism 

from work, lost leisure time, vacation time, 

and volunteering. Opportunity costs should 

measure whether caregivers had to give up 

full-time employment, which affects both 

current income and future income. When 

examining income, it is important to 

measure cost both in relation to income 

level and whether they are fixed or non-

fixed incomes (i.e. retirement).  

Theme 3: Caregiver Tasks  

Caregivers take on numerous roles 

including nurse, PSW, researcher, care 

coordinator, advocate, general 

administration, and social worker. 

Caregivers stressed the importance of 

asking, how much would you pay for 

somebody else to take over this job? What 

would the cost be if the person ended up in 

the health care system and needed the care 

currently provided by informal caregivers? 

Ideally, this would include measuring extra 

costs for overtime, vacation pay, and 

statutory holiday pay. One of the current 

approaches to measuring cost is to take one 

salary and apply it to every task – 

participants said if this was the necessary it 

should be a nurse salary, as this is the most 

all-encompassing profession.  

Theme 4: Health Care Utilization by 

Caregiver 

The cost of health care utilization by 

caregivers will present itself through the 

care recipient’s outcomes. This would 

include, but not limited to, measuring the 

cost of depression and distress. Of 

particular importance is mental health 

service utilization because of the distress 

and stress experienced by caregivers. One 

of the challenges of this approach is the 

potential of underestimating the full extent of 

this issue, as many caregivers lack the time 

to seek help.   
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Action Plan  

This workshop was the first of a series of 

activities that will take place. See Figure 3 

for the next steps.  

 

 

  

December 2016 

•Workshop Held 

March/April 2017 

•Draft Themes and 
Metrics

May 2017

•Consultation on 
draft measures

June/July 
2017

•Revise metrics

•Develop 
additional 
measures 

August/September 
2017 

•Report and Revisions 

October 2017

• Final Report 

Figure 3: Timeline for the Action Plan and Next Steps 
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APPENDIX A:  

Attendees at Caregiver Voice through a Quantitative Lens, December 9th, 2016 

Stakeholders 

Alzheimer Society of Ontario  

BeACCoN  

Healthy Quality Ontario  

Informal Caregivers                             

Ministry of Health and Long-Term Care 
- Research, Analysis and Evaluation Branch  
- Home and Community Care Branch  

Ontario Caregiver Coalition  

Ontario SPOR Support Unit (OSSU) 

Sinai Health Systems 

The Change Foundation 

University of Toronto 

Various caregivers and patients 
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APPENDIX B:  

Slides for presentation at Caregiver Voice through a Quantitative Lens, December 7, 2016 
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