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The Change Foundation
The Change Foundation is an independent 

policy think tank, intent on changing the 

healthcare debate, healthcare practice and 

healthcare experience in Ontario.  

A charitable foundation established in 1996 and 

funded through an endowment, The Change 

Foundation leads and leverages research, 

policy analysis, quality improvement and stra-

tegic engagement to enable a more integrated 

healthcare system in Ontario, designed with 

individuals and caregivers top of mind. 

 

Goal 
The goal of our strategic plan is to improve 

the experience of caregivers and individuals as 

they move in, out of, and across the healthcare 

system over time. 

Vision 
To be Ontario’s trusted advisor advancing in-

novative health policy and practice. 

Mandate 
To promote, support and improve health and 

the delivery of healthcare in Ontario. 

About this report 
in the fall of 2011, The Change Foundation engaged seniors with 

chronic health conditions and their informal caregivers. We asked 

them to describe their experiences at transition points in Ontario’s 

healthcare system. What happened when they switched settings, 

services or providers? And how did it affect their lives? We  

went into communities and learned from people face-to-face;  

we listened to their stories on a webinar; and captured their  

experiences and reflections online. This report gives voice to their 

healthcare experiences as a first step in improving them. 

Mission 
•  To make caregivers and individuals in need 

of healthcare part of the healthcare discus-

sion about how to find solutions to improve 

their experiences. 

•  To stimulate new ways of thinking, behaving 

and interacting to foster improved healthcare 

for people, especially when they are in  

transitions. 

•  To generate robust and independent re-

search and policy analysis of healthcare 

issues  

related to improving the experience of  

individuals and caregivers as they navigate 

the healthcare system. 

•  To lead informed discussion and strategic 

engagement with the stewards, stakeholders 

and users of the healthcare system. 

Values 
Excellence – we strive for excellence in all we 

do. Innovation – we take innovative approaches 

in developing new ideas. Collaboration – we 

work in partnership with others to achieve suc-

cess. Inclusivity – we strive to include all voices 

and views.
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A
t The Change Foundation, our goal 

is to improve people’s healthcare 

experience as they move in, out of, 

and across Ontario’s healthcare system. Our 

strategic plan focuses on the quality of that 

experience because we believe it is the lens 

which can lead us most clearly and quickly 

to practical patient-and-family-centred solu-

tions, based on lived realities. We are looking 

in particular at seniors with chronic health 

conditions and their informal caregivers. This 

is because they generally have the most fre-

quent interactions with the healthcare system 

and with a wide array of providers from differ-

ent parts of it – interactions that offer rich and 

instructive stories.    

It is fitting, then, that we started to roll out 

our strategic plan by going first to the source: 

seniors and caregivers. Late last fall, Founda-

tion staff travelled across Ontario in search of 

stories. From the province’s north in Dryden 

to the south in London, our team found out 

what’s happening as seniors and their infor-

mal caregivers navigate transitions in the 

health system; we learned what problems 

they’re facing and what we might do to make 

things right. Loud and Clear captures peo-

ple’s voices and views, and offers new data 

and unique insights into the big and small 

changes that might make a difference to their 

health, their lives – and the quality and sus-

tainability of our system.    

Such changes as: greater predictability – ad-

vance notice when home-care staff or shift 

Foreward

“ If someone had just sat 
down with us to explain 
what was next in our care, 
it would have made a huge 
difference…” 
 Ontario senior sharing insights with other 
seniors, caregivers and The Change  
Foundation
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They spotted areas where no one seems to be 

responsible or accountable – not surprising 

since our system wasn’t designed as a whole, 

and is still thought of as having discrete “parts.”

 

They spoke loud and clear, 

and their message is – in 

short – connect, commu-

nicate, include. “Connect 

the Docs” – connect all 

healthcare providers and 

services to, for, and with 

patients and caregivers. 

Clarify and simplify the 

process. Communicate 

early, often and well – provider to patient/

caregiver, provider to provider, system to  

system.  Include patients, families and care-

givers in decisions that affect their lives and 

health. Don’t let people who are facing  

barriers fall behind.  

Our engagement brought to light an encour-

aging finding that augurs well for the future: 

seniors and their caregivers are willing and 

eager to share their stories to improve our col-

lective system. Their evaluations showed that 

97.5% of the seniors and caregivers we en-

gaged valued being part of the discussion, and 

over 90% thought that by sharing their stories 

they could help change Ontario’s healthcare 

system for the better. Let’s not let them down. 

Cathy Fooks

President and CEO

The Change Foundation

times change;  having a level of confidence 

that providers in different locations have all the 

records relevant to one’s condition – and have 

read them; reassurance that the right meds 

have come home with them from hospital; be-

ing informed – and asked – about the next step 

in their care; certainty about timing around 

future steps; knowing who to call; and having 

as much peace of mind as possible at a time 

when one is  already feeling sick and tired. 

 

Seniors and caregivers don’t want the moon; 

they don’t necessarily even want more. Their 

most frequent calls for change revolve around 

coordination and communication: how primary 

care providers and specialists collaborate 

and talk to each other – and to patients and 

caregivers; how patient health information is 

coordinated and shared; how health facilities 

transfer or move patients; how seniors and 

caregivers are informed – or not – about care 

options; and how they can be more involved in 

the decision-making.  

We heard seniors and caregivers say they ap-

preciate and value their healthcare and the 

people who deliver it. But our findings also 

indicate that many of them struggle to make 

successful transitions. Their challenges range 

from being left in limbo after visits to primary 

care, to dealing with communication break-

downs between facilities and providers, to not 

being heard or heeded. The seniors said they 

worry about themselves, and they think about 

how hard it must be for those who don’t have a 

family member or friend to advocate for them. 

They spoke loud and clear, and their message is – 
in short – connect, communicate, include.

Cathy Fooks, President and Ceo
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Project, purpose, people.
We believe that the lived realities and person-

al stories of people’s healthcare experiences 

are legitimate sources of information; these 

experiences provide evidence that helps 

tell us how well our system delivers on the 

promise of patient-centred healthcare. At The 

Change Foundation, our goal is to improve 

people’s experience as they move in, out of, 

and across Ontario’s healthcare system over 

time. We are looking in particular at seniors 

with chronic health conditions and their infor-

mal caregivers, zooming in on what happens 

– or doesn’t – before, during, and after they 

leave one service or provider and await or 

seek out another, and another.  

What is the nature of those myriad interac-

tions and transitions, and how do they affect 

the health and quality of life of seniors and 

their caregivers? What is the relationship 

between their experience, the quality of their 

care and the cohesion of our healthcare sys-

tem – and its efficiency and sustainability?

Those questions were in our minds late last 

fall as we began to implement our strategic 

plan by engaging with Ontario seniors and 

caregivers in all regions, face-to-face and 

online, in settings ranging from a small city 

in northwestern Ontario to one of Toronto’s 

most diverse neighbourhoods. People’s 

stories about healthcare experiences flowed 

Executive Summary 

“ I’ve had four discharge experi-
ences of hospital back to nurs-
ing homes. The problem is that 
no one seems to understand the 
system. There’s no system map 
to explain how it works to care-
givers or people using it for the 
first time. You get the sense 
that, without this map, you 
have no idea how it works. Peo-
ple explained parts of the sys-
tem but not the overall system.” 

Ontario senior
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will also deal with many of the gaps and dead 

ends that inhibit improvements system-wide.   

This report 
In Loud and Clear: Seniors and caregivers 

speak out about navigating Ontario’s health-

care system, we explain our rationale for the 

timing and target of our engagement, de-

scribe our methodology, present our findings 

and how we plan to use them, and share the 

Foundation’s next steps and how they fit, 

feed into, and even blaze the way for patient-

centred healthcare in Ontario. 

The engagement that fueled this report was 

the first step in a trajectory that will take The 

Change Foundation into one Ontario com-

munity to support a two-year experiment that 

we believe will improve transitions in health-

care and introduce to Ontario the benefits of 

building patient and caregiver participation 

into the re-design of health services. That’s 

the essence of our project called PATH – Part-

ners Advancing Transitions in Healthcare: a 

first with Ontario patients.

freely during these interactive engagement 

sessions, as did their insights about how to 

improve the system. The sessions were finely 

focused on healthcare transitions – those 

smooth and stormy spots in system naviga-

tion. Using real-time keypad voting technolo-

gy, we also asked 10 closed-ended questions. 

The voting results complement the qualitative 

data from the open, story-sharing process. 

We share both in this report. 

Seniors with chronic health conditions – and 

their caregivers – are uniquely positioned to 

explain in concrete, compelling terms what 

happens during myriad multi-directional 

moves: between hospital, home, assisted liv-

ing, long-term care, etc., as they are bandied 

about from family doctor to specialist, from 

lab to clinic to rehabilitation centre and some-

times back. What makes those moves easier or 

worse for the people living through them? The 

health and social care needs of seniors with 

chronic health conditions and their caregiv-

ers are often complex; reorienting healthcare 

services and practices to address their realities 

From the stories and experiences of seniors and caregivers  
in Ontario emerge ideas about what adds value to our 
healthcare system, what needs fixing, and what’s missing. 
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The top five themes 
Absorbing and analysing what we heard from 

seniors and caregivers across the province,  

we saw certain themes rise to the top. In  

the appendices, you can see the number of  

references made to specific issues; we have 

bundled them here under five themes, starting 

with the most oft-cited one:  

1.  THE PRIMACY – AND PROBLEMS – OF  
PRIMARY CARE

Stop the dead ends; make primary care  

accountable for guiding people’s transitions.

2.  THE IMPORTANCE OF CONNECTIONS  
AND CLARITY ABOUT NEXT STEPS

“Connect the Docs.” Connect all healthcare 

providers and services to, for, and with  

patients and caregivers. Clarify and simplify  

the processes.  

3.   THE COMMUNICATION DEFICIT

Communicate early, often and well –  

provider to patient/caregiver, provider to  

provider, system to system.  

  

4.  THE INCLUSION FACTOR – HEY, WHAT 
ABOUT US?  

Include patients, families and caregivers  

in decisions that affect their lives and health.

5.  ISSUES OF EQUITY 

Don’t let people who are facing barriers  

fall behind.  

What we heard:  
Connect. Communicate.  
Include. 

Our findings, based on results of participants’ 

closed-ended keypad voting as well as our 

analysis of the qualitative research, indicate 

that seniors and caregivers in Ontario are 

experiencing problems navigating transitions 

from one part of the healthcare system to an-
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“ I don’t know what’s happen-
ing next, but where do you go 
to find the answers? Seems 
like there are roadblocks set 
up in the system that make  
it hard.” 

Ontario senior

A disconnect at the primary 
care level was a leading  
factor in people’s transition 
problems.
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other. Figure 1 shows that the majority (55%) 

of the participants in our in-person and online 

engagements told us that they had experi-

enced such problems, and less than one-fifth 

(16%) said that they had not.

Seniors and caregivers don’t want the moon; 

they don’t necessarily even want more. Their 

most frequent calls for change revolve around 

coordination and communication. A disconnect 

at the primary care level was a leading factor 

in people’s transition problems. This discon-

nect appeared to be due to communication 

breakdown and/or lack of coordination and/or 

barriers between primary care physicians and 

other providers involved in seniors’ care. People 

frequently cited problems associated with 

access to their up-to-date records and lack of 

follow-up on referrals. Figure 2 shows that over 

half of participants said they had experienced a 

disruption in their care because of poor com-

munication between health workers.

In addition, poor communications between 

care facilities was a barrier to successful transi-

tions, with patients – and their records – falling 

through the cracks. We heard stories of elderly 

patients simply being “lost” during the dis-

charge from hospital back to long-term care. 

When their caregivers called for an update, 

neither the hospital nor the long-term care 

facility could confirm the patient’s location. In 

one case, a senior with dementia was dropped 

at the wrong long-term care facility and could 

not be identified.

Many people recounted being unsure or con-

fused about the next steps in their care, and 

some were fearful of what would happen to 

them next in their journeys. Indeed, less than 

half of participants (45%) said they leave their 

appointments with a clear sense of what comes 

next. This finding suggests that significant chal-

lenges exist in the navigation of transitions – in 

fact, even in knowing what the transition is or 

will be.

The struggle often starts at the primary care 

stage. Seniors and their caregivers are affected 

by communication and collaboration break-

downs between primary and specialty care 

providers and between health facilities. Most 

importantly, they encounter communication 

problems in their own interactions with health-

care providers. The system, the practice, and 

the culture – all three are failing seniors and 

their caregivers, leaving them confused about 

what comes next and feeling lost in a complex 

system that is hard to navigate. We’ve heard 

that there’s no map to help them find the ser-

vices they need. We’ve heard that even provid-

ers only seem to understand their own part of 

the system, and lack “the big picture.”  
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In addition, during their attempts to navigate 

what seems to be a very complex and frag-

mented system, many seniors and caregiv-

ers believe their providers aren’t adequately 

listening to them. Many participants told us 

they had little confidence that their voices 

were being heard or taken seriously – when 

they said what kind of care they would prefer, 

for example, or complained about a negative 

healthcare experience, or  even when they 

described their symptoms.

People also felt that they weren’t adequately 

involved in making decisions about their care, 

and perceived a lack of transparency in how 

these decisions were being made.  

Due to all the above, caregivers believe they 

must advocate on behalf of the seniors they 

care for; they see advocacy as an essential part 

of their role. This in addition to providing physi-

cal care. As advocates, they arrange and man-

age appointments and records, “push back” 

against roadblocks and take whatever steps 

they feel are necessary to get their loved ones 

the desired or required care.

The caregiving role already places a significant 

financial, emotional and temporal burden on 

seniors’ loved ones – a burden that they feel 

goes largely unrecognized and unappreciated 

by providers and governments. 

And seniors who don’t have a family member 

or friend to act as caregiver or advocate are 

even more vulnerable – and more so again 

if they have any cognitive deficits or mental 

health problems. We even heard stories from 

participants who had seen seniors with these 

problems being treated less respectfully by 

healthcare providers and staff. 

The stories that seniors and caregivers shared 

at our engagement sessions reinforce calls from 

The Change Foundation – and many others – 

for change: change in how primary care and 

specialist healthcare providers communicate 

and collaborate with one another and with their 

patients and families; change in how patient 

health information is coordinated and shared; 

“ I’ve never been asked as a 
caregiver, ‘What’s convenient 
for you?’ or ‘How would this 
work in your family?’ Instead, 
it’s ‘This is what we’re going to 
do for you.’ There’s no discus-
sion of collaboration.” 

Ontario caregiver
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WE NEED CHANGES: 

•  in how primary care and spe-
cialist physicians and providers 
communicate and collaborate 
with each other and with pa-
tients and caregivers;

•  in how patient health informa-
tion is coordinated and shared;

•  in how health facilities transfer 
or move patients; and

•  in how both seniors and caregiv-
ers are informed about care op-
tions and then actually involved 
in making the decisions. 

change in how health facilities transfer or move 

patients; and change in how both seniors and 

caregivers are informed about care options – 

and then involved in making the decisions. 

Pointing out the positives 
– a willing nod to providers 
and pockets of excellence 
Despite the significant challenges many 

participants described in their stories, some 

reported positive experiences – especially 

with team-based care and the growing use of 

Nurse Practitioners, and with the support and 

clarity and coordination they received after a 

being diagnosed with certain conditions such 

as stroke or Alzheimer’s disease. One wry 

senior said he had to have a stroke to get that 

kind of response – musing that maybe the 

stress of trying to sort out his health caused 

it!  Seniors and caregivers cited times when 

they felt understood and respected – as well 

as safe and assured. They credited  the dedi-

cation, professionalism and compassion of in-

dividual providers – people who took the time 

to connect with them,  and their families and 

friends, to explain in accessible ways, what’s 

likely to lie ahead, and who will be there to 

help them along the way. 

Next steps – we’re just  
getting started     
The engagement that fueled this report was 

the first step in a trajectory that will take The 

Change Foundation into one Ontario communi-

ty, starting this summer, to support a two-year 

experiment that we believe will improve transi-

tions in healthcare and introduce to Ontario the 

benefits of building patient and caregiver par-

ticipation into the re-design of health services. 

That’s the essence of our project called PATH 

– Partners Advancing Transitions in Health-

care: a first with Ontario patients. PATH, which 

will involve a broad-based coalition of service 

providers and seniors and caregivers, will be 

launched in May when the selected PATH 

community is announced. Meanwhile, you can 

learn more about PATH on our website – www.

changefoundation.com.

The Change Foundation will hold another 

round of engagements with seniors and care-

givers in 2014 – similar to the Loud and Clear 

engagements reported on here. These will 

run parallel to our second set of consultations 

with health system leaders and practitioners 

about patient experience and patient-centred 

care; (results from our first round of these 

consultations will be released in late June). 

Our goal in the consultations is to discuss and 

determine answers to the following questions: 

Has the yardstick moved? Is it getting easier 

to navigate across our system? Is the experi-

ence improving for seniors and caregivers? Do 
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policymakers understand what people need 

to successfully navigate across and between 

services? Have the thinking, discourse, prac-

tice and policies begun to change, to reflect a 

more responsive understanding? 

In 2015, The Change Foundation will wrap up 

our current strategic plan, Hearing the stories, 

changing the story. First, we’ll host a culmi-

nating summit to bring together all the players 

who’ve brought the plan to life – healthcare’s 

stewards, stakeholders, and users who have 

engaged with us to improve people’s health-

care experience in Ontario. Together, we’ll 

discuss the recommendations and advice that 

emerge from our collective efforts and les-

sons: recommendations for government and 

other audiences involving healthcare practice, 

process, policy, design and governance. That 

advice will include – must include – the voices, 

views,  and ideas of people who are truly 

in-the-know but whose knowledge is often 

overlooked: patients and caregivers. 

In the meantime, the Foundation is not sitting 

silent on the engagement front. We are forg-

ing ahead so that we can continue our multi-

directional conversations with health-system 

users in Ontario, via various formats. In par-

ticular, we are now in the midst of develop-

ing a Public Engagement Panel which we will 

launch in the fall.  

And the timing couldn’t be better – for our up-

coming and ongoing projects and for the re-

lease of this Loud and Clear report. Right now, 

the province is considering how to respond to 

the Drummond Report on public services and 

how to make good on Ontario’s Action Plan 

for Health Care and to get the most out of the 

Excellent Care for All Act. From the stories 

and experiences of seniors and caregivers in 

Ontario emerge ideas about what adds value 

to our healthcare system, what needs fixing, 

and what’s missing. 

We began this engagement with the belief 

that the lived realities of people who rely on a 

host of healthcare services and supports are 

worth listening to. Their experience is their 

expertise and our evidence – an essential ele-

ment in understanding the efficacy and impact 

of our healthcare system.

Our first round of engagements with seniors 

and caregivers benefitted from the support of 

community-based healthcare and service or-

ganizations from across Ontario. We acknowl-

edge and appreciate their invaluable contribu-

tion, and would welcome more collaboration in 

the future.  

However, we save the dedication of this report 

for the seniors and caregivers across Ontario 

who shared their healthcare stories with us and 

suggested ideas for change. Loud and Clear 

captures their voices and views and offers fresh 

data and unique insights into the big and little 

things that will make a difference – if we heed 

their voices – to people’s health, people’s lives 

and the quality and sustainability of Ontario’s 

healthcare system. 

Seniors and caregivers don’t  
want the moon; they don’t  
necessarily even want more.  
Their most frequent calls  
for change revolve around  
coordination and communication.
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T
he Change Foundation’s strategic plan, 

Hearing the stories, changing the story, 

and its implementation plan, The Story-

board, explain our underlying imperative for 

engaging so-called “non-experts” in health-

care discussions, shared decision-making, and 

co-design of services. 

To achieve our goal of improving people’s 

experience in Ontario’s healthcare system, 

we need to examine the system through the 

eyes of those who use it. Especially those 

who use it most. We need the participation of 

people who can talk first-hand about health-

care transitions. The Foundation is focusing 

on transitions because research shows that’s 

where things often go awry, the place where 

people’s health is put at risk due to delays 

and gaps in care and communication. 

Seniors with chronic health conditions and 

their informal caregivers – our current popu-

lation of focus – are uniquely positioned to 

relate the ins and outs and in-betweens of 

healthcare. So we began to roll out our strate-

gic plan last fall with an engagement project 

to learn from their experiences, over time, 

at key transition points in the system. Which 

service arrangements worked best for them? 

Did their health information follow them from 

appointment to appointment? How were they 

treated before, during and after their care? 

At what points did things go well? Or badly? 

Clearly, seniors and caregivers are the experts 

here. 

We tapped into their expertise in the fall of 

2011, when we asked them to identify trouble-

some transitions and describe how these 

have affected their experience, health and 

quality of life. Loud and Clear is a summary 

of the stories they shared and ideas they 

proposed during this province-wide engage-

ment. It also includes a set of original data 

tables derived from their answers to stan-

dardized questions and – for those interested 

in the process of public engagement – an 

account of our strategy, methodology, design, 

and lessons learned. 

Essential knowledge –  
essential now
The stories and experiences of health sys-

tem users such as seniors are an essential 

resource in The Change Foundation’s en-

gagement and research, which also includes 

consultations with health system leaders and 

program managers. The findings we pres-

ent in Loud and Clear will inform our work 

on PATH (Partners Advancing Transitions in 

Healthcare: A first with Ontario patients), our 

seminal signature project. PATH will transform 

healthcare transitions in one Ontario commu-

1. Introduction
The knowledge of experience experts
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nity by bringing seniors and their caregivers 

to the table as full partners with healthcare 

providers from all sectors. Together, they will 

re-design healthcare delivery to improve tran-

sitions in care. 

As we said in The Storyboard, there is “in-

creasing evidence of a positive association 

between the experience of individuals and 

clinical outcomes, and between quality and 

financial performance.” For the quality of 

healthcare to improve in Ontario, we need to 

learn how best to incorporate people’s lived 

experience and their views directly into im-

provement methodologies.    

  

While looking through the lens of patient and 

caregiver experience, The Change Founda-

tion always takes a systems perspective too, 

to argue for those changes in thinking, prac-

tice and policy which are needed to create an 

integrated patient-centred healthcare system. 

The timing couldn’t be better. Right now, the 

province is considering how to respond to the 

Drummond Report on public services, make 

good on Ontario’s Action Plan for Health Care 

and get the most out of the Excellent Care for 

All Act. 

If we can get the changes right – by pooling 

the expertise of both traditional and non-

traditional “experts” and taking action on it 

– we can make real progress in improving the 

quality and sustainability of our healthcare 

system. Not only for our growing population 

of seniors and caregivers, but for all. 
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The people 
We needed to hear from a broad range of 

seniors and caregivers to reflect the diversity 

of Ontario’s older population – people from 

different age groups, geographic regions, and 

linguistic and cultural communities.1

Age and perspective 
Participants ranged from young and mid-

dle-aged caregivers to seniors in their 90s. 

Definitions of a senior vary, but, taking the 

threshold to be 60 years of age, over three-

quarters (77%) of participants were seniors. 

This included near-equal numbers of people 

in their 60s, 70s and 80s, giving our research 

team access to a wide range of healthcare 

and transition-point experiences. 

Participants at several engagement events 

included multi-generational family members. 

This allowed us to hear stories about transi-

tions the whole family had been through, but 

from different perspectives. 

2. Loud and Clear 
A province-wide engagement 

1 Note: Demographic information from participants was 

collected from the five core engagement events and 

online Storyboard tool. Consequently, the demograph-

ics presented in this report do not include those who 

participated in our pilot events (held in Ottawa and via 

webinar).  

ENGAGEmENT / pUbliC  
pArTiCipATiON COrE VAlUES

 public participation is based on the 
belief that those who are affected by 
a decision have a right to be involved 
in the decision-making process.

 public participation includes the 
promise that the public’s contribu-
tion will influence the decision. 

 public participation promotes sus-
tainable decisions by recognizing 
and communicating the needs and 
interests of all participants, including 
decision makers. 

 public participation seeks out and 
facilitates the involvement of those 
potentially affected by or interested 
in a decision. 

 public participation seeks input from 
participants in designing how they 
participate. 

 public participation provides partici-
pants with the information they need 
to participate in a meaningful way. 

 public participation communicates 
to participants how their input af-
fected the decision. 

 
Source: international Association of public  

participation (iAp2)
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Nearly half the participants (48%) indicated 

they had at least one chronic health condi-

tion, and a quarter (25%) were caregivers for 

a senior who had at least one chronic health 

condition. Just under a quarter (23.9%) indi-

cated that they were both. Most frequently, 

these were spouses – a senior couple with 

one or both partners acting as caregiver for 

the other. This shows that the popular im-

age of a caregiver as a younger and healthier 

friend or family member isn’t always the case. 

A significant proportion of our sample were 

seniors caring for a loved one while also try-

ing to manage and access care for their own 

chronic health condition(s).

Finally, some participants said they didn’t fit 

any of the three main perspectives. These 

were younger people, not seniors, who had at 

least one chronic health condition of their own 

and were also providing care for a senior with 

at least one chronic health condition.

Chronic health conditions
As noted in the Introduction, we targeted se-

niors with chronic health conditions because 

they interact often with the healthcare sys-

tem, and with a wide array of providers from 

different parts of it. The range and richness of 

the stories we heard certainly backs this up: 

some participants told us they had to make 

weekly visits to healthcare providers, while 

others had to keep straight recurring appoint-

ments with a host of different specialists. 

Participants were invited, but not required, to 

describe any chronic health conditions they 

had when registering for the in-person con-

versations.2 Many did, and some chose not to. 

Among the conditions referenced: 

•  autoimmune diseases, including Crohn’s 

disease

•  cardiovascular diseases including heart failure

•  chronic osteoarticular diseases such as  

osteoarthritis 

•  chronic respiratory diseases, including 

asthma and chronic obstructive pulmonary 

disease 

•  diabetes

•  neurodegenerative diseases such as  

Alzheimer’s and Parkinson’s 

•  osteoporosis.

FiGUrE 5: participant perspective  (N=92)

Senior with chronic 
health conditions, 47.8%

Caregiver of a senior 
with chronic health 
conditions, 25%

Both a senior and 
a caregiver, 23.9%

Other, 3.3%
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FiGUrE 4: participant Age  (N=94)

Under 4
0 years

41 t
o 59 years

60 to
 69 years

70 to
 79 years

80 to
 89 years

90 and older

2 Demographic information on chronic health conditions was not 
collected at all in the online engagement tool.
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Diversity 
Many of the engagement events reflected 

Ontario’s cultural and linguistic diversity and 

included people with a range of incomes with 

varying levels of financial and human resourc-

es available to them.  In Timmins and Ottawa, 

for example, we heard from seniors whose 

first language was French. And the Toronto 

engagement, held in partnership with Toronto 

Community Housing in the Regent Park neigh-

bourhood, drew new Canadians and partici-

pants from Vietnamese, Bengali, Mandarin and 

Cantonese language communities (simultane-

ous interpretation was used). In Dryden and 

Peterborough, members of First Nations com-

munities took part – with the help of a whisper 

translator in Dryden. All of this gave us addi-

tional perspectives – a look at how language 

and culture can shape people’s experience as 

they navigate transitions in healthcare.

The places 
The in-person events (small group discussions) 

were held in six locations, which include a 

small city in the province’s northwest, a larger 

one in its northeast and a downtown neigh-

bourhood in its largest urban centre. They 

were chosen to reflect geographic, linguistic, 

cultural and socio-economic diversity, and we 

also consulted census data about the propor-

tion of seniors in the local population. Other 

engagement channels – online and webinar 

– added a broader range of participants from 

elsewhere in Ontario.

two generations oF a Vietnamese-Canadian Family at the toronto engagement 

– a senior with ChroniC health Conditions and his Family CaregiVers  

Engagement  
Channel

Number of 
Participants

In-Person Participants 116

Dryden 23

London 13

Ottawa (pilot) 25

Peterborough 16

Timmins 18

Toronto 21

Online Participants 10

Webinar (pilot) Participants 12

Total 138

TAblE 1: 
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The process
Project design and development 
Public engagement projects take a system-

atic approach to gathering and analyzing 

data that come in the form of contributions 

from participants. Our goal was to gather sto-

ries and input from demographically diverse 

seniors who have lived with various chronic 

health conditions, and caregivers for that 

population. Our team began by designing an 

engagement strategy that used a blend of in-

person, online and webinar tools. The aim was 

to explore the same set of research questions 

through multiple channels. 

As noted in Table 1, the Ottawa in-person event 

and cross-province webinar session were pilots. 

We conducted them early in 2011 to test our 

methodology and instruments; we then refined 

them to finalize the design of the project. 

We took a step-by-step approach based in 

part on a methodology developed by the 

International Association for Public Partici-

pation (IAP2) – from our Strategy and Plan-

ning through to Analysis and Reporting and, 

finally, Evaluation and Lessons Learned. This 

was done in collaboration with external public 

participation practitioners and based on best 

practices in public engagement in healthcare. 

For an overview of the steps we took and fur-

ther details on our project design and imple-

mentation, please see Appendix B, Engage-

ment Methodology.

At the heart of our project design was a  

combination of three engagement instru-

ments tailored to elicit broad and deep  

participation:  

A partnership approach 
We worked with local health, seniors’ and ser-

vice agencies across Ontario to plan and host 

the six in-person conversations. These partner 

organizations – listed under Acknowledge-

ments  – helped us understand the local health-

care context, service innovations and challeng-

Engagement instrument Description

1

2

3

A series of six in-person events, organized with local partner 

organizations, to bring together groups of 15–25 seniors and 

caregivers to describe, share and explore their experiences 

A webinar dialogue, linking participants through web and 

phone conversations to share and explore their experiences

A specially designed website where seniors or caregivers 

could share their stories and ideas when it best suited them 

in-person conversation

Webinar dialogue

Online engagement

TAblE 2: 

We targeted seniors with 
chronic health conditions  
because they interact often 
with the healthcare system.
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es; and helped us recruit 15 to 25 participants 

for each conversation. They included commu-

nity health centres and family health teams, 

seniors’ clubs, hospitals, retirement homes and 

long-term care facilities, and other community-

based organizations such as Toronto Communi-

ty Housing.  Local Health Integration Networks 

(LHINs) and community leaders provided help-

ful advice in connecting with these partners.

The research questions 
These were based on literature about health-

care reform and patient experience, and were 

also informed by initial results from our pilot 

event in Ottawa and feedback from our Board 

of Directors. Questions were grouped under 

two closely related themes: people’s experi-

ence navigating transitions in the healthcare 

system; and how that experience was affected 

by their relationships with healthcare providers 

and others they encountered along the way.

1.  Your experience navigating the  

healthcare system:

   •  How was your experience moving from  

one part of the healthcare system to  

another, across one or several of these 

“transition” points? 

   •  And, what could have made your  

experience better?

2.  How your relationships with people  

affected your experience:

   •  How were you treated as a person through 

your healthcare journey – moving from 

location to location (or within locations), 

provider to provider, service to service?

The in-person engagements
The team decided on a 2.5 hour process: two 

hours for introductions and conversation fol-

lowed by a 30-minute social for less formal 

discussion. The conversation component was 

experiential – an open, plenary, stories-sharing 

process where participants could listen and 

relate to experiences together as a group. 

The local healthcare leaders respected the 

process and were not present for any of the 

discussions. Keypad technology was used to 

pose close-ended questions and provide real-

time voting results based on the anonymous 

responses of the people in the room. That 

helped frame the issues, instigate discussion, 

and capture data.    

story sharing at the timmins engagement eVent 
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We used two engagement tools – a Conversation Guide  

and electronic voting keypads – to foster deep and  

informed dialogue: 

Conversation Guide 
We developed the guide to explain the issues and stimulate 

creative thinking, and distributed copies to participants in ad-

vance of each in-person event. The guide:

•  helped people understand the policy issues around transi-

tions in healthcare 

•  used straightforward visuals and accessible plain language

•  featured one case study – a story from a senior and her care-

giver – and discussion questions to help people think about 

their own stories in advance, and come ready to share

•  provided background on The Change Foundation and its 

activities

•  explained that people’s stories would be kept anonymous, 

and how they would be used.

Electronic voting keypads 
This is a relatively new engagement tool – and a promising one. 

Participants’ evaluations, including written comments, showed 

that they believed the keypad voting enriched and advanced 

the discussions.  

Before posing the two sets of research questions, the facilitator 

posed a short series of baseline questions for keypad voting. 

These were closed questions (i.e., participants were asked to 

indicate their level of agreement or disagreement with a given 

statement) about healthcare experience. The results were sub-

sequently used for analysis, but there was also an on-the-spot 

benefit: they could be tallied and shared with the participants 

right away. This provided quantitative data that added another 

layer of context and understanding to the story-sharing that 

came next. 

The statements that participants voted on via the keypads are 

shown – along with results – in the next section, Findings, and 

can be found in Appendix D. More details about our electronic 

keypad voting process can be found in Appendix B, Engage-

ment Methodology.
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Webinar engagement
Using a commercially available hosting plat-

form, the addition of this means of engage-

ment was designed to broaden the reach of 

our discussions in an efficient and accessible 

way. People from anywhere in Ontario could 

join the webinar and participate in a discus-

sion session which mirrored the in-person 

process design. 

The hybrid use of both internet and tele-

phone-only connections meant that there 

were limited barriers to participation.  

The online engagements 
A user-friendly website allowed for broader 

participation; people from anywhere in 

Ontario could log on and share their stories 

and ideas about healthcare transitions. This 

means of engagement was streamlined and 

efficient, could be done at the senior’s and/or 

caregiver’s convenience, and took only 15 to 

20 minutes in all.  

From the site, www.changefoundation.ca/

mystory, people could launch an online 

“Storybook” tool.  After entering basic de-

mographic information, they were invited 

to respond to the same baseline-experience 

voting questions that were used for keypad 

voting during the in-person events. They were 

then invited to enter their stories. The Story-

book was easy to use, and all participant data 

was stored safely and securely on Canadian-

based server infrastructure.

Seniors and caregivers could participate 

from the comfort of home or join a small 

gathering hosted by a local health or social 

service provider.

For those with a full internet and telephone 

connection, the technology platform allowed 

for both verbal and written contributions to 

the dialogue and response to close-ended 

questions as well as the display of visual 

materials.

From the site, www.ChangeFoundation.Ca/mystory, 

PeoPle Could launCh an online “storybook” tool. 
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Data analysis and reporting 
Once the field research had concluded, our 

team carefully reviewed all the stories they 

had gathered from participants – from the 

pilot event and webinar, the core in-person 

events and online engagements. Following 

leading practices in social research, they sys-

tematically reviewed and analyzed the data. 

Their qualitative analysis was conducted using 

QSR NVivo, a specialist software application 

that allows researchers to organize and code 

qualitative data, identifying common threads 

and recurring themes and incorporating “hid-

den gems” such as key strategic comments 

that occur less frequently. (See Appendix E, 

Qualitative Data Coding Frequencies Using 

NVivo, for details.)

Participants and community organizations 

involved in our engagement will receive copies 

of Loud and Clear, following best practice in 

public engagement and fulfilling our commit-

ment to the seniors and caregivers to share 

what we heard and found from our research 

and to explain how it feeds into efforts to im-

prove the healthcare experience in Ontario.  

Evaluation 
Participants evaluated all aspects of the en-

gagement through questionnaires at each of 

the core in-person events and in the online 

Storybook. The Change Foundation will con-

duct a more formal evaluation of the project 

and plans to conduct a series of key informant 

interviews with participants and staff – in 

keeping with our commitment to evaluate our 

work and share the lessons we learn in the 

growing field of public engagement. 

Meanwhile, we encourage you to see Appen-

dix F, Evaluation Data Table, for participants’ 

feedback; and Appendix G, Process Design 

Learning, for our preliminary account of what 

worked well – and what could have worked 

better – based on people’s feedback and our 

own reflections. 
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This section describes in detail what we 

learned from participants about their transi-

tion experiences: problems they encountered, 

how these could have been prevented, and 

also about times when the system worked 

well for them and met their health – and  

human – needs.

The text is drawn from qualitative data  

(people’s stories), while the graphs show  

the results of the 10 baseline-experience 

questions they answered online or through 

keypad voting. We flag within the text some 

SPeCIFIC and COnCreTe SuggeSTIOnS     that 

seniors and caregivers made during the  

engagements – ideas for change that they 

believe would help improve people’s health-

care experiences. 

The majority (55%) of people in our core 

in-person and online engagements said they 

had experienced problems navigating a  

transition in the healthcare system, and  

less than one-fifth (16%) said they had not 

experienced any such problems. 

We identified five key themes:

1.  The primacy – and problems – of primary 

care

2.  The importance of connections and clarity 

about next steps

3.  The communication deficit

4.  The inclusion factor – hey what about us?

5.  Issues of equity

The themes are interrelated and frequently 

overlap, but we have collapsed the findings 

into these five themes for the sake of  

brevity, starting with the issue mentioned 

most often by participants – primary care.  

We then close the Findings section on a 

positive note: Pointing to the Positive, what 

people praised about the healthcare system.

Note that full details on the coding and topic 

categorization of the qualitative data,  

together with the number of “mentions”  

for each theme, are contained in Appendix  

E, Qualitative Data Coding Frequencies  

Using NVivo.

3. Findings 
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1.  
THE PRIMACY – AND PROBLEMS – 
OF PRIMARY CARE 
Loud and Clear: Stop the dead ends; make  
primary care accountable for guiding people’s 
transitions.  

A disconnect at the primary care level was a leading factor in 

people’s transition problems.

This disconnect appeared to be due to communication break-

down and/or lack of coordination and/or barriers between 

primary care physicians and other providers involved in  

seniors’ care. People frequently cited problems associated 

with access to their up-to-date records and lack of follow-up 

on referrals. Over half of participants said they had experi-

enced a disruption in their care because of poor communica-

tion between health workers.

It was here at the primary care level that problems with transi-

tions most often began, with basic services that were uncoor-

dinated and not patient-centred. 

Problems starting at step one
People’s problems often began with their first interaction to 

report a health complaint – be it with their family physician, 

nurse practitioner or other provider. 

Other participants felt that the provider didn’t take their health 

complaint seriously, and said they were told to wait until the 

problem solved itself. We even heard from some seniors, who 

said they were experiencing either physical pain or emotional 

discomfort, that providers had told them there was no health 

problem and that they were simply imagining it.

“ Once, I visited my 
family doctor and 
was referred to a 
specialist. But my 
family doctor doesn’t 
want to give my 
health information to 
the specialist. Be-
cause of this, I 
haven’t had my spe-
cialist appointment.” 
Ontario senior

“ When you go to the 
emergency depart-
ment, unless you  
see a specialist, 
there’s no note that 
goes back to your 
family doctor. This is 
a communication 
problem.” 
Ontario senior
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No follow-up, or ineffective  
follow-up, on referrals
Participants valued seeing the right health 

provider and described positive experiences 

once they actually did see a specialist – but it 

was here, at the referral process, where transi-

tion often broke down. 

We heard about referrals that never hap-

pened because the request wasn’t received. 

The patient or caregiver only learned that 

the appointment had fallen through the 

cracks when they called on their own to 

follow up, after waiting a long time with no 

contact or direction. One suggestion was 

for closer coordination around the hand-

off from one provider to another, WITH THe 
PaTIenT BeIng COnTaCTed BY BOTH PrOvIderS’ 
OFFICeS to ensure a successful transition.

A related challenge was the transition from 

a specialist back to the original primary care 

provider. Many people said they didn’t hear 

from their primary care provider after their 

specialist appointment. This left them worried 

that any advice, or any test results that might 

indicate a problem, had been misplaced or 

not reported back. What they told us they 

want: a call from the primary provider’s office 

to complete the transition, even if only to tell 

them that everything is fine and there is no 

need for concern.

“ Our doctor sent us for an 
appointment with a special-
ist. We waited five months 
and never heard anything,  
so I called and they had no 
record of the appointment.  
It would be a good idea if 
someone from the doctor’s 
office called the patient  
once an appointment is 
made to confirm.” 
Ontario senior

liz, a senior and CaregiVer From the london area, desCribes the diFFiCulties she and 

her husband haVe had with transitions in healthCare, esPeCially hosPital to home.   
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Long wait times for transitions to 
and from primary care
People understood that wait times were 

inevitable, given specialists’ case loads, but 

they believed the wait times were too long 

– and worried that their health could worsen 

or be compromised in the interim. They 

also described other ways in which long 

wait times could contribute to unsuccessful 

transitions during the referral process: long 

periods seemed to increase the likelihood 

of their health information not being trans-

ferred ahead of them, and of associated test 

results not being received and incorporated 

into their medical records.

Mistakes, or disagreement with  
diagnosis or treatment course
We heard numerous stories in which people 

described what they believed were mistakes 

in their care, or disagreements they had had 

with their primary care providers about diag-

noses or appropriate courses of treatment. 

In some cases, they said the provider had 

overlooked symptoms or results – their health 

status was actually much better, or much 

worse, than the provider had indicated.

Many of these stories involved prescription 

drugs. People talked about noticing mistakes 

in medications that were dispensed to them, 

and getting little or no support from either 

their pharmacist or family physician. This left 

them frustrated – they felt abandoned by 

the system and were left with serious con-

cerns about how their health may have been 

harmed.

In the words of one woman, a caregiver for 

her senior husband: “My husband went into 

the hospital for knee surgery. He came home 

but got sick and had to go back to hospital. 

His blood pressure was sky high. The hospital 

was looking for a knee infection but it turned 

out that he had pneumonia. We only found 

that out because a neighbour was a doctor 

and noticed discrepancies in our tests. The 

process was so difficult that he just wanted 

to go home! … At times, we just felt forgotten 

by the health system.”

“ One morning, we were both taking our medications. I looked down 
and saw a medication I didn’t recognize. I asked my husband what 
it was. It turns out that the pharmacy had been giving my husband 
my own pills for 32 days. I didn’t know what to do. I called and 
asked what to do but the pharmacy just said, ‘What do you want us 
to do about it.’ My family physician wasn’t there to help either.” 
Ontario senior and caregiver



Loud and Clear 27

Short appointments that leave  
patients with outstanding health 
complaints
Some participants said they were frustrated 

that appointments with their regular primary 

care providers were too short for them to 

adequately discuss their health complaints. 

They pointed out that seniors with chronic 

conditions often have multiple, interrelated 

health issues that need to be managed.  They 

suggested… PrOvIderS SHOuld allOCaTe 
enOugH TIMe TO dISCuSS THeSe In a SIngle aP-
POInTMenT. Some even reported being told 

that they could only discuss one health issue 

during each appointment – if they had more, 

they’d need to book multiple appointments. 

This was clearly inconvenient and problem-

atic for seniors, and also for their caregivers 

who might, for example, have to book time 

off work to accompany them. 

Duplication and wasteful use  
of resources
Some participants believed that primary care 

providers sometimes use resources wastefully 

for diagnostic purposes. They said providers 

often refer seniors for blood work or other 

tests as a matter of course, even when the 

senior may have recently completed similar 

tests, the results of which should be in their 

record. It may sound easy from a provider’s 

perspective, but travelling to a clinic for tests 

can be challenging and taxing. 
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2.  
THE IMPORTANCE OF CONNECTIONS 
AND CLARITY ABOUT NEXT STEPS 
Loud and Clear: “Connect the Docs.” Connect all 
healthcare providers and services to, for, and with 
the patients and caregivers who need them.  
Clarify and simplify the process.   

Across participants’ stories, we heard that many seniors are 

confused or uncertain about the next steps in their care jour-

neys. This appears to be the result of the system being hard for 

them to navigate, the lack of an accessible map or user guide, 

and frequently poor communication between 

providers and patients, particularly at the point 

of discharge.

Confusion about what  
happens next 
As indicated above, we heard a broad range 

of stories. The next step, and what’s required 

to take it, may seem clear to the healthcare 

worker or provider, but our findings (see figure 

6) suggest that a large proportion of seniors 

leave appointments without a clear sense 

of what’s happening next in their care. If the 

senior is left feeling confused, lost and anxious, 

the transition eludes them. As the graph below 

shows, only just over a third of participants 

(35.2%) agreed or strongly agreed that they 

could easily navigate to the next step.
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“ What I see these seniors 
going through, I wonder if 
I’ll be suffering as well when 
I become a senior.”  
Ontario caregiver
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Fear, from not knowing what  
happens next
Some seniors described feeling afraid about 

what was going to happen to them. This 

seemed related to the same vulnerability that 

they and their caregivers feel when trying to 

navigate a system with roadblocks that make 

it hard to find the care they need. Some care-

givers even expressed concerns on their own 

behalf – would they experience the same chal-

lenges tomorrow that their loved ones were 

having today?

Need for a health system map  
or guide 
One woman said a MaP Or guIde SHOuld Be 
develOPed FOr SenIOrS and THeIr CaregIv-
erS, to help them navigate through the sys-

tem. This idea was popular with other partici-

pants, many of whom described the system 

as hard for patients to use and as seeming 

extremely complex. They thought a map or 

guide could assist them with transitions by 

helping them understand where they were 

going for their next step, and where to find the 

care they were looking for.

Confusion about home care 
Some people described challenging transitions 

involving home-care services coordinated by 

Community Care Access Centres (CCACs). 

In general, we found that seniors were often 

confused about which home-care services 

were available, at what price, and coordinated 

by which agency. Specific to CCACs, people 

related times when they’d been unhappy with 

the level of support from the CCAC and with 

the quality of services provided by the partner 

agency the CCAC had employed.

“ I got confused about what help 
CCaC, vOn, rehab, and all the 
other services could provide. 
Home-care services were hard 
to use. The professional home 
care caregivers were bad. I had 
to call different agencies and 
call my friends for help and 
advice about who to call.” 
Ontario senior
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Need for better information at  
discharge
Some participants suggested more detailed 

communication between patient and provider 

before a discharge from a healthcare facility. 

They said this would have improved their own 

transition outcomes and experiences. MOre 
InFOrMaTIOn, exPlaIned In MOre aCCeSSIBle 
WaYS, would have increased their understand-

ing of the next steps and of their own role in 

making the transition a success in terms of 

booking follow-up care. One person WISHed 
THe aTTendIng PHYSICIan Had Been THere aT 
dISCHarge TIMe TO anSWer queSTIOnS – many 

of which went unanswered – and another won-

dered if hospitals could provide dISCHarge 
HandOuTS FOr CaregIverS.

Need for patients to be updated 
about their own files
As figure 7 shows, only about half of the re-

spondents felt they were kept abreast of what 

was in their own health information files.

“ When my sister had her 
stroke (in)Sept 2010 she was 
in hospital then in rehab, 
then in a nursing home, and 
she had the residence doctor.  
When she was released be-
cause ..I decided to take care 
of her 24/7, we had no doctor 
because the nursing care 
doctor does not follow the 
patient outside of the place. 
Her previous doctor (secre-
tary) told us she was dis-
charged and she was the 
nursing home doctor’s pa-
tient.   Well I took it upon 
myself to find a doctor and 
found one but then her fam-
ily doctor said that she was 
her patient and that she Had 
to return to him.  My sister 
was very stressed out about 
that because she was happy 
to get a lady doctor and her 
family doctor is not compas-
sionate and does not follow 
up on blood work and is very 
cold. She is stressed from one 
visit with him and is exhaust-
ed from the trip to see him. 
Ontario caregiver via the online “Storybook”
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FiGUrE 7: my healthcare workers do a good 
job of communicating and sharing my health  
information with me (and my caregiver).  (N=90)
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3. 
THE COMMUNICATION DEFICIT 
Loud and Clear: Communicate early, often and 
well – provider to patient/caregiver, provider to 
provider, system to system.   

Communication involves everything from specific information 

to the most general. As one participant stated, “What would 

have helped me is a guide on how to find my way around the 

system.” The government, she said, should Send a guIde TO  
everYOne On THeIr 65TH BIrTHdaY.    

And there’s the question of how information is conveyed.

We heard stories about communication problems and commu-

nication breakdown at all levels – person to person, facility to 

person, system to system.

One of the most frequent themes in participants’ stories was 

unsatisfactory communications they had with healthcare 

providers. What they wanted from their healthcare experience 

was to be treated with respect, to have their preferences about 

care options taken seriously, and their feelings acknowledged. 

A perception, among patients, that their  
healthcare providers aren’t listening
This was the most frequently mentioned communication prob-

lem, contributing to many people’s negative transition experi-

ences. It crossed different locations and types of transitions, 

ranging from one participant whose requests for pain relief 

seemed to go unheeded in hospital, to another whose doctor 

didn’t seem interested in her views on what kind of care should 

come next. 

If providers fail to listen adequately when patients request a 

healthcare preference or describe their symptoms, needs or 

goals, how can we expect healthcare transitions to be positive, 

or even successful? What’s required is respect, and acknowl-

edgement of people’s rights as patients. As one participant 

suggested, “What’s missing is a lIST OF PaTIenTS’ rIgHTS!”

“ More explanation of 
my medical condi-
tion would have 
greatly improved my 
experience at both of 
these hospitals. The 
handbooks prepared 
by the Heart and 
Stroke Foundation (or 
by other organiza-
tions for other dis-
eases) need to be 
given to caregivers 
and patients imme-
diately at the various 
transition points.” 

Ontario senior via the online 
“Storybook”
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The following story comes from London,  

Ontario: 

“My husband has had a problem for the last 

year and a half: an infection in his legs. He’s 

on a drug that wrecks his immune system to 

treat his leg infection, so it means he often 

gets sick. He’s had three major infections in 

the last year, the last time with a bladder infec-

tion. As a result, all of a sudden he found he 

couldn’t get up. He was in the bathroom much 

of the night, frequently having to pee; but he 

couldn’t get up in the morning. I took a urine 

sample to the doctor and she confirmed that 

it was a bladder infection. The next day, he 

was walking to the bathroom to pee but fell 

over. He’s too heavy for me to lift, so I had to 

call an ambulance.

“The hospital called next day to discharge 

him despite my requests to keep him at least 

24 hours for observation. That same night, he 

couldn’t get up again, and when he tried, he 

fell over. There were two ambulances in 24 

hours because the hospital didn’t listen to me 

and what my husband and I wanted for our 

care! This time, they kept him in for a while, 

but then sent him home again! I said you’ve 

got to keep him for more than four hours be-

cause his symptoms come and go! Eventually, 

he got better by himself and the medication 

he received.”

More respondents felt listened to than not, but 

figure 8 also shows that less than half of them 

(46.9%) agreed or strongly agreed that their 

healthcare workers were listening to them to 

understand their unique needs. 

“ My cardiologist recommended that I not take Tylenol 3’s but when 
the surgeon came to see me before discharge, I told him this and 
in front of his medical students he disagreed and said there was 
no reason I couldn’t take it. He ignored me, didn’t listen and didn’t 
change my discharge notes to reflect what I’d told him.” 
Ontario senior
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FiGUrE 8: my healthcare workers listen to  
me to make sure that they understand my 
needs.  (N=81)
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Reports of rude or insensitive  
communication 
Some participants said they’d been spoken 

to rudely by a provider or by staff at a facility 

or physician’s office. This contributed to their 

feeling of isolation and of not being support-

ed by those they turned to for help.

Desire to be treated “as a  
human being”
People said there were times when they sim-

ply wanted to feel treated “more like a human 

being” – like a vulnerable person looking to 

others for care and support. For some, this 

meant a human touch with more empathy 

and compassion – a nurse responding quickly 

to requests for help, for example, or a fam-

ily physician taking a few extra minutes to 

explain what was happening and to address 

some of their concerns.

“Hospital professionals should have provided 

me with more reassurance and more under-

standing, especially as it pertains to the pos-

sible ‘incontinence’ after a stroke.”

“My doctor told me, ‘if you don’t get bet-

ter, you’ll have to go to ...,’ which made me 

scared. I thought it was a place people go  

to die. I wish I had had a brochure [on the 

facility] at that time because it would have  

reassured me and helped me understand  

that it’s not that bad.” 

Poor communication between  
care facilities
This was another communication problem 

that created a barrier to successful transi-

tions, with patients – and their records – fall-

ing through the cracks. We heard stories of 

elderly patients simply being “lost” during 

the discharge from hospital back to long-

term care. When their caregivers called for an 

update, neither the hospital nor the long-term 

care facility could confirm the patient’s loca-

tion. In one case, a senior with dementia was 

dropped at the wrong long-term care facility 

and could not be identified.

Poor communication between 
healthcare workers
The results of our baseline-experience vot-

ing (figure 9) illustrate the potential size and 

scope of healthcare system communication 

problems at the individual level as well as 

at the institutional. Over half of participants 

(52.2%) responded that they had experienced 

a disruption in their care because of poor 

communication between healthcare workers 

and/or providers. Only one-fifth (21.1%) said 

they had not experienced such a disruption.
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FiGUrE 9: i have experienced a disruption 
in my care because of poor communication 
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Given that communication problems are 

closely linked to other problems – and are 

sometimes a source of them – the voting 

results shown in figure 10 may not be surpris-

ing. Only 36.7% of respondents agreed or 

strongly agreed that all the healthcare work-

ers involved in their care were working to-

gether well. 

Problems with record-and informa-
tion-sharing among providers
Healthcare transitions are often hampered  

by poor information-sharing across the 

system, particularly the transfer of patients’ 

medical records.

Many people described instances where their 

personal health information had not been 

transferred from one provider to another at 

the time they needed it – often between a 

family physician and a specialist. We heard of 

them waiting several months for a referral – 

then arriving to discover that the records the 

specialist needed for their assessment had 

not been transferred from the family physi-

cian, or had somehow “got lost” between the 

two offices.

We heard of similar records-management 

breakdowns occurring between healthcare 

facilities, when a patient was transferred from 

one to another – often between hospital and 

long-term care. Seniors arriving back to their 

long-term care facilities after a short stay in 

hospital sometimes found that the records 

about their treatment and discharge had not 

arrived with them. This left staff at the facility 

unaware of any changes in the senior’s health 

status or care needs.

Some people carrying their  
own medical records through  
the system
In frustration, some seniors and caregivers 

have decided to simply try to manage their 

own health information. They create packag-

es that they update – with recent test results, 
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FiGUrE 10: All the different healthcare  
workers involved in my care work together 
well.  (N=89)
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“ My family doctor has elec-
tronic health records, which 
is good, but it doesn’t seem 
to be integrated with hospi-
tals. So, specialists don’t 
have access to my records 
and the integration is not 
there.” 
Ontario senior 
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medications lists and personal health history 

– and carry them from one facility or provider 

to another, instead of relying on the system 

to transfer their information. As one woman 

said, “everYBOdY SHOuld Be ISSued THeIr OWn 
MedICal FOrMS TO Take WITH THeM.”

However, we heard of providers who refused 

to give people the copies of test results or 

other documentation that they asked for. 

Patients found this lack of cooperation hard 

to fathom.

We also heard of regrettable instances where 

providers overlooked the information even 

though it had been given to them for refer-

ence. In one participant’s case, providers 

reviewed a list of his current medications, but 

then gave him another medication that led to 

a foreseeable adverse drug interaction, caus-

ing serious health complications.

Need for a coordinated electronic 
health records (EHR) system
To solve problems with the transfer of pa-

tient records, many participants called for 

wider use of electronic records by providers 

and facilities across the healthcare system. 

They knew the technology was readily avail-

able – many were aware of electronic medical 

records (EMR) in their family doctors’ offices 

– and couldn’t see why it wasn’t being used 

to manage and transfer records on a system-

wide basis.

“ In the past four years with my husband I’ve made 11 transi-
tions. about the third transition, my daughter put together a 
sheet with all the medical information about my husband. 
That made such a big difference. When I give people that 
sheet, they have the rIgHT health history. everybody should 
be issued their own medical forms to take with them. They get 
everything right, including the medications. When I give this 
to nurses they say, ‘Oh, that’s great!’” 
Ontario senior
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4. 
THE INCLUSION FACTOR – HEY, WHAT 
ABOUT US?   
Loud and Clear: Include patients, families and 
caregivers in decisions that affect their lives and 
health.   

Transitions can have a significant impact on seniors’ and care-

givers’ lives. But participants believed this was often over-

looked by the health system and individual providers when 

decisions were being made.  

Lack of consideration for the impact transitions 
can have on quality of life
Successful transitions can lead seniors to the healthcare ser-

vices they need. But just making those transitions can have a 

negative impact on their quality of life. Some people said they 

struggled to adjust to new medications and deal with side ef-

fects, struggled to adjust to new service arrangements such as 

home care, and found travelling to appointments a challenge 

because of mobility issues. People were grateful for the care 

they received. They just wished that the system – and providers 

and workers in it – better recognized the difficulties that some-

times come with accessing this care and making care transi-

tions – difficulties that can affect other aspects of seniors’ lives.

Resource burden placed on caregivers 
Navigating transitions can also place a disproportionate bur-

den on caregivers. We heard from many of them, from across 

Ontario, that their roles involve significant sacrifice of time – 

including other family time – and money. They’re often required 

to take time off work regularly to transport seniors to and from 

appointments, as well as managing their records and medi-

cations and providing a range of services from cooking and 

cleaning to actual health services. Many caregivers told us their 

role requires financial resources, whether to pay for home care, 

medications, etc., or due to unpaid time away from work.

Caregivers understood that their role meant making sacrifices. 

Some said they would appreciate some financial assistance 

from government, and one participant said communities 

“ Since being at home 
and being a caregiver 
for my mother, I get 
nothing – no help 
with finances or 
medications. I am 
treated like an ex-
pected nonentity.” 
Ontario caregiver
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should provide training COurSeS, SeMInarS 
Or PaMPHleTS TO HelP CaregIverS and edu-

cate them in navigating the system. But most 

important, according to the caregivers we 

heard from, was this: that healthcare providers 

appreciate that caregivers’ circumstances can 

be difficult, and make greater efforts to ac-

commodate them during transitions.

This comment is from a caregiver in Dryden:

 “Our doctor was very good, but she did her 

rounds with patients at 5:00 to 6:00 a.m. and 

I can’t be there to ask questions. The whole 

time my mother was in hospital, I couldn’t get 

two minutes with the doctor. I was involved 

in her care but that role wasn’t recognized 

or valued. Because of the privacy issues, the 

nurses were reluctant to give me information 

about my mother’s care and rationale for de-

cisions. One suggestion from a nurse was to 

put a note on her chart asking that informa-

tion be passed to me too.”

Disruptive changes in home-care 
support staff and schedules 
Some seniors told us that changes in their 

home-care services made transitions even 

more challenging. They said they valued 

continuity in their home help, with the same 

worker coming consistently. They developed 

relationships of trust and understanding 

through these regular visits, and coordinated 

other aspects of their lives around the work-

er’s schedule.

Frequent shift changes and personnel chang-

es, then, were hard – and led participants to 

believe that their convenience and quality  

of life was not an important consideration  

for the service agencies. People wanted 

greater predictability and, when change had 

to happen, notice in advance.

Feelings of pressure to leave hospital
Transitions involving hospital discharge – 

these can be particularly difficult. And even 

more so when one feels pressured to leave 

prematurely. We heard of some seniors call-

ing their caregivers in distress because  

providers had threatened to start charging 

them fees if they didn’t leave.

“ I’ve been having community care for two years. I’m supposed to 
have two hours every other day.  The shift times are often changed 
by the service providers without even telling me. Sometimes they 
come late or early. It makes me want to pull my hair out. I call to 
complain and they tell me not to worry and that the time change 
has been approved. But it’s not convenient for me!” 
Ontario senior
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Need for greater involvement in 
making care decisions
Across participants’ range of experiences, 

there was an expressed need to be more 

included in decision-making about care op-

tions. For seniors, this meant having a voice 

and a say in when, where and how they 

would receive care. For caregivers, it meant 

having a greater say in care decisions that 

would affect their lives too. Some told us 

they had never been asked whether a par-

ticular care option would be convenient, or 

even possible, for them, based on their own 

personal circumstances.

Despite the voting results in figure 11, seniors’ 

and caregivers’ stories and shared experi-

ences strongly indicated that they did not 

feel adequately involved when decisions were 

being made – for example, about their next 

treatment or care placement. Both seniors 

and caregivers often found that decisions 

about health services were made without 

their input, or even their knowledge, and 

weren’t transparent to them.

“ Medication dosage and medication 
prescribed was sometimes changed 
without my real understanding as to 
what was being prescribed and why.” 
Ontario senior 
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Lack of transparency about how 
decisions are made 
Participants told us they often don’t under-

stand how decisions are made about their 

care – who gets to make them, based on 

what criteria and using what information. As 

patients, seniors want to understand what 

medication or treatment they’re receiving 

and, if it is changed, why. 

One area of significant dissatisfaction: wait 

list management for long-term care and 

other services. Many believed that these lists 

were not managed transparently, and point-

ed to instances where they felt they’d been 

treated unfairly by others “jumping ahead” 

of them in line.

“ My wife was here in long-term 
care in the hospital for a year. 
She was supposed to be trans-
ferred to the Manor nursing 
home. I assumed that the 
hospital was managing a wait-
ing list fairly for admission to 
the Manor home. But I know 
there are five couples who 
have bypassed my wife for 
admission to the home. This 
lack of knowing about a time-
line makes me feel insecure 
because we don’t know when 
the transition is going to hap-
pen. I don’t know where I 
stand. am I 35th in line?   Sec-
ond in line? am I even in line?” 
Ontario senior and caregiver

PartiCiPants adding to their stories in writing
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5. 
ISSUES OF EQUITY    
Loud and Clear: Don’t let people who are facing 
barriers fall behind.   

People expressed concerns about healthcare transitions for  

the most vulnerable – i.e., seniors without caregiver support 

and those with cognitive deficits or mental health problems. 

They told stories in which these seniors faced greater barriers 

than others when navigating transitions, and, in some  

concerning instances, appeared to receive lower-quality care.

Concerns about seniors with cognitive and 
mental health challenges
These seniors face additional barriers as they navigate the 

health system. They rely on their caregivers – some of whom 

we heard from – to accompany them through every step,  

being on hand to give vital information to providers. 

Some of the caregivers described a situation when they weren’t 

available or present; the senior made a transition alone, resulting 

in confusion and uncoordinated care. These caregivers speculat-

ed – as did other participants – that transition challenges of this 

type might increase as the province’s population ages.

We also heard stories from participants who had seen seniors 

with these health conditions receiving what seemed to be 

“ My mother also can’t 
remember what 
health workers tell her 
so she can’t pass that 
on to me, her caregiv-
er. One time, I wasn’t 
allowed to travel to 
Thunder Bay with my 
mother and when she 
arrived, she couldn’t 
remember what was 
wrong with her, so she 
couldn’t tell the hos-
pital staff and I wasn’t 
there to help!” 
Ontario caregiver

a PartiCiPant at the toronto engagement desCribing her exPerienCe 

through an interPreter, PiCtured leFt
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lower-quality care. Participants recognized that 

these seniors may present unique challenges, 

but there was a belief among many that they 

weren’t treated with the same degree of re-

spect from staff. In some stories, these seniors 

were left in distress longer, after requesting 

assistance; in others, they were spoken to in a 

patronizing tone, as though they were children.

Worries about consequences  
of complaining
We heard of more than one situation where 

the caregiver of a vulnerable senior – i.e., one 

with cognitive or mental health challenges – 

was unhappy with the senior’s treatment but 

didn’t complain for fear of making it worse. In 

a troubling observation, these participants told 

us they were worried about repercussions, es-

pecially when they weren’t present to observe 

things first-hand.

Double vulnerability – alone, and 
with cognitive or mental health 
challenges
People wondered how seniors with capacity 

deficits would cope with transitions if they 

didn’t have a caregiver or family or friend sup-

port. Who would coordinate their care, take 

them to appointments and advocate on their 

behalf?

Advocacy – linked to better  
transitions for all seniors 
Caregivers told us that advocacy was the 

most important aspect of their role in try-

ing to ensure a positive transition experience. 

This meant arranging and managing appoint-

ments and records, “pushing back” against 

roadblocks, and taking whatever steps they 

felt were necessary to get their loved ones the 

desired or required care. Seniors without a 

caregiver echoed the importance of advocacy. 

“ In long-term facilities, as long as 
people are cognitively capable they 
get respect from health workers. 
When they aren’t capable they aren’t 
treated with respect, and get patron-
izing treatment from staff. There 
seems to be a line there, about ca-
pacity and respect, and that seems 
to be a real concern. It’s when people 
are at their most vulnerable that the 
level of care gets lower, as well as the 
treatment as a human being.” 
Ontario caregiver

“ My mother … I don’t know 
what she would have done 
without me as an advocate 
and helper to navigate 
through the system. We had 
to explain her care and what 
was going to happen to her 
next. at the end of the day, 
seniors with chronic health 
conditions need to have an 
advocate in order to make it 
through.” 
Ontario caregiver
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They suggested that those who don’t have a 

support network must be prepared to advo-

cate on their own behalf.

There was broad consensus that advocacy – 

whether a caregiver’s, or one’s own – leads to 

a better transition experience. It helps ensure 

that steps will be explained to you, and helps 

bring problems to a providers’ attention to get 

solved.

But some people 

cautioned that 

providers can be 

uncomfortable 

with strong advo-

cates, especially 

caregivers. They 

said providers 

aren’t used to 

people who ask 

questions, express 

disagreement and try to manage a senior’s 

transition on behalf of the healthcare system.

Seniors advocating on their  
own behalf
This meant taking greater ownership over  

their own healthcare journey – following up  

on referrals and test results instead of as-

suming it was being done for them; asking 

questions; voicing disagreement if a provider 

proposed a care option they didn’t like; and 

speaking up when unhappy with the quality  

of care received.

Barriers to care
Some participants said seniors with chronic 

health conditions face more barriers than 

other patients do when navigating transitions. 

Some barriers are obvious, such as physical 

accessibility issues, but participants told us 

that financial barriers were more difficult for 

them to overcome.

seniors at the toronto engagement

“ Caregivers have to be 
relentless, organized 
and an advocate both 
for yourself and the 
person you’re caring  
for all the time.” 
Ontario caregiver

“ Patients need to Be PrOaCTIve. 
don’t sit back and wait.  
advocate on your own behalf.  
Be informed, learn the options.” 
Ontario senior
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For example, travelling alone to appointments 

can be expensive, whether it involves taxi fare 

or parking fees at a facility.

Some people, including providers, may see 

these costs as acceptably low. But participants 

reminded us that seniors with chronic health 

conditions are often on very modest incomes. 

Any additional or unexpected costs can be 

hard for them to afford.

Geographical and cultural challenges
Participants in northern Ontario said they 

often have to drive three or four hours each 

way for an appointment. And seniors and their 

caregivers in small communities spoke about 

another challenge: finding a family physician 

who will stay there long enough to get to 

know them and help them through ongoing 

transitions.

At the Toronto multilingual dialogue, people 

spoke of linguistic and cultural obstacles to 

navigating transitions. Language barriers be-

tween patients and providers can be challeng-

ing, but some facilities are making effective use 

of translation machines 

and human interpreters. 

However, cultural barri-

ers may remain. Some 

seniors told us they 

don’t feel respected by 

providers who don’t 

speak their language.

Caregiver challenges around  
legal issues
Caregivers spoke of legal complications that 

had created communication problems for 

them at transition points. Even some with 

documented Powers of Attorney were refused 

convenient access to information – instead of 

getting it over the phone, they had to travel to 

the facility and see the provider in person.

This represented a needless barrier in their 

attempts to help their loved ones get the 

best care and experience and to balance their 

caregiver roles with social, work and other 

commitments. 

“ I have to go to different places for 
appointments. It’s painful and I have 
to take a taxi, which is expensive.” 
Ontario senior

“ Some seniors don’t feel respected or listened 
to by their gPs because of language issues.  
This is true for Chinese Canadians.” 
Ontario senior

“ I am on record as the Power of 
attorney (POa) and my father 
has given his consent but yet 
they tell me when I call, ‘We 
can only give you limited info 
on the phone.’ Must I always 
take time off work to hear what 
is going on?  Why does it have 
to be so difficult to have com-
munication for which I am 
legally appointed to have?” 
Ontario caregiver
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POINTING TO THE POSITIVES 
Our main goal in Loud and Clear was to learn 

more about the challenges faced by seniors 

with chronic health conditions and their care-

givers when navigating transitions in Ontario’s 

healthcare system. But we also wanted to know 

what went well. Despite the challenges, seniors 

and caregivers acknowledged and celebrated 

the people and processes that made for a good 

transition experience. These stories were often 

marked by the compassion, professionalism 

and dedication of healthcare providers.

On navigating transitions 
Some participants said it seemed as if the 

health system was mobilizing and wrapping 

around them to provide the services they 

needed, and taking them step by step on 

their care journey. One man said that after 

he suffered a stroke, the system “sprang into 

action” and provided him with integrated, 

high-quality care.

On treatment from health providers 
A positive experience with a health provider 

can make all the difference to patients trying to 

find their way through the healthcare system. It 

may be a moment of compassion, or a few ex-

tra minutes a provider spends to help them feel 

reassured. It may well be the part of the health-

care experience that they remember most. The 

positive experiences we heard about usually 

included a feeling, on the senior’s or caregiver’s 

part, that their voice and opinions had been 

heard. In short, that they had been treated like 

a human being. This engendered feelings of 

trust, as conveyed in the voting results in fig-

ures 12 and 13: 
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On team-based care 
People were especially positive about nurse 

practitioners and nurse practitioner-led clinics. 

To quote one participant in Dryden: “Seeing 

nurse practitioners works really well. It’s been 

a really big help for us. We can always get in 

to see one and they call a doctor right away if 

they need to.” To quote another participant, in 

Timmins: “Some people think that nurse prac-

titioners are a solution for the problems in the 

healthcare system.” 

“ In my journey, my workers have been great. I was 
recently diagnosed with [early stage] melanoma.  
Because of my great relationship with my providers, 
I had surgery within 24 hours so I could still go on a 
pre-booked vacation. I feel respected. Perhaps be-
cause they listened to me and what I wanted. I love 
the healthcare that I get when my problems are rela-
tively minor. a doctor recently took a lot of time to 
explain cancer to me so I don’t worry as much. Wish 
I’d had this seven years ago when I first learned I 
had cancer!” 
Ontario senior
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The engagement that fueled this report was 

the first step in a trajectory that will take us 

further. It will take us into one Ontario com-

munity, starting this summer, to support an 

experiment that we believe will improve tran-

sitions in healthcare and introduce to Ontario 

the benefits of building patient and caregiver 

participation into the re-design of health 

services. That’s the essence of The Change 

Foundation project called PATH – Partners 

Advancing Transitions in Healthcare: A first 

with Ontario patients. One of the first things 

we’ll do is elicit the views of local seniors and 

caregivers, as well as healthcare providers, to 

help us identify the most pressing healthcare 

transition issues in the community. That way, 

we’ll know which ones to tackle together. 

 

Before we get there, we will have heard from 

health system leaders – the stewards and 

stakeholders of Ontario’s healthcare system 

– about their perceptions of the state and 

future fate of patient-centred healthcare. A 

separate report on those perspectives will be 

released before the fall. 

 

We’re not done listening – 
not by a long shot. 

4. Next Steps 
Following up on the findings 
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At the same time, The Change Foundation 

plans to continue our multi-directional con-

versations with health-system users in Ontario 

via various formats, but principally through a 

Public Engagement Panel we’ll launch in the 

fall. It will allow us to keep listening to – and 

learning from – Ontarians about what hastens 

or hinders a good healthcare experience. We 

expect to engender dialogue between our 

PATH community partners and our panel, and 

will turn to our panel to debate the value and 

practicality of the latest thinking and initia-

tives emerging from system leaders. We will 

frame relevant and timely questions for discus-

sion and deliberation – questions to which we 

genuinely want answers. 

 

We will bring together all the players who’ve 

brought our strategic plan to life – health-

care’s stewards, stakeholders and users – for 

a capstone summit to discuss the merit and 

meaning of our work and to arrive at recom-

mendations for change. But first, we’ll once 

again go back to seniors and caregivers in 

Ontario to engage with them about navigat-

ing the province’s healthcare system. Has the 

yardstick moved? Has the journey improved? 

Is the destination different? We will also 

check in with the health system leaders to see 

if progress has been made in how our health-

care system serves those who spend a lot of 

time working their way across it.  

 

We began our engagement with the belief 

that the lived realities of those who rely on a 

host of healthcare services and supports are 

worth listening to. Their experience is their 

expertise and our evidence – an essential 

element in understanding the efficacy and 

impact of our healthcare system.

 

To those experts – the seniors and caregivers 

who gave us their time, energy and stories so 

that together we could learn how to improve 

people’s healthcare experience in Ontario – 

we offer our thanks. As we carry their Loud 

and Clear messages into future projects and 

add it to our bank of healthcare-system and 

public-engagement knowledge, we promise 

that their stories and insights will be shared 

widely. They have become part of our evi-

dence to incite change.
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Appendix A.   
List of Events and Locations 
A full explanation of the criteria used to select event locations can be found on page 19.

Clockwise from top left:  

   Dryden,  

   Timmins,  

   Ottawa,  

   Peterborough,  

   Toronto,  

   London 

5. Appendices 

Event Location Venue

Pilot Ottawa Bruyère Continuing Care

Conversation Guide Focus Test Ottawa The Palisades Retirement Residence

Core Engagement Event 1 Dryden Patricia Gardens Supportive Housing

Core Engagement Event 2 Timmins Timmins and District Hospital

Core Engagement Event 3 Peterborough Canterbury Gardens Retirement Residence

Core Engagement Event 4 London Kiwanis Seniors Community Centre

Core Engagement Event 5 Toronto Community Room, Residence,  Regent Park
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Appendix B.   
Engagement Methodology 

Strategy and planning
We reviewed and considered different en-

gagement instruments, ranging from large-

scale town hall meetings to targeted key 

informant interviews, but decided on an 

approach using a complementary blend of 

in-person community-based conversations, a 

webinar dialogue and online engagement. This 

approach, using these instruments, provided 

the team with multiple channels for gathering 

data, and participants with differing options 

for sharing their stories.

Pilot events
To test our engagement approach, early de-

signs of the research instruments and, indeed, 

the underlying assumptions of our overall 

strategy, we held pilot events with seniors and 

caregivers. First, an in-person conversation pi-

lot, held in Ottawa in partnership with Bruyère 

Continuing Care, which offers rehabilitation, 

long-term and palliative care at facilities in Ot-

tawa; and, second, our webinar held in con-

junction with several healthcare organizations 

in different parts of Ontario.

Source: Ascentum’s Engagement Planning Methodology

Strategy & 
Planning

Design & 
Development

Implementa-
tion

Analysis & 
Reporting

Evaluation & 
Lessions 
Learned
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While the pilots allowed us to gather par-

ticipants’ stories and ideas about transition 

experiences, they also offered some important 

process learnings about where, when and how 

to effectively engage seniors with chronic 

health conditions and their informal caregiv-

ers. We learned or confirmed that:

•  the preferred engagement timing was im-

mediately following the lunch hour. This was 

identified as the most accessible and user-

friendly time of day for participants – whether 

caregiver friends or family, or seniors.

•  the maximum duration for engagements 

was 2.5 hours. The pilot went slightly longer, 

and some seniors with chronic health condi-

tions struggled to stay actively involved to 

the end.

•  a community-based care facility, with meet-

ing rooms and appropriate accessibility 

features, was a highly suitable venue for  

the event. Participants familiar with the 

building are comfortable in an environment 

they know.

•  an informal atmosphere that is open and 

accessible is best – it helps participants feel 

welcome and relaxed.

•  due to some participants’ hearing problems 

or reduced ability to speak loudly, micro-

phones proved to be essential for both 

participants and facilitators. This ensured 

that everyone could take part equally in the 

dialogue.

•  a medium-sized group of 15–25 participants 

is large enough to provide an adequate 

range of perspectives and experiences,  

but small enough to allow everyone to  

participate and to maintain an intimate  

environment.  

Each of these findings from pilot events was 

incorporated into the process design for the 

core engagement events.

A partnership approach
In identifying and inviting potential partici-

pants, we worked closely with our partner or-

ganizations (listed under Acknowledgements) 

to develop a “reflective sample” – one which, 

while not based on a randomized, represen-

tative approach, would provide a group of par-

ticipants that reflected the age, language and 

cultural diversity of each location. This gave us 

an overall sample of participants that similarly 

reflects the diversity of the senior and care-

giver populations in Ontario.

Design and development
As described in the report, we created and/or 

used various research instruments to gather 

data in the form of participant views and 

stories. 

Electronic voting keypads
The voting keypad is a relatively new and inno-

vative engagement tool, the use of which can 

use a brief explanation here. We asked par-

ticipants to respond to ten statements (listed, 

with results, in the Findings section of the re-

port and in Appendix D.). They could indicate 

their level of agreement or disagreement, on 

a Likert scale, or choose an “I don’t know” op-

tion. All voting was optional and anonymous.

Implementation
With pre-launch strategy, planning, design and 

development activities completed, the core in-

person engagement events were held and the 

website opened for participation.  
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The timing was planned to hold the in-person 

events in the late autumn to allow for partici-

pant recruitment after the summer vacation 

period, and to ensure that subsequent events 

were held before winter weather arrived that 

would have acted as a potential barrier to 

physical participation for seniors with chronic 

health conditions.

Analysis and reporting
As noted in the report, our qualitative analy-

sis was conducted using QSR NVivo. See Ap-

pendix E, Qualitative Data Coding Frequen-

cies, for details.

Evaluation and lessons 
learned
The seniors and caregivers engagement is the 

first in the Foundation’s engagement series, 

initiating the strategic plan’s implementa-

tion; other phases and projects will follow 

and continue through to the end of the plan, 

in 2015. We are committed to evaluating our 

work and to sharing our lessons with the 

growing field of engagement.  

As noted in the report, our team involved 

participants in evaluating all aspects of the 

engagement, and the Foundation will also be 

conducting a more formal evaluation of the 

project and plans to conduct a series of key in-

formant interviews with participants and staff.

For results of participant evaluations, see Ap-

pendix F, Evaluation Data Table; for our initial 

thoughts on the project’s successes and les-

sons, drawn from participant evaluations and 

our own reflections, see Appendix G, Process 

Design Learning.

Timeline Research Steps

September  

and October

Participant identification and recruitment

November and  

early December

Core in-person engagement events held   

(Dryden, Timmins, Peterborough, London and Toronto)

Engagement website launched

January Field research concluded

Quantitative and qualitative data analysis

February Development of engagement reports
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Appendix C.   
In-Person Event Agenda 
Note that start and end times varied slightly across events based on meeting-place  

availability.

Appendix D.   
Keypad Voting Data  

Time Activity

12:15 - 12:30 Arrival and registration

12:30 - 12:45 Welcome and introductions

12:45 - 12:55 What do we mean by “transitions” in the healthcare system?

12:55 - 1:45 Discussion Topic 1: Your experience finding your way across the 

healthcare system

1:45 - 2:25 Discussion Topic 2: How your relationships with people affected 

your experience

2:25 - 2:30 Closing

2:30 - 3:00 Tea Party Social (optional)

I have had problems navigating a  
transition in the healthcare system.

Strongly Disagree 6.3%

Disagree 9.5%

Neutral 24.2%

Agree 24.2%

Strongly Agree 31.6%

I Don’t Know 4.2%

I can easily navigate through the  
healthcare system to find the answers  
I need to take the next step in my care.

Strongly Disagree 22.7%

Disagree 26.1%

Neutral 9.1%

Agree 28.4%

Strongly Agree 6.8%

I Don’t Know 6.8%

(N=95) (N=86)
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My healthcare workers do a good job of 
communicating and sharing my health  
information with me (and my caregiver).

Strongly Disagree 13.3%

Disagree 21.1%

Neutral 22.2%

Agree 25.6%

Strongly Agree 10.0%

I Don’t Know 7.8%

All the different healthcare workers  
involved in my care work together well.

Strongly Disagree 16.9%

Disagree 21.3%

Neutral 22.5%

Agree 28.9%

Strongly Agree 7.8%

I Don’t Know 2.2%

I trust the healthcare workers involved  
in my care.

Strongly Disagree 5.8%

Disagree 16.3%

Neutral 19.8%

Agree 47.7%

Strongly Agree 9.3%

I Don’t Know 1.2%

I have experienced a disruption in my  
care because of poor communication  
between healthcare workers.

Strongly Disagree 6.7%

Disagree 14.4%

Neutral 16.7%

Agree 28.9%

Strongly Agree 23.3%

I Don’t Know 10.0%

People in the healthcare system do a  
good job of treating me as a human being.

Strongly Disagree 9.5%

Disagree 11.9%

Neutral 10.7%

Agree 50.0%

Strongly Agree 15.5%

I Don’t Know 2.4%

My healthcare workers listen to me to  
make sure that they understand my needs.

Strongly Disagree 7.4%

Disagree 21.0%

Neutral 24.7%

Agree 40.7%

Strongly Agree 6.2%

I Don’t Know 0.0%

(N=90)

(N=89)

(N=86)

(N=90)

(N=84)

(N=81)
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Appendix E.   
Qualitative Data Coding Frequencies Using NVivo  

Themes and sub-themes, by frequency # of mentions

Primary care disconnect: broad challenges with transition experiences. SUM = 59

a) Mistakes, disagreement with diagnosis or treatment course 14

b) Health system map or guide for seniors and caregivers 7

c) Transition problems associated with primary care 6

d) Short appointments leave patients with outstanding health complaints 6

e) Absence of or ineffective follow-up on referrals 4

f) Wait times... 4

• At the emergency department 7

• For long-term beds in the community 2

• To see specialists 6

g) Duplication and wasteful use of resources 3

h) Suggestion for case managers to support transitions 2

Healthcare workers involve me in making 
important decisions about my care.

Strongly Disagree 4.7%

Disagree 19.8%

Neutral 24.4%

Agree 39.5%

Strongly Agree 8.1%

I Don’t Know 3.5%

I leave my appointments with a clear un-
derstanding of what’s going to  
happen next in my care.

Strongly Disagree 12.8%

Disagree 17.4%

Neutral 18.6%

Agree 36.0%

Strongly Agree 9.3%

I Don’t Know 5.8%

(N=86) (N=86)
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Patient records and information sharing among providers                        SUM = 44

a) Need for better information sharing among providers 12

b) Communications between healthcare facilities 11

c)
Some seniors and/or caregivers bring their own health records as they 

move through the system
8

d)
Challenges with legal issues that face caregivers in caring for their loved 

ones
7

e) A need for a coordinated electronic health records system 6

Communication with patients SUM = 34

a) Patient perception that they are not being listened to by providers 20

b) Desire to be treated more as a ''human being'' 7

c) Reports of insensitive communication from providers 6

d) Need for better information made available at discharge 1

Concerns over transitions and quality of care for the most vulnerable seniors SUM = 24

a)
Concerns about the experience of seniors with cognitive & mental health 

challenges
11

b) Those with no caregiver 7

c) Worries about consequences of complaining 4

d)

Concerns among some seniors and caregivers that relate to seniors’ vul-

nerability and associated reluctance to complain about particular health-

care experiences

2

Confusion facing seniors on the next steps in their care journey SUM = 21

a) Fear from not knowing what’s happening next 12

b) Confusion about what happens next in seniors' care journeys 7

c) Uncertainty about care options available 2
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Positive experiences with transitions and care services received SUM = 20

a) Positive experiences navigating transitions 11

b) Positive experiences with provider treatment 9

Impact of transitions on the lives of caregivers and seniors SUM = 17

a)
Changes in home-care support staff and schedules are disruptive  

to seniors
3

b) Feeling pressured to be discharged before ready 3

c)
Lack of consideration of the impact transitions can have on seniors’ qual-

ity of life
2

d) Resource burden placed on caregivers and seniors 1

• Financial resources 6

• Lack of sensitivity to circumstances of seniors and caregivers 1

• Time 1

Involving seniors and caregivers in decision-making about transitions SUM = 10

a) A lack of transparency about how decisions are made and what to expect 3

b) Communication between providers and caregivers 3

c) Little attention paid to caregivers’ experience and knowledge 2

d) Need to involve seniors & caregivers more in making care decisions 2

Challenges in accessing the desired experience from Community Care  

Access Centres (CCACs)
SUM = 9

Advocacy associated with better transition experiences SUM = 8

a) Advocacy linked to better transition experiences 7

b) Seniors advocating on their own behalf 1

Barriers to care 6
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Specific geographical and cultural challenges SUM = 6

a) Minority languages 2

b) Northern Ontario 3

c) Physical barriers to care 1

Strongly 

Agree Agree Neither Disagree

Strongly 

Disagree

I Don’t 

Know

I valued being part of today’s  

discussion.
60.5% 37.0% 1.2% 1.2%

I had enough information about The 
Change Foundation before our event 
today to understand why we are here.

33.3% 43.2% 6.2% 9.9% 2.5% 4.9%

The Conversation Guide was helpful in 
preparing me for the discussion.

42.0% 44.4% 6.2% 3.7% 1.2% 2.5%

The discussion questions were clear 
and helped me tell my story.

46.9% 45.7% 6.2% 1.2%

The facilitators did a good job of 
managing the discussion so that I 
could share my story.

63.0% 32.1% 2.5% 2.5%

I understand why The Change  
Foundation wants to hear my story.

44.4% 53.1% 1.2% 1.2%

I think that by sharing their stories, 
patients and caregivers can help 
change Ontario’s healthcare system 
for the better.

39.5% 50.6% 3.7% 2.5% 3.7%

Appendix F.   
Evaluation Data Table
Immediately following each engagement session,  participants were asked to evaluate the event 

by indicating their agreement or disagreement with a short series of statements. Aggregate 

results across all sessions are provided in the table below.

(N=81)
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Appendix F.   
Process Design Learning
Drawing from participants’ feedback from their written evaluations and our own reflections, this 

final section offers some thoughts on process successes and lessons. 

What worked well from the participants’ point of view 

Participants’ written feedback (completed immediately following the events) on what they liked 

most about the event clustered around two key response categories: 

Other positive process elements identified by the participants: 

Conversation Guide: useful aid in preparing participants for their dialogue   

In addition to the two key points in the above table, participants (over 96% of those completing 

the evaluation) found the Conversation Guide to be helpful in preparing them for their discus-

sion. When participants were asked if they had reviewed the document prior to the session, 

most replied affirmatively – and their familiarity with the transition concept bore this out. Their 

pre-review of the guide contributed to a more informed dialogue. 

Electronic voting keypads: an effective tool to engage participants and focus discussion 

Seniors and caregivers responded well to the use of electronic voting keypads to probe key 

questions. The keypads proved to be an effective method of quickly gauging the views of the 

room and focusing discussion on issues that elicited divergent and/or strong perspectives. 

Concerns about this demographic’s capacity to interact with keypad technology proved to be 

unfounded. As one participant noted in the evaluation form: “The question and answer with the 

remotes saved a lot of time in getting input.”

Theme Examples 

Sharing: contributing their own  
stories and hearing other participants’ 
experiences 

“Listening to others’ stories; opportunity to share, fact  
that your Foundation cares about improving the ‘system’"  
(Peterborough participant) 
“The sharing of events in the journey of aging … knowing 
that we are not alone in these events”  (London participant)

Learning /increasing understanding 
about Ontario’s healthcare system 

“ very interesting and informative” (Dryden participant) 
“greater understanding of the Ontario healthcare system” 
(Toronto participant)
“… learning time” (London participant)
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Social tea at the close of the session 

While feedback on this feature was not solicited in the participant questionnaire, the large num-

ber of seniors and caregivers who participated in the social is a good indication of their interest 

in the topic and comfort with the session. Though the tea was scheduled for 30 minutes, typi-

cally participants remained beyond this time and continued to share perspectives and stories 

about their transition experiences.  

Suggestions for improvements 

In response to the evaluation question – What could have made today’s event better? – seniors’ 

and caregivers’ feedback clustered around two main points. The first was their desire to have 

had an even larger group of seniors participating in the session (though some did recognize 

that a larger group would have made it harder for all voices to be heard in plenary). The sec-

ond point was about having more time to discuss the key issues in smaller groups. In particular, 

some expressed a desire for additional time to provide “more input about ideas about how to 

improve the system.”  

Session duration is always a challenging issue in planning process design – and this was espe-

cially so with this demographic. Mindful of the geographic realities and physical and mental 

constraints facing seniors with chronic health conditions, the decision was made to host a two-

hour session with a social afterwards. Upon reflection, this was ideal for many but not all of the 

seniors and caregivers. Some would have preferred a longer session with a break in the middle. 

On the other hand, some who were frail felt that the session was an optimal length – and still 

others found it to be worthwhile but taxing. In designing processes for this demographic, orga-

nizers will have to strive to find a reasonable balance between these perspectives. 

Implications for public engagement practice 

•  Importance of narrative as an input to policy and program planning   

Seniors and caregivers were eager to share their knowledge and experience through the 

channel of personal stories. Listening respectfully to their lived realities in all their diversity 

helped illuminate what works and what does not work so well in the implementation of policy, 

planning and practice related to the care of seniors with chronic health conditions. Threaded 

through their stories were insights about the disconnects in their transition journeys and prac-

tical ideas on how to overcome some of these failings. Their contributions constitute a type of 

evidence that should be taken into account in designing policy, program and practice solutions 

for seniors with chronic health conditions. 

•  Structured process 

In designing the session, it was important to respect participants’ time, and focus on the 

engagement objectives. Working in close collaboration with Ascentum Inc., we developed a 

clear structured process with well thought-out and carefully crafted questions. The design and 

questions were tested in a pilot session to make sure the process worked. 
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•  Importance of face-to-face events  

Having the opportunity to connect with peers (whether caregivers or seniors, friends or 

strangers) face-to-face, elbow-to-elbow, helps create a supportive and safe environment 

within which stories can unfold. While the availability of the website allowed for greater reach, 

this project confirmed that in-person contact is essential for this demographic. 

•  Working with local partners  

Working with local partners to secure a convenient and comfortable location; to recruit partic-

ipants and to understand the local context was invaluable in setting the stage for a successful 

engagement. Given the huge diversity of Ontario’s communities (north and south, newcomer 

and multi-generational Ontarian), tapping into local partners’ knowledge of regional and com-

munity healthcare services and support was critical. These relationships also lend credibility to 

the dialogue events.
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