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“Many areas and organizations have key performance indicators (KFls). Perhaps every area needs key human
Indicators. Are peaple achieving wellbeing? That usually means that people wiho need support are able to experience
the right balance of independence and connection for them, which will change at different times in their lives.” -
Clenton Farguharson and Alex Fox for the Social Care Institute for Excellence (2020)



Executive Summary

The team for Provincial Seniors Health and Continuing Care
(PSHCC) in AHS works to ensure older adults and continuing care
clients receive the right care in the right place at the right time.
PSHCC is developing a new strategic plan to guide their work, and
initially identified 86 potential quality indicators (Qls) to measure
the results of this work. The desire to further explore Qls that
reflect a citizen perspective was the impetus for Healthy aging in
Alberta: measuring what matters. The project represented a
unique opportunity for older adults in Alberta to identify Qls
relevant to seniors’ health and/or the continuing care sector.

Through a series of engagement opportunities, Imagine Citizens
Network, in partnership with AHS and the University of Alberta,
connected province-wide with older adults with a range of
personal and caregiving experiences. The project aimed to
explore what is most important for older Albertans to understand
and know about AHS's work. What indicators are most important
and most clearly reflect project participants’
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The first phase of the project sought to

understand older adults’ and their caregivers’ experiences to remain

independent, active, and healthy in their homes and communities.
Twenty-four one-to-one interviews supported by a literature scan
revealed three factors driving eight interconnected, foundational
themes.

In Phase 2 of the project, 67 participants across
seven group conversations identified preliminary Qls within six
categories. The categories address the system, its processes, and
impact on quality of life. Quality of life was identified as the
outcome to strive for, measure, and report on. Conversations
included ethnoculturally diverse people, people with experiences of
income insecurity, people in Northern Alberta, and residents in
assisted living.



Identifying priority quality indicators

Thirty-four Ql areas were identified through analysis of project
insights. In the final phase of the project, sixteen participants
worked together from the list of 34 to identify 12 indicator areas
they felt were priorities. Additional input from ethnocultural
participants brought the total to 14. Participants said they would like
information about these indicator areas to be specific: examining
regional differences, using smaller age categories, and reflecting the
experience of unique populations.

14 Priority Quality Indicator Areas

A. Access to an integrated healthcare system where the various
parts work together (across silos) to support people in Alberta
to age well, to optimize their health and wellbeing.

B. Healthcare and community services are better integrated.

Information and communication flows smoothly across the
system, and people have access to the information they need
when they need it.

D. Access to proactive and preventative measures to support
aging well are a high priority in the system (e.g., high quality
food; programs that support mobility; memory care, heart
health, etc.; community-based home monitoring programs).

E. Access to other supports needed to remain and stay well at
home (e.g., financial supports to access needed services,
affordable housing).

F. Access to navigation support (e.g., one point of contact/single
number for information about services & programs; a
‘navigator’ with a whole person view who can help people).

G. Access to the healthcare needed, where and when its needed
(including supports needed to optimize experience and
outcomes, and individual choices regarding tele and digital
health).

H. Access to healthcare providers that have expertise in areas
important to individuals (e.qg., geriatrics, trauma-informed
care, and psychological and cultural safety).

|. People feel safe and supported in their ability to have a voice
with their care and service providers (e.g., involved in
creating and changing care plans, healthcare decision-
making, decision making that affects day-to-day life in ways
that work for individuals).

J. Careis culturally respectful (e.g., access to interpreters —
language and culture, so everyone can be listened to, heard and
understood).

K. Access to services, programs, activities, and healthcare is not
restricted because of age. Care and service providers are better
trained and supported to counter the effects of ageism given its
pervasiveness in our society.

L. People feel safe in the places where they receive care and
services and where they participate in activities (e.g., safe from
physical violence, trauma, racism, and other prejudices).

M. Attention is paid to how access to and experience with care
and services impacts quality of life (e.g., wait times for
specialists or surgeries; lack of continuity in care providers).

N. People are happy; they have a reason to wake up each morning;
they have opportunities to contribute in ways that they like;
people can express their spirituality; they feel fulfilled.

A comparison between the original Qls identified by AHS and those
identified by participants revealed priority quality categories and
indicator areas not represented in the original 86: trust, an
integrated system, access to other supports, ageism, cultural and
safety considerations, and fulfillment and happiness. These missing
areas demonstrate the opportunity for AHS to utilize measurements
that reflect the values of older Albertans.



1.0 Introduction & project background

The Healthy aging in Alberta: measuring what matters project
provided a unique opportunity for citizens to help Alberta Health
Services (AHS) identify the most important measures of quality in its
work with seniors, continuing-care clients, and their supporting
caregivers to improve health, well-being, and independence.

Imagine Citizens Network (ICN) undertook the project in partnership
with the team for Provincial Seniors Health and Continuing Care
(PSHCC) in AHS and the University of Alberta. PSHCC works to
ensure older adults and continuing care clients receive the right care
in the right place at the right time. PSHCC is developing a new
strategic plan to guide a vision where people of Alberta remain
independent, active, and healthy as long as possible in their own
homes or communities. The Quality Indicator Initiative (Qll) is part of
the strategy development and is intended to identify and select
indicators of relevance to seniors’ health and/or the continuing care
sector.

Work on The Qll began with the identification of 86 quality
indicators (Qls) — measures that help track performance and
outcomes. These Qls were identified primarily through a literature
review and structured engagement involving zone and operational
leaders, government representatives, clinicians from across the
system, patient advisors, and researchers.

To add to the administrative, academic, and clinical perspectives, it
was important to open the discussion to a larger group of citizens
(patients, supportive living and long-term care (LTC) residents, and
their families), allowing them to bring their wisdom and insight to
the process of refining the list of 86 Qls.

“It’s important to always involve people who you
are designing the service for, and not in a token
way. It’s good to see this happening.”

— Participant comment

ICN engaged with a diverse group of older adults (living at home or
in the community), and their families and caregivers from across the
province. The project aimed to capture what matters most
regarding health and well-being. It sought to reveal process and
outcome indicators that people feel AHS should use to measure its
work to support Albertans to age well. A Steering Committee
comprised of AHS representatives and others with older adult
related policy or strategic planning experience provided project
oversight.

Through the progressive engagement approach outlined in this
report, the project revealed 14 Ql areas that participants told us are
priorities.

Project objectives

e  Gainan understanding of older adults’ and their caregivers’
experiences to remain independent, active, and healthy in their
homes and communities.

e  Gainan understanding of what is most important to participants
regarding the delivery of programs and services for older adults
in their homes and communities.

e Identify focus areas or themes that are most important to project
participants, including the identification of any areas or
indicators that do not align with or are missing from the 86
short-listed indicators.

e  Develop a shortened list of approximately 15 Qls based on
participants’ priorities and perspectives.




2.0 Summary of activities & activity participants

Phase 1 = Literature scan

The ICN team conducted a literature scan to gain insight

into citizen involvement in developing Qls. The scan

found little evidence of previous work to establish Qls
with older adults and family caregivers. Most reports describe issues
of importance to adults concerning quality of care/services and
quality of life. The issues can be framed as Qls but were not explicitly
developed as Qls. Interestingly, few reports draw from interviews or
group discussions with older adults. We used any work that involved
older adults and/or their caregivers in any way to identify themes to
inform our interview guide development. More information on the
literature scan is found in Appendix A.

CLQ Phase 1 = Interviews x 24
Q Q

D D Twenty-four one-to-one, semi-structured interviews
were conducted. Participants were recruited via social
media, through the ICN newsletter, ICN partner connections and
word of mouth. Participants were from locations such as Spirit River,
Peace River, Lloydminster, Red Deer County and many areas in
between. Many were from Edmonton, Calgary, and surrounding
communities.

Many participants were between 60-74 years and brought dual
perspectives - their own experience of aging plus their experience as
caregivers. The youngest person interviewed was in their 30s, and
the most senior was 95. Four interviewees were in their eighties, and
two others were in their late 70s. Except for three, all interviewees
were women.

We connected with people who have a range of healthcare and life
experiences, including chronic iliness, income insecurity, acute care
experiences, personal loss, dementia, assisted living, home care and
long-term care experience (personal or as a caregiver).

The interviews surfaced experiences, values, and insights regarding
supporting Albertans to age well. Two ICN project team members
conducted and transcribed the interviews, collaboratively analyzed
the information, and identified common themes (see Section 4.1 for
more details and Appendix B). The themes captured from the
conversations were the foundation for the steps in Phases 2 and 3.

Twenty of the interviewees went on to participate in the next phases
of the project.

OOOOO

Phase 2 = 6 small & 1 large group conversation

E@D ICN next hosted seven group dialogues framed by the

themes captured in Phase 1. The conversations allowed
participants to dig deeper into these themes, identify Qls or Ql
categories, and identify the most critical ones. Conversations were
also an opportunity to explore what Qls might look like, enabling
preliminary comparisons with the 86 previously identified indicators.

Sixteen participants from Phase 1 were grouped into three online
conversations. ICN sought the insight of harder to reach
demographics through four additional conversations.

ICN collaborated with the Multicultural Health Brokers Co-op
(MHBC) in Edmonton. MHBC connects with isolated ethno-
culturally diverse seniors to help address their needs and to support
them through healthcare experiences. On ICN’s behalf, health
brokers speaking multiple languages interviewed ethnocultural



seniors. A group conversation was then hosted by ICN with four
health brokers and two ethnocultural seniors. The health brokers
relayed the unique experiences and needs they heard in their
interviews.

ICN also connected with Peter Coyle Place, a subsidized supportive
living residence for seniors in Calgary. Peter Coyle residents often
have experience with complex health needs and social challenges,
including homelessness. The ICN team met in person with seven (6
male) residents who are active in the residents’ council.

Additionally, the ICN team facilitated an in-person round-table
discussion with 32 assisted living residents in Edmonton. An online
conversation was also hosted with two representatives of the Family
Resident Council in Spirit River in Northern Alberta.

Based on analysis of the conversations, the team identified 34 Ql
areas separated into 6 broad categories. It was not possible to
identify specific Qls through these conversations, but priority areas
for Ql development were identified. When we use the term Ql's, we
are recommending Ql areas for indicator development or
refinement of current indicators that may be relevant (see Appendix
C for complete list of 34 Ql areas).

oWl Phase 3 = A quality indicator ranking survey &
O O O O large group workshop

DD Participants were given a survey to rank the 34 Qls
identified in Phase 2. Nineteen participants ranked their top fifteen
most important Qls. This task helped prepare participants for the
next step and provided insight into preliminary priorities.

Next, a large group workshop brought together 16 people with their
individual rankings in hand and as a reference. Working in three
break-out groups, each participant began the conversation sharing
the top three Qls they chose out of 34. The groups then worked
together to agree on 12 indicators they felt were most important out
of everyone’s choices. Choices from the three groups were
consolidated and then all break-out groups came together to discuss
a list of 17 top-ranked Qls to agree as a group on a final list of 12 (see
Section 4.3 for more details).

Phase 3 also included the participation of MCHB. A representative
completed the survey to ensure ethno-cultural perspectives were
reflected in the final Qls. Their input brought the priority Ql list to

14.
“This was hard. They are all important.”

“It was a daunting job to choose only 15.”

-Participant comments on ranking 34 Qls

3.0 Engagement activity limitations

The project team tried to connect with a diverse range of people.
However, it should be noted that despite efforts, some important
population segments are missing. First, the project encountered the
perennial problem in health care engagement of reaching men. The
project team was also unable to coordinate meaningful
conversations with representatives from the LBGTQ community.

The project did not include the voice of Indigenous People. This
omission was intentional. ICN seeks to avoid tokenism and believes



valid engagement with Indigenous People regarding healthcare
requires a targeted project co-designed with Indigenous People.
This project did not have the resources to do this. AHS looks to a
Wisdom Council that provides guidance and recommendations to
ensure AHS implements culturally appropriate and innovative health
service delivery.

4.0 Measuring what matters: what we heard

Through the engagement process, hundreds of comments were
gathered from group conversations, interviews, and a workshop.
Additionally, many participants shared insights via emails and notes.
What we heard is presented below based on each project phase.

“I didn’t really think about this until you asked
the question. It’s good to be asked.” —
Participant comment

CLQ 4.1 What we heard: Phase 1

QO O Overarching factors and themes emerged from 24
interviews. These themes, briefly outlined below,
guided subsequent group discussions, and helped

categorize and give context to emerging Qls. While the themes and

the details behind them do not represent the intended outcomes of

the project, the insights they provide rich contextual information to

an overall understanding of older adults’ and caregivers’ experiences
accessing care and services in Alberta.

Three underlying factors and values surfaced across all
conversations.

Ageism: an overshadowing factor: Systemic, ageist discrimination
sparks and permeates all themes identified. As one participant
noted, "It is embedded in the system including, the funding or lack
of it, the many reports over many years that expose the root causes
and not all that much being done about it. | see it, especially in that
we know better models for LTC but don't, for the most part,
transition to these models.”

Person-centred care/services: Interviews featured person-centred
care as a core value. Person-centred care fosters respectful and
compassionate care that is responsive to the needs, values, beliefs
and preferences of patients and their family members (For more
information visit ICN’s website). Whether interviewees articulated it
as such or not, the concept of person-centred care captured the
hope and vision they had for their own health and wellbeing and
those they care for.

Staying in one’s home: a core value & desire: Participants are
taking proactive measures to sustain their health and wellbeing and
to create a sustainable living environment where aging in place is
possible.

The three factors and values drive or contribute to eight highly
interconnected themes outlined in the table below.



Phase 1 Themes

Tablel

Access & equity

Age bias causes limitations to accessing care

Access to basic needs and community services to enable people to
stay in their own homes as long as possible

Access barriers due to location and transportation

Access to primary care providers and allied health providers
Accessing virtual care or digital health technology: some want less,
some want more

Access to opportunities to participate in the community
Accessing specialists, and their care and treatment

Accessing home care and assisted living

Accessing LTC

Cultural, physical, financial access barriers

Self-determination/agency

The opportunity to choose where one wants to live

Customized, flexible care and supports that acknowledge the
individual, their needs and their desires. Care that respects people

and their rights.

Being recognized as part of the care team and making decisions about
one’s health

Recognizing and leveraging lived experience

Choice in where, when and how one wants to die

Personal choice regarding risk tolerance (e.g., for falls)

Confidence & trust

Will the care | need be there when | need it?

Lack of confidence in the care provided in home care or in the
community and in LTC

Concern about a lack of focus on proactive health measures
Treatment of our healthcare providers is not conducive to
supporting quality care

Aging or inadequate infrastructure representative of a strained
system

The needs & role of essential caregivers

Need to be considered part of the care team

Caring for the caregiver

A huge expectation (by services & systems) for family to take on much
of the work

Continuity of care

Inconsistent providers in home care, assisted living and LTC (HCAs,
nurses, doctors, allied health)

Siloed healthcare system and lack of communication between
providers

Isolation

Isolation in LTC despite being surrounded by people
Isolation in the community

Need for fulfillment

Lack of mental health supports

Essential caregiver isolation

Honouring connection to pets

System Navigation

= Challenging to find and navigate home care solutions

The whole person & a holistic approach

= Looking at community/home supports available beyond medical




= Challenging to find community supports and activities
= Challenging navigating the healthcare system including
rehabilitation programs

and finding placement

caregivers
= More navigation education/supports needed

= Challenging navigating LTC options, negotiating choice system,

= Navigation placed primarily on the older person and their essential

= Health and wellbeing broadly defined as physical, mental,
emotional, spiritual, and economic

= Complimentary healthcare

= Prevention —need more of an emphasis on upstream approaches

ooooo 4.2 What we heard: Phase 2

G@D In Phase 2 Ql categories were identified, refined,
and merged through group conversations. A system level
category was introduced based on the acknowledgement that
the system is what drives the other indicators, therefore the
efficacy of the system should be measured. Participants wanted
to know more about how the system is integrated, and other
aspects of functionality. “It's too easy to put change on
individuals instead of the system,” said one participant.

Six broad Ql categories were outlined:

1. The system (which supports the categories below)
2. Access

3. Choice & voice

4. Experience of people-centred care and services

5. Trust and confidence

6. Quality of life

Analysis of the conversations based on the above categories
revealed 34 quality indicator areas that people felt were

important and wanted to explore further. See Appendix C for the
list of 34 categorized Qls.

4.3 What we heard: Phase 3 D0
O O O @)

Uy

Project conversations outlined above established a foundational
understanding of participants' critical values regarding the
support and care of older adults. This foundation guided deeper
exploration into what is most important for Albertans to
understand and know about AHS's work, and therefore where
AHS should focus some of its measurement efforts. What
indicators are most important and most clearly reflect
participants' fundamental values, hopes and expectations?

4.3a Identifying 14 Key Quality
Indicators

During the workshop, participants pointed out that the twelve
selected Qls, and indeed the list of 34, represent a cascade: the
system (its function and efficacy) drives the processes and
resulting health outcomes which impact quality of life outcomes.
While the list of priority Qls strongly emphasizes system-related
indicators, participants felt it was important to maintain sight of




quality of life as the outcome to strive for, measure, and report
on.

Six Quality Indicator Categories

life

) Quality of

)

People-centred
care and services

Trust &
confidence

4.3b Phase 3 Ethnocultural input

Workshop participants brought a wonderfully diverse range of
experience, but it was not an ethnically diverse group and
representatives from MHBC were unable to participate.

To ensure an ethnocultural perspective was part of the final
selection of Ql areas, a MCHB representative worked with health
brokers to rank and comment on the list of 34 Ql areas. Almost
all their rankings aligned with 12 confirmed in the workshop or
focused on general systems concerns including identifying gaps
that exist for ethnocultural seniors. However, two Ql areas
highly ranked by MCHB stood out as unique to the 12 chosen in
the workshop or ranked in the survey. These two Ql areas
focused on cultural respect and psychological safety. These were
added to the list of 12 priority Qls — bringing the total to 14
priority Ql areas.

4.3c Fourteen Priority Ql Areas

Outlined below are 14 priority Ql areas selected by participants. The project did not seek to rank them in any order but rather note them
each as significant. Included are details of the kinds of information people want in these areas.

Table 2

Top Quality Indicator Areas (and participant comments)

People want to know:

A. Access to an integrated healthcare system where the

various parts work together (across silos) to support people

in Alberta to age well, to optimize their health and
wellbeing. (System category)

How the healthcare system is connected and how it works together.
How effectively we are working across silos.

How easily can older adults, patients and their caregivers navigate
through the system.

10



Top Quality Indicator Areas (and participant comments)

People want to know:

“With my work as a family advisor and with my husband’s journey, what
| found was in the hospital or the different parts of AHS is there’s a lot of
different silos and to get the silos to talk more amongst each other is the

thing.”

“Maybe one of the things to evaluate is not so much individual, but
system and how well systems talk to each other and how well they are
integrated in different places because the reality is it’s going to be
different in Slave Lake than it is in Calgary or Canmore.”

B. Healthcare and community services are better integrated.
(System category)

“Essential health services should be available in the community where
people live for easy access. By integrating both you are looking at the
whole person to make an impact on health outcomes.”

C. Information and communication flows smoothly across the
system, and people have access to the information they need
when they need it. (System category)

“Who are you? What is your role? Who is ordering what? Why? What

happens to it? ... We need more contextual information to be part of the

care.”

“There is a big gap in the communication when it comes to ethnocultural

population at least for two reasons: language barrier; power distance
due to power and privilege on part of service provider.”

D. Access to proactive and preventative measures to support
aging well are a high priority in the system (e.g., high quality
food; programs that support mobility; memory care, heart
health, etc.; community-based home monitoring programs).
(System category)

How the system adapts to and addresses the needs of our diverse
population (e.g., by location; age group; ethnicity; physical abilities;
sex; gender identity and sexual orientation). What is the experience
of people who use the system (not just satisfaction level)?

What are the gaps in the system. What is missing? Who is missing?
What does the system map look like?

What role does AHS play in community services/programs or
community planning.

Does AHS refer people to community services/programs.

Is AHS aware of community services and programs and is it sharing
that information with patients and their caregivers.

Are patients, residents and their caregivers accessing the
information they need and how easily.

How effectively is the system communicating across silos.

What measures are taken to ensure communication barriers (e.g.,
language, hearing challenges, technology limitations) are
overcome.

What steps is AHS taking proactively to address the “tsunami” (as
more than one participant put it) of older adults who will need
support.

What steps is AHS taking to prevent health concerns.

How easy is it for older adults to take the proactive steps they would
like or need to take. Do we understand the barriers people may face

11



Top Quality Indicator Areas (and participant comments)

People want to know:

“What are we doing as a system to help people know that they need to
be active and what they need to stay healthy? | know there are all kinds
of programs but what do we know about them and how they work?”

“You try to be proactive, but you can’t. We are trying to get registered in
the system. If | fall, | would need to call an ambulance whereas if we
were registered we could get help here.”

E. Access to other supports needed to remain and stay well at
home (e.g., financial supports to access needed services,
affordable housing). (Access category)

“I know I’'m malnourished. | don’t eat properly, | know that. | just don’t
have the budget.”

“Culturally [ethnocultural seniors] family wants to take care of seniors at
home but here isn’t sufficient support available.”

F. Access to navigation support (e.g., one point of
contact/single number for information about services &
programs; a ‘navigator’ with a whole person view who can help
people). (Access category)

“We weren’t there but two days [after mother had stroke] and we were
assigned a social worker. They were excellent in providing us with
sources and helping us with paperwork.”

G. Access to the healthcare needed, where and when its
needed (including supports needed to optimize experience and
outcomes, and individualized choices regarding tele and digital
health). (Access category)

“Tomorrow you could wake up and need this and it’s not there for you.
It’s more acute as you get older... Now is not the time to get sick.”

to be proactive (e.g., by location; age group; ethnicity; physical
abilities; sex; gender identity and sexual orientation)?

* Are citizens aware of community-based monitoring options (e.g.,
community-based paramedics). What is the availability and how
often do people access them?

e Impact of delayed care on the healthcare system including capacity
and long-term costs.

e What role AHS plays in advocating for supporting social
determinants of health.

e How easily patients, residents and their caregivers can access these
kinds of supports, and how AHS helps.

e Who is falling through the gaps. What impact does that have on
individual health and wellbeing and costs to the system?

e How easy is it for patients and their caregivers to find the care, the
programs, the service, and the supports they need.

¢ What mechanisms exist to make navigation easier including for
people with physical and other barriers.

e What steps are being taken to make navigation easier.

e What roles exist to support navigation and what is their
effectiveness in terms of patient and caregiver experience.

e How easy is it to access a family physician.

e How easy is to access specialists and their care including surgery.

e What are the wait times for accessing specialist and their care.

e What are emergency wait times and transition times.

e What are the tele and digital health options for patients (particularly
in rural Alberta). Which providers make it available? Why or why
not?

12




Top Quality Indicator Areas (and participant comments)

People want to know:

“Our location is a barrier, but ZOOM has been huge. We would like to
access more with ZOOM.”

H. Access to healthcare providers that have expertise in areas
important to individuals (e.g., geriatrics, trauma-informed
care, and psychological and cultural safety). (Access category)

[Re: Primary Care] "We are at a stage where we think we need a doctor
that knows more about seniors’ care ... the kinds of problems we have.”

I. People feel safe and supported in their ability to have a voice
with their care and service providers (e.g., involved in creating
and changing care plans, healthcare decision-making, decision
making that affects day-to-day life in ways that work for
individuals). (Choice & voice category)

"Let’s have a system where the patient knows himself best.”

"The thought that the decisions for everything get taken away from you,
for me, is terrifying.”

J. Care is culturally respectful (e.g., access to interpreters —
language and culture, so everyone can be listened to, heard
and understood). (Experience of people- centred care & services
category)

"Often this is not the case, interpreters are not available, if they
do, it is on telephone that is not very effective if you come from an

e What are the barriers for vulnerable populations to access the
healthcare and supports they need and what is being done to
address these barriers.

e What transportation options exist in rural Alberta to attend
appointments.

e What is the experience of people accessing care.

o Provider/staff training conducted to gain expertise in specific areas.

e Provider/staff incentives provided to gain expertise in specific areas.

e Patient experience and impact when accessing a provider with
specialized training they need.

e What the resident, patient and caregiver experience is like in terms
of feeling listened to, being heard, respected and being part of the
care team. Are wishes respected and choices provided? Can
residents, patients and their caregivers express and actualize their
own risk tolerance?

e Do clients feel they have choice in what their daily life looks like
(e.g., when they get up and when they go to bed, food they eat,
when they bathe or shower, and how they spend their time).

e How safe do clients, patients or caregivers feel about speaking up
about their care.

e How does AHS ensure residents, patients and caregivers feel safe to
speak up about their care.

e How many interpreters are available. For which languages and how
often are they used? Are they accessible?

e Whatis the experience of people accessing interpreters and other
cultural supports.

e What training do staff and providers receive regarding cultural
safety and anti-racism. Who gets training?

13




Top Quality Indicator Areas (and participant comments)

People want to know:

ethnocultural background because estimated 75% communication is
through body language.”

"There are no culturally responsive mental health services
available. Lots of seniors are suffering from depression due to the cultural
barriers they face.”

K. Access to services, programs, activities healthcare is not
restricted because of age. Care and service providers are better
trained and supported to counter the effects of ageism given
its pervasiveness in our society. (Experience of people-centred
care & services category)

" hate it when a physician or a medical person treats you in condescending
terms, puts you down, or makes a mockery of what could happen to you...
don’t scare the shit out of me; give me the information and let me make
my own decisions.”

L. People feel safe in the places where they receive care and
services and where they participate in activities (e.g., safe from
physical violence, trauma, racism and other prejudices). (Trust
and confidence category)

"When | first came here [senior’s residence] it was a safe place. I loved it.
Now I never know if someone might hit me. ... | have been called a 'stupid
squaw.””

M. Attention is paid to how access to and experience with care
and services impacts quality of life (e.g., wait times for
specialists or surgeries; lack of continuity in my care providers).
(Quiality of life category)

"We like to hike and explore but that’s held back now because of the knee
issues. We are losing time we can’t afford waiting for it to be fixed.”

e What s the experience of patients/caregivers and residents in
regard to cultural humility, respect and understanding.

e How safe do patients/caregivers and residents feel about expressing
their culture in a healthcare environment.

e Isthere specific training to increase awareness about and to help
combat ageism? If so, who receives it?
» Experience of patients, residents and caregivers regarding ageism.

e Patient and resident experience related to confidence in safety
(note that psychological safety is as important as physical safety).

e Experience of patients waiting for care (e.g., surgeries) and the
short and long-term impact it has on their health and wellbeing.

e Impact of lack of continuity on quality of life.

e Impact of lack of voice and choice on quality of life.

e Impact of ageism in the healthcare system on quality of life.
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Top Quality Indicator Areas (and participant comments)

People want to know:

N. People are happy; people have a reason to wake up each
morning; people have opportunities to contribute in ways that
they like; people can express their spirituality; they feel
fulfilled. (Quality of life category)

"A key measurement for myself and my family is very simple ....
Happiness! We don’t care if perhaps Mom’s room didn’t get dusted that
day or her bed made, or she had a fall, as long as Mom is cheerful when we
telephone and go visit. Is she smiling? Is she excited to tell us about her
activities and interactions with friends and staff? Is she enjoying the
seasonal decorations? Is she complaining? Is she in pain? This is ultimately
what is important to us.”

4.4 What we heard: Other measurement insights

4.4a

Measuring specifically

Through all phases of the project, we consistently heard that a one-
size fits all approach to supporting older Albertans’ health and well-
being could not apply. Given that, a one-size fits all evaluation
approach cannot apply either.

Participants want to know specifics behind Qls. They want to see
measurement results that reflect:

regional, and rural and urban differences,

vulnerable populations such as those who are financially or
socially vulnerable,

specific ethnocultural differences, and

age differences provided in small ranges rather than a broad
65+ category.

How happy and fulfilled are residents and patients and their
caregivers.

What programs and services are contributing to happiness and
fulfillment.

What programs and services are available to combat isolation for a
range of demographics and locations. What is the effectiveness?

One small group discussed the focus of measurement on specific
populations. One participant noted, "I wonder about a focus on the
disadvantaged. A focus of assessment might be on those people
because | think we've been hearing that people with resources find
workarounds. Without those resources there aren’t as many
workarounds. ... Rather than trying to implement large scale
assessment of everybody, look at how they are doing with
vulnerable populations.”

“We are privileged to access what we need. But |
worry about those who aren’t.” — Participant
comment

4.4b Considering 85+
One of our most senior participants noted that those over 85 had

very specific needs to be considered and measured. "My concern is
that without weighting your responses in relation to the expansive
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demography of seniors (comprised of those 65 to over 100 years),
the holistic needs of those 85 and older will not make the cut and be
recognized in your final analysis, as this group is greatly in the
minority at approximately 10% only of the vast senior population,”
they noted.

“If you follow the thread, all through the thread
is you’ve got to hear from the people over 85.
Don’t talk to a 60-year-old. They will tell you, oh
I’m running marathons.” - Participant comment

4.4c Ethnicity matters

Multicultural Health Brokers Co-op representatives also noted that
some ethnocultural groups may encounter more healthcare and
service-related challenges than others. However, without ethnically
specific data available through AHS (i.e., what culture/country of
origin someone identifies) it is challenging to ensure programs can
respond to and be tailored to people with specific ethnocultural
backgrounds.

“If you send these seniors to mainstream long
term care, they become very lonely due to
language and cultural barriers; food and way of
life ....” — Participant comment

4.5 What we heard: Information people
want beyond quality indicators @

While the project focused on the \\\ :
identification of Ql areas, participants @
shared other information interests and

preferences that may support AHS to

communicate about its work. Participants wanted to learn more
about what AHS does and said they were interested in information
that reflects the people AHS serves - the owners of the system.

CLLES

“Id want to hear about people who are at the
centre of the issue — not just expert opinions.” —
Participant comment

Participants were interested in more information and transparency
in areas such as:

o Referral processes. How does the referral system work and
do some people get preference over others in the queue?
Does the system take individual situations into account?
How is equity ensured?

e Surgeries and wait times. How does the system work to
choose who gets what surgery and when? Does the system
take individual situations into account including your choices
when age is a consideration for the surgery? Are there any
standards for this?

e Innovation. What innovative programs or pilot programs is

AHS undertaking to support older adults, particularly those
with dementia? What are the results? Is AHS adopting any
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innovative solutions from models in other jurisdictions? Why
or why not?

e AHS's connections to programs and activities for older
adults. Participants acknowledged that there are limitations
to AHS's scope of work. But access to other supports and
services (e.g., financial supports, public transit, healthy food)
to remain and stay well at home is essential to participants.
They want to know what AHS does to connect to, be
involved in, support or advocate for, and help patients find
these services and programs.

e Provider education requirements. Does AHS advocate for or
play a role in healthcare provider education or accreditation
changes that could better prepare us for the wave of seniors
to come? What is the focus on geriatric training and
incentives to practice geriatrics?

e Decisions that affect older adults. How can older Albertans
be involved in health system decisions that affect them? Are
there other opportunities for engagement like the Measuring
What Matters project or advisory groups supported by AHS?

5.0 Comparing with 86 AHS quality indicators

As part of our analysis, we referred to the 86 priority Qls identified
prior through the AHS’s Quality Indicator Initiative. ICN undertook a
mapping exercise looking at how these 86 indicators might align
with the 34 Ql areas identified through our citizen engagement
process. We were able to map 54 of the 86 (63%) to one of these 34
areas. Note that these were not clear, direct measures, but there
was some alignment.

Of the six broad quality area categories identified through the
engagement process, there was some alignment between AHS
indicators and the Ql areas under five of the six broad categories.
We were unable to align any of the 86 indicators to the ‘trust and
confidence’ category.

We also looked closely at the 14 priority areas identified through the
Phase 3. We aligned some of the 86 indicators to eight of these 14
priority indicator areas. The six indicator areas where we cannot
explicitly align any of the 86 indicators are:
1. Healthcare and community services are better integrated
(System Category),
2. Access to other supports | need to remain and stay well in my
home (Access Category),
3. Ageism (People-Centred Care and Services Category),
4. Care that is culturally respectful (People-Centred Care and
Services Category)
5. Feeling safe (Trust and Confidence Category)
6. Fulfillment and happiness (Quality of Life Category).

It should also be noted that the AHS’s 86 mobility-related indicators
do not reflect the desire for choice that participants expressed
regarding risk tolerance (e.g., for falls).

See Appendix D for more details regarding the cross comparison of
project Qls and the preliminary 86.

6.0 Conclusion

What we heard from older adults in the Healthy Aging in Alberta:
measuring what matters project can support AHS in its strategic
planning and the development of Qls to measure the work it does to
ensure older adults in Alberta receive the right care in the right place
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at the right time. It will be critical for the AHS Provincial Seniors
Health and Continuing Care team to find ways to effectively report
back to people who live in Alberta about what they learn from these
indicators and what they will do to respond to these findings.

Project participants told us they wanted AHS to consider Qls that
provide insight into how effective the system is, how well it
communicates, how well connected it is (including community
services), and how forward-thinking it is. We heard that participants
want information about people accessing the healthcare they need,
specially trained providers, support to help people stay in their
homes as long as possible, and help to navigate the system. People
expressed the desire to understand how access or lack of access to
care impacts quality of life. The engagement process confirmed that
people want information that measures access to respectful care,
services, and choices regardless of age, cultural background,
financial situation, or language. They want to know people feel safe:
safe from harm, and safe to have a voice and choice about their care,
day-to-day activities, and living environment.

Importantly, people want to know about how all of this affects
quality of life. They want to understand how access or lack of access
to care impacts quality of life. They want AHS to demonstrate that it
is paying attention to happiness and fulfillment, whether people live
at home, in supportive living or in long term care.

“Less focus on quantity of life and more focus on
quality,” - Participant comment

They would like information about these indicator areas to be
specific — for example: examining regional differences, breaking the

broad category of seniors into smaller age groups, and
acknowledging the experience of people from ethnocultural
communities.

There is no argument that clinically focused quality indicators are
essential. Some of the 86 indicators identified through the
preceding Quality Indicator Initiative align with areas identified by
our project participants. However, people-informed Ql categories
and areas such as trust, an integrated system, access to other
supports, ageism, cultural and safety considerations, and fulfillment
and happiness are not represented.

The 14 quality indicator areas captured by project participants
demonstrate the opportunity for AHS to consider measurements
that reflect the values of older Albertans. The 14 quality indicator
areas, plus the project’s cross-comparison of previously identified 86
should guide the Provincial Seniors Health and Continuing Care
team in AHS to include values-based quality indicators identified by
everyday citizens in its evaluation measures. Gathering QI data for
the priority areas presented in this report may require connecting
directly with Albertans using qualitative approaches. But Healthy
Aging in Alberta: Measuring What Matters confirmed that Albertans
are interested in this information. Our participants care about their
healthcare system and are looking for information that reflects the
experiences of people at the core of the system and what matters
most to them.

Acknowledgment: Imagine Citizens Network would like to express our
sincere gratitude to participants from across the province who contributed to
the development of this report. You supported us with your time, wisdom, and
experience. A big thank you to all our project participants.
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Appendix A: Literature Scan

Citizen involvement in the development of quality indicators: Summary of literature scan findings

Key points

- There are very few quality indicators developed with older adults and family caregivers

- There are a few reports, where the issues and/or indicators have been developed drawing from interviews or focus groups with
older adults (i.e., qualitative research methods) OR there has been some consultation with older adults.

- These reports describing issues of importance to older adults both with respect to quality of care/services and quality of life.

- Those reports that contain standards, or specific recommendations, can often be framed as indicators.

- Given the scarcity of the involvement of older adults in the identification of key issues, and the development of corresponding
indicators, we also examined recent reports done by respected organizations with some expertise in older adult care and
support.

Key issues that emerged across these articles and reports - and that we used to inform the development of our interview guide
- include:

o creating age friendly communities, age friendly health systems, age friendly universities, etc.
= pets need to be considered in our creation of age-friendly communities
o equity, diversity and inclusion
= support spiritual, religious, cultural, sexual, gender identity
= cultural humility, cultural safety
o agency & choice, autonomy, control, empowerment [including right to live with risk]
= choice in what your day is like, including: when you get up and when you go to bed, when and the kinds of food you eat, and
how you spend your time
o dignity & respect
social isolation, loneliness, importance of meaningful relationships
ageism, elder abuse
informal and formal caregiving
person centred care; resident centred care

O O O O
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o enhanced communication (e.g., between staff and residents/clients, between formal care providers and families, between and
among different care and service providers, between different sectors, etc.
o better coordination and integration of care between primary care, Home Care and community services
o Community services/supports: transportation, housing, income, home-based services
o Use of technology to support provision of a range of services, including personal & healthcare
o living situations, housing
= choice in where one lives; if living in a facility - choice of which one, room design
= rethinking long term care
e putting an emphasis on the rights of residents, which requires a shift away from an industrial model
e quality of life is central++
e skills & training of the aged care staff providing care
e relationships between older persons and aged care staff
e Dbetter quality of food and improved hygiene and cleanliness (e.g., more showers, baths, diaper changes)
= shifting services from institution to community, enhancing community capacity

o living well and happy, including with dementia and at the end of life
o focus on prevention and wellness, getting well and maintaining wellness and wellbeing
o involvement in service planning & delivery [co-production], and the ability to provide feedback & make complaints

Addendum (literature scan process)

Older adults’ health quality indicators: Literature scan
April 2022

Key words used
Older adults, seniors, health, quality indicators, involvement, engagement, co-design

Sites searched and key findings

- UK health foundation (0)
- Social care Institute for Excellence UK https://www.scie.org.uk/
o Has a mandate for co-production

Appendix A — Literature Scan
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o Videos: Older people in the community and those living in residential care talk about what’s important in their lives, and in their care
https://www.scie.org.uk/socialcaretv/video-player.asp?v=better-life-in-the-community
https://www.scie.org.uk/socialcaretv/video-player.asp?v=better-life-in-residential-care
https://www.scie.org.uk/socialcaretv/video-player.asp?v=excellence-olderpeople
o Imagining a better future for social care beyond COVID-19 https://www.scie.org.uk/care-providers/coronavirus-covid-
19/beyond/adult-social-care/better-future
- UKIMPACT - improving adult care together (0)
o “Good support isn’t just about ‘services’ — it’s about having a life.” https://more.bham.ac.uk/impact/
o Just beginning their work, so no quality indicators developed yet
- Healthcare excellence Canada (0)
- Canadian Frailty Network https://www.cfn-nce.ca/webinars/page/7/
o Aging well report from Queens U
o https://www.cfn-nce.ca/wp-content/uploads/2021/01/Aging-Well-Queens-Policy-Studies-Final-Report-Master-
07.09.2020.pdf
o Giving voice to elderly World Café (2015)
o https://www.cfn-nce.ca/wp-content/uploads/2018/10/giving-voice-world-cafe-summary.pdf
- Age-well:
o Living through the COVID-19 pandemic
* Personas and Scenarios developed by older adults and caregivers https://agewell-nce.ca/wp-
content/uploads/2021/01/Personas Scenarios Deck Jan2021.pdf
= https://agewell-nce.ca/wp-content/uploads/OACAC Living under COVID-19 restrictions June2020.pdf
o Technology and aging at home
»  https://agewell-nce.ca/wp-content/uploads/2021/08/AGE-
WELLWhitePaper TechnologyandAgingatHome Pages.pdf

- Alberta Association of Gerontology https://www.albertaaging.ca/aag-action/
o Older Albertans Living Well (2020)
https://www.albertaaging.ca/wp-content/uploads/2020/09/AAG-Older-Albertans-Living-Well-Policy-Report WM. pdf

A future in which older Albertans are engaged, empowered and enabled to achieve quality of life through financial security, social
connectedness and access to health care in inclusive communities.

The following themes were identified by the 2020 Symposium participants [included older adults and caregivers]:
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e Person-centred care

¢ Choice, independence and empowerment

¢ _Wellness, living well and happy

¢ _Integration of health and social services, continuity of care
¢ Shifting services from institutions to community

¢ Enhancing community capacity

¢ Respecting cultural diversity

- Health Quality Council of Alberta

o The Lived Experiences of Residents in Designated Supportive Living (January to March 2020)
https://hgca.ca/dslexperiences

- Alberta Council on Aging
o https://acaging.ca/
o https://acaging.ca/about/#points [finances, health, continuing care, transportation, housing, elder abuse, ageism]

- Canadian Association on Gerontology https://cagacg.ca/
o GM hand-searched Cdn. Journal of Aging issues, both for recent frequently cited articles and all articles published in 2020-2022. Three
of interest identified:

1) Wilson et al (2018) Staying Out of the Closet: LGBT Older Adults’ Hopes and Fears in Considering End-of-Life Canadian Journal on Aging /
La Revue canadienne du vieillissement 37 (1) : 22—-31 (2018) d0i:10.1017/5S0714980817000514
“Our analysis highlights the idea that identifying as LGBT matters when it comes to aging and end-of-life care. In particular, gender
identity and sexual orientation matter when it comes to social connections, in the expectations individuals have for their own care, and
in the unique fear related to staying out of the closet and maintaining identity throughout aging and end-of-life.” (p22) - See Figure
below.

2) Tooey et al (2018). Pets, Social Participation, and Aging in-Place: Findings from the Canadian Longitudinal Study on Aging. Canadian Journal on
Aging / La Revue canadienne du vieillissement 37 (2) : 200-217 (2018) doi:10.1017/50714980818000107
“We cannot lose sight of the need to balance opportunities for all older adults to age-in-place in ways that are meaningful and inclusive.
By ensuring that pets are considered as we seek to create age-friendly communities, we might leverage the potential of both
relationships with pets and social participation to effectively promote health and well-being via aging-in-place.” (p214)
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3) TateK, Lee S, Rowe BH, Cummings GE, Holroyd-Leduc J, Reid RC, El-Bialy R, Bakal J, Estabrooks CA, Anderson C, & Cummings GG.
(2022). Quality Indicators for Older Persons’ Transitions in Care: A Systematic Review and Delphi Process. Canadian Journal on Aging /
La Revue canadienne du vieillissement 41(1), 40-54.
https://doi.org/10.1017/50714980820000446
The participants in the Delphi process component included older people, as well as family caregivers, with experience of transitions in
care. “A final set of 38 feasible indicators to measure in current practice was included. The highest proportions of indicators were for the
emergency department (47%) and the Institute of Medicine (IOM) quality domain of effectiveness (39.5%). Most feasible indicators were
outcome indicators.” (p40)

Additional references found where older adults were involved in the development of quality of care or quality of life indicators OR the
research reviewed included the perspectives of older people and/or family caregivers

These are grouped under two broad sub-headings 1) quality of care/services and 2) quality of life
1) Quality of care/services

Cleland et al (2021) What defines quality of care for older people in aged care? A comprehensive literature review
https://onlinelibrary.wiley.com/doi/10.1111/ggi.14231
“The review identified nine key themes as salient to the quality of care experience, which include treating the older person with respect
and dignity; acknowledging and supporting their spiritual, cultural, religious and sexual identity; the skills and training of the aged care
staff providing care; relationships between the older person and the aged care staff; social relationships and the community; supporting
the older person to make informed choices; supporting the older person's health and well-being; ensuring the delivery of safe care in a
comfortable service environment; and the ability to make complaints and provide feedback to the aged care organization.”

IHI (2020) Age friendly health systems http://www.ihi.org/Engage/Initiatives/Age-Friendly-Health-

Systems/Documents/IHIAgeFriendlyHealthSystems GuidetoUsing4MsCare.pdf

HSO National Long Term Care Services Standard for Canada (2022). https://healthstandards.org/public-reviews/long-term-care-

services/

From interview with Dr. Samir Sinha and Andre Picard about these new DRAFT Canadian standards for LTC (CBC - The Current, Jan
28/22)
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Samir
- What do you hear from residents?
o agency & choice, autonomy, dignity, respect
o choice re what their day looks like
o respect residents right to live with risk
Andre
- Put an emphasis on the rights of residents requires a shift away from an industrial model
- People have to embrace these new standards, and require funding and staffing to do so
- “Quality of life has been long ignored” [this emphasizes the importance of not losing site of quality of life as an important
‘outcome indicator’]

Joling et al (2017). Quality indicators for community care for older people: A systematic review https://pubmed.ncbi.nlm.nih.gov/29315325/

Older peoples’ experiences of living in a residential aged care facility in Australia (2016)
https://onlinelibrary.wiley.com/doi/full/10.1111/ajag.12325
o “The three major themes which emerged from the analysis are presented here: (i) loss of autonomy, dignity and control; (ii) valuing
important relationships; and (iii) resigned acceptance. This suggests that resident experiences still reflect the same key concerns as
identified by previous research.” (pE7)
o “the fact that they were aware that they had to trade their autonomy, independence and dignity in order to receive the care they
required is a damning indictment on the current state of residential health-care services in Australia.” (pE9)

Linda McFarlane’s personal experience: https://www.ilpnetwork.org/presentation/speaking-out-for-change-a-personal-story-
about-life-in-a-long-term-care-facility-in-alberta/

McFarlane et al (2017). Key Issues and Possibilities in Continuing Care in Alberta
https://acaging.ca/key-issues-and-possibilities-in-continuing-care-in-alberta/

Q of care and services issues (p4)

Issues cited by both groups (residents & family members, and formal care providers):
¢ Neglect, abuse and safety

¢ Quality of food (e.g., lack of choice available and nutritious options)

¢ Hygiene and cleanliness (e.g., consistency of care, such as the number of
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baths provided a week or times a client’s diaper is changed)

Theme 2: CARE

In addition to addressing the gaps/issues highlighted above, an improved continuing
care system fosters a culture of care, and examples include:

¢ Individualized care to meet diverse personal needs

¢ Enhanced communication (e.g., between staff and residents/clients,

between formal care providers and families, between and among

different care providers, etc.)

¢ More showers, baths, and diaper changes

Theme 6: COMMUNITY AND SOCIETAL ENGAGEMENT

A strong continuing care system requires the engagement of the community and
wider society, and examples include:

e Stronger presence/participation of community within continuing

care facilities

¢ Greater intergenerational exchanges

* Broader/cultural shift in societal ideas about aging, old age, and
continuing care

¢ Advocacy for system improvement by the families, residents, clients,
public, politicians, people who work in the system and union,

healthcare professional and advocacy groups

¢ Grassroots movements to facilitate such cultural change

¢ Improved and increased seniors housing and age-friendly communities

Horgan, S., Kay, K., & Morrison, A. (2020, August). Designing Integrated Care for Older Adults Living with Complex and Chronic Health Needs:
A Scoping Review. Provincial Geriatrics Leadership Office. https://rgps.on.ca/resources/

2) Quality of life

CASP-19: Measuring Quality of Life in Later Life https://casp19.com/

- CASP scoring properties https://casp19.com/casp-scoring-and-properties/

- https://www.sralab.org/rehabilitation-measures/control-autonomy-self-realization-and-pleasure-casp-19
- Focus groups and testing done with older adults, but a co-design process was not used.
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da Silva JV, Baptista MN (2019) Vitor Quality of Life Scale for the elderly: Construction. Arch Gerontol Geriatr Res 4(1): 001-008.

DOI: 10.17352/aggr.000007
https://www.peertechzpublications.com/articles/AGGR-4-107.php

Haugan, G., Drageset, J., André, B. et al. Assessing quality of life in older adults: psychometric properties of the OPQoL-brief questionnaire in

a nursing home population. Health Qual Life Outcomes 18, 1 (2020). https://doi.org/10.1186/s12955-019-1245-3

https://hglo.biomedcentral.com/articles/10.1186/s12955-019-1245-3

McFarlane et al (2017)

Qol issues (p6)

¢ Choice (e.g., lack of choice in placement/facilities, lack of choice in
meaningful activities/opportunities to engage; lack of choice while in
facilities such as design of own room to be more homelike, not being
able to decide when to wake up, eat meals, take baths, and go to
sleep and taking part in activities that are of meaning and of interest
to resident)

¢ Over-emphasis on the bio-medical model and lack of holistic/
integrated/multidisciplinary care

* Recognition and supports/resources for specific groups, including
residents who do not have a family to advocate for them,
low-income or homeless seniors, isolated seniors living independently in the
community, partners of LGBTQ residents, and younger residents

in LTC, and residents who have co-morbidities

¢ Lack of understanding of the need for intimacy (e.g., couples
separated in different facilities and little privacy to allow for intimacy
to occur)

¢ Lack of respect and dignity

Vision for improved continuing care
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Theme 1: QUALITY OF LIFE

In addition to addressing the key issues highlighted above, an improved continuing
care system puts the quality of life at the forefront; examples include:

¢ Opportunities for choice and decision-making (e.g., allow residents in

facilities to choose when to eat or to sleep)

* Opportunities for residents/clients to have a purpose, feel useful, and

be independent

» Opportunities for ongoing learning, social participation, and meaningful activities for clients/resident users of all abilities
¢ Recognition of human need for intimacy

¢ Being supported in the least restrictive setting

¢ Shift from biomedical model to holistic model of well-being

Other recent reports that may provide some useful background

Aging well report from Queens U (2021)
https://www.cfn-nce.ca/wp-content/uploads/2021/01/Aging-Well-Queens-Policy-Studies-Final-Report-Master-07.09.2020.pdf

TVN Citizen Engagement Initiative. Giving voice to elderly World Café (Kingston, 2015)
https://www.cfn-nce.ca/wp-content/uploads/2018/10/giving-voice-world-cafe-summary.pdf

MRU (November 2021). Aging and Thriving in the 21% Century: A scan of selective systems analysis of issues, trends, and
innovations vital to older adults in Canada

Farquharson, Clenton, & Fox, Alex. How would we know that an area had become asset-based? Social Care Institue for Excellence (2014)

“Many areas and organisations have Key Performance Indicators (KPIs). Perhaps every area needs Key Human Indicators. Are people achieving
wellbeing? That usually means that people who need support are able to experience the right balance of independence and connection for them, which
will change at different times in their lives. For workers and systems, KHIs will include warmth, kindness ... and dignity. Networks can be more important
than bureaucratic service structures.

At a community level, KHIs could include the extent to which local resources have been identified and mobilised, and the impact that services are having

on enabling communities to overcome vulnerability and disadvantage.”
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Appendix B: Interview Details

Phase 1: What we heard in interviews
Healthy aging in Alberta: measuring what matters

The table below provides details of the prominent and interconnected themes that surfaced in interviews.

THEME 1: ACCESS & EQUITY

Subthemes
Age bias causes limitations to accessing care

“You’re dismissed at a certain age. ... I've been told, ‘You’ll be seventy. What do you expect?’” - 65-70 yrs. participant

“After my last experience in Emerg. | came home and | said to a friend, | said: They made me feel like I’'m 73 years old, I’'m a crippled up old woman, it
doesn’t matter whether | live or die...It’s sad. Because | know I’m not that only one [that is being treated like this]...It was going downhill long before
COVID, but it definitely got worse since COVID.”

- 70-75 yrs. participant

e Accessing the care one needs or desires without encountering age bias (e.g. some felt surgeries were delayed or dismissed because of
their age and priority in the system, others cited experiences in ER where they felt older adults were triaged low due to age)
e (Care options provided should not be based on age alone. Age is not a number.

Access to basic needs and community services to enable people to stay in their own homes as long as possible

“I know I’'m malnourished. | don’t eat properly, | know that. | just don’t have the budget.”
- 70-75 yrs. participant
e Challenges accessing independent rental accommodation
e Challenges accessing services such as home care, housekeeping, meal services (incl. culturally specific), grocery delivery, wellness checks,
safe and accessible transportation, volunteer drivers
e Ageing at home and ageing well at home are two different things
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THEME 1: ACCESS & EQUITY

Access to opportunities to participate in the community

“Living well for me means having the income to access healthy food, social and recreational opportunities, being surrounded by people, having
choice and being able to contribute.” - 65-70 yrs. participant

e Exclusion from activities/programs in the community

e Exclusion from paid work opportunities

e lack of intergenerational opportunities to participate in community activities. Older people feel they are often relegated to and isolated
in “seniors-only” activities

e Challenges accessing appropriate fitness and exercise programs due to location, costs or physical barriers.

e Challenges accessing opportunities for cognitive stimulation

Access to primary care providers and allied health providers

“To be able to be his patient, we felt we had to convince the doctor that we would not take up too much of his time.” [Re: 80+ mother] - 50-60 yrs.
participant

“No doctor that is on the AHS purse should have the option to exclude patients.” - 50-60 yrs. participant

“One major thing... Problem is with primary care...Now they tell you can only ask one question...then you have to make another appointment.” [this
can be difficult to do for older people] - 80+ yrs. participant

e Cannot access a FP
o Shortage of FPs in the community and/or FPs not willing to enlist senior patients
o Cannot ask FP more than one question per appointment
o Billing structure is not conducive to support FPs’ willingness to take older people on as patients
o Without a FP, access to allied health providers is challenging
e Rehabilitation or physio supports are hard to access or too short/inadequate, and costly

Access barriers due to location

e Rural challenges to accessing community services, home care and health services are significant for both patients and caregivers
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THEME 1: ACCESS & EQUITY

e Limited LTC choices in rural communities

e Lack of transportation (rural and urban)
o Lack of appropriate public transportation and, in some cases, perceived safe transportation
o Lack of affordable localized, private or subsidized transportation (e.g. taxi service)
o Assumption that caregivers can drive

e Urban design/maintenance challenges

o Sidewalks or lack-of
o Snow/ice removal

e Value and importance of the community paramedic program

Accessing virtual care or digital health technology: some want less, some want more

“Our location is a barrier, but Zoom has been huge. We would like to access more with Zoom.” — 70-75 yrs. participant

Some see too much reliance on virtual care or phone systems:
e Too much reliance on virtual or phone systems and care when there are barriers (e.g. hearing, technical, language)
e Some prefer to have face-to-face appointments
e Lack of technology or internet

Others expressed a desire for more virtual care and digital health technology:
e Lack of opportunity for virtual care despite a persons’ willingness and ability to access that option. Instead, they must undertake a
journey and overnight expenses for a basic follow-up medical appointment.
e Frustration with the assumption that older adults cannot learn how to access digital health information or systems

Accessing specialists and their care and treatments

“We like to hike and explore but that’s held back now because of the knee issues. We are losing time we can’t afford waiting for it to be fixed.” - 65-
70 yrs. participant

e Long wait times to see specialists

e Significant travel from rural areas to see specialists
e Concern about surgery wait times

e Hip and knee surgery access

e Pleased with cataract surgery access
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THEME 1: ACCESS & EQUITY

Accessing home care
e Challenging in rural locations
e Challenges getting homecare for night-time
e Challenging navigating the system to initiate and sustain home care
e Uncertainty that people are getting the care they need
e Lack of staff. Home care supports not showing up
e Financial inequities and significant personal costs to arrange adequate care

Accessing assisted living and LTC
e Hard to get into LTC in own community
Challenges navigating system
Wait list structure and rules make decisions challenging and limiting
Financial inequities

Cultural access barriers (more to be learned about this in focused group conversations)
e Lack of choice in culturally appropriate care options

Physical access barriers (e.g. hearing impairment, mobility challenges)

“I see they are calling out names in the waiting room to people that can’t hear it. ...They need to understand and consider their patients.” - 55-60 yrs.
participant

e Challenges participating in community programs and activities
e Challenges fully participating in own health care, as part of team
e Challenges attending appointments

Financial access barriers
“We are privileged to access what we need. But | worry about those who aren’t.” - 65-70 yrs. participant

Unequal access to private services, care, and residences, including services required to age in place
People living close to the financial margins are left out of subsidized programs

Emotional/social interaction choices limited

Concern about marginalized populations (more to be learned about this in targeted group sessions)
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THEME 2: SELF DETERMINATION

Subthemes
The opportunity to choose where one wants to live

“I like to see young families. | want to be somewhere multigenerational. | don’t want to see people only in walkers and wheelchairs.” - 75-80 yrs.
participant

e Living in their own community
e Living in their own home
e Living in a space and environment where they feel safe, happy and fulfilled.

In assisted living and LTC:

e Constraints and pressures of LTC choice based on decision-making structure and what is available (e.g., three choices, they do not have
to choose their first availability, but at 2" availability — the choice is made for them. Or, having to choose before they are ready)

e Room options (e.g., single/shared)

e Pet friendly accommodation and visitation rules

e Open and flexible family and friend visitation rules

e QOptions for spaces that respect a variety of needs and wants, e.g., bright spaces, social areas, pleasant dining areas, access to outdoors
and nature

Customized, flexible care and support that acknowledges the individual, their individual needs and their desires. Care that respects people
and their rights.

“Seniors in LTC aren’t allowed to get mad. They aren’t allowed to show emotion. They need that choice - that avenue.” - 70-75 yrs. participant
“They don’t have enough staff to allow choice... Everyone has to eat at the same time. What if you want to sleep in one day?” - 70-75 yrs. participant

“Flexible meal times and good healthy food...As long as | have a roof over my head with my dog, my computer, because I've lived alone most of my
life...I can adapt, as long as | have my dog.” - 70-75 yrs. participant

In assisted living and LTC
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THEME 2: SELF DETERMINATION

e Food options — healthy, good and respective of their culture, eating preferences or needs (e.g., Celiac)
e Toilet and bathing schedules that reflect their wishes and human needs
e Bathing options that are respective of their wishes and needs (e.g., a tap with warm water to wash their hands, shower vs. bath,
frequency)
e Dental care and toothbrushing suitable to their needs
o Toileting schedules dehumanize people
e Opportunities to express what people want and what will make them happy
e Too much emphasis on risk management
e There is a focus on quantity of life vs quality
In home care
[Does a lot of volunteer work in the community, and some nights I’d be out and had to dash home for home care]. “I said that they needed to consider
that | had a life outside of my disability. They said, we don’t consider social life.” - 70-75 yrs. participant

“When | first started with home care my case coordinator, you know | felt she was a friend because she was very friendly, very helpful, considered by
feelings, my needs, my wants. But now — boy - it’s very, very different...I [finally, after 6 months of fighting] went to the head of home care in [small
city]...I had a meeting with them...and | said | wanted it put in my chart that any changes that were to be made had to be consulted with me first.”

- 70-75 yrs. participant
e Schedule options
e Choice of types of care
e Opportunities to express what people want and what will make them happy

Staying healthy
o Actively participate in treatment decision, with information and options provided to support decision making

Being recognized as part of the care team and making decisions about their health

“Who are you? What is your role? Who is ordering what? Why? What happens to it? ... We need more contextual information to be part of the care.”
- 60-65 yrs. participant

“I hate it when a physician or a medical person treats you in condescending terms, puts you down, or makes a mockery of what could happen to
you...don’t scare the shit out of me; give me the information and let me make my own decision.” - 70-75 yrs. Participant

e Feelings of being unheard, patronized and dismissed

Appendix B — Interview Details 33



THEME 2: SELF DETERMINATION

¢ Not having enough information to make informed decisions

Recognize and leverage lived experience

“Let's have a system where the patient knows himself the best.” - 65-70 yrs. participant

e Involve people in health system decision making
e Involve patients and essential care givers in care decisions

Choice in where, when and how you die

“If  am in a facility like that. The last thing | want is to be bundled up from where | am and taken to the hospital.” - 65-70 yrs. participant
“That is not the end of life we would have chosen for her. There is not enough support for someone to die well at home.” - 60-65 yrs. participant

[Re MAID] “I would like the option. | don’t know whether I’d do it...As much as possible [| want the choice]. In fact I’'m waiting for the new law to come
in, which I’'m in favour of.” - 80+ yrs. participant.

“I will not ask for someone to inject me. | will not do that. But what | will do is ask for the privilege of not receiving life support. It’s a huge question for
seniors. [choice is important]” - 90+ yrs. participant

“I'd sooner die at home with my loved ones than go into any kind of institution. I’'m hoping | have the income to be able to do so... That’s what I’'m
working towards.” - 90+ yrs. participant

e Beingin a home environment (not an institution) at the end of life if one’s choice
e Importance of personal directives. More education around, and discussion about them.
e MAID is highly valued by many
e More MAID considerations for dementia patients
InLTC
e Privacy and humanity - shared room at end of life not respectful of patient or family
e Too much focus on quantity of life and not quality of life in LTC. The ability to make hard choices when deciding how much care is too
much.
e Some measures for maintaining life in LTC are seen as extreme. Too many trips to emergency from LTC.
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THEME 3: CONFIDENCE & TRUST

Subthemes
Will the care | need be there when I need it?

“We [our system] can’t afford to keep going on the path we are on.” - 70-75 yrs. participant

“Tomorrow you could wake up and need this and it’s not there for you. It’s more acute as you get older...Now is not the time to get sick.” - 65-70 yrs. participant

e Lack of trust in community care and LTC care options currently. Universal desire to avoid LTC
e Lack of trust in the healthcare system in general
o Concern about acute care needs (e.g., ambulance, ER). Long wait times in the ER, perception of being triaged low due to age
o Concern about accessing GPs, specialists, timely care
o Concern about lack of communication among providers
o Concern about accessing timely and accurate diagnosis
o Lack of trust in the sustainability of the current system
e Lack of trust that alternative and better approaches to supporting older adults will be available in the future
e Lack of trust that the system focuses enough on proactive health measures
e Lack of trust that the system, and we as a society, are paying enough attention to impending challenges
e Lack of trust that there are enough dementia specific programs and innovative approaches to dementia care
e Acknowledgment that in many communities, service clubs that have provided support are dying out

Lack of confidence in the care provided to self or loved ones in home care or community healthcare
[Re: Primary care] “We are at a stage where we think we need a doctor that knows more about seniors’ care ... the kinds of problems we have.” - 80+ yrs.
participant

[Re: A rehabilitation program] “I don’t know what is supposed to happen or what is happening.” - 65-70 yrs. participant

“I have no confidence — none - that my AB healthcare will provide me with the assistance unless | break my arm or am half-way into a grave.... [| need to retire
with enough to pay for some live-in support]...You think I’'m going to count on homecare — not on your life.”
- 90+ yrs. Participant

Appendix B — Interview Details 35



“Hospital care used to be -1 thought, back in the 80’s, 90’s - was excellent. But now, if I’'m being honest [based on the last two ER visits], if | was really, really sick |
wouldn’t go to hospital...With my health conditions and problems, I’m terrified of having to go into hospital...It always used to be a sick place. When you don’t
have family and you get sick, you need someone to take care of yourself, and that care isn’t there anymore...What I’m scared of is they try and treat everybody the
same...and if you go into hospital, all they treat you for there is what you’re going for, they don’t look at you as a whole person.” - 70-75 yrs. Participant

e Not enough specialized training, not enough RNs or client time with RN

e Lack of care plan development or transparency

e Not enough time spent with person

o Not enough staff

e Lack of confidence in the geriatric training of care providers: HCAs, physicians, specialists, nurses

Lack of confidence in the care provided in LTC
“There was temporary staff that didn’t necessarily seem to know everything. They seemed short-staffed.”- 65-70 yrs. participant

“With my health, which is deteriorating...any thought of going into a facility, supportive living or whatever, | wouldn’t feel safe. | have friends in different places,
and some of them have had COVID 2-3 times.” - 70-75 yrs. participant

e Don’t feel that care is respectful, described as dehumanizing. Lack of dignity and respect.

e Inadequate staff training. Not enough clinically and geriatric-trained staff

o Not enough staff and high staff turnover

e Lack of continuity re: health information including not listening to the ‘patient/older adult’ and their essential care givers.
e Concerns about safety and infection controls — exacerbated by COVID

Concern about a lack of focus on proactive health measures
o Identifying and reaching people who may not ask for help before it’s too late
e Catching those who may fall through the cracks.
e Preventing illness and injury
e Lack of holistic view of health and wellbeing

Treatment of our healthcare providers is not conducive to supporting quality care

“People who provide care are not getting support. We need to value their work.” - 65-70 yrs. participant
e Poor pay for those supporting home care, assisted living and LTC

Appendix B — Interview Details 36



e High turnover
e Cultural and feminist issue
e Treatment of doctors, nurses and allied providers sends message of low value

Aging or inadequate infrastructure representative of strained system

“If worse comes to worse you would move into a full care facility. That | hope | never move into — Yah. Especially if it's a shared facility [need to share a room].
Privacy is very important to me.” - 80+ yrs. participant
e Does not reflect patient’s needs or desires such as:
o A pleasant place to live
Privacy
Natural light/windows
Open area for visiting

(@]
(@]
(@]
o Open areas outside

THEME 4: THE NEEDS AND THE ROLE OF ESSENTIAL CAREGIVERS

Subthemes
Need to be considered part of the care team

“Mly being involved made the whole journey so much better for me and for him.” - 75-80 yrs. participant
“People don’t want to rock the boat. They are afraid it will be taken out on their loved one.” - 70-75 yrs. participant

e Family/friends are experts in their loved ones’ health, wellbeing and care
e They are scared to be advocates — lacking psychological safety

o Fear advocacy will impact their loved ones’ healthcare

o Fear of participating in surveys due to perceived ramifications

Caring for the caregiver

“It was too much. | found myself cranky and resentful. | had to cut back.” - 65-70 yrs. participant
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THEME 4: THE NEEDS AND THE ROLE OF ESSENTIAL CAREGIVERS

e Little opportunity for respite

e Caregivers are part of the team NOT the whole team, and their role needs to be determined by them
e Many older people don’t want to ask their family to do more

e Isolation for the caregiver

A huge expectation (by services & systems) for family to take on much of the work

“Family and friends have to be willing to advocate but they shouldn’t necessarily have to.” - 65-70 yrs. participant

“It seems that there is a higher expectation in rural communities that the family will take care of them but being able to do that is changing and harder [due to
changing demographics of rural areas].” - 70-75 yrs. participant

[reason he wouldn’t want to move in with family, if he needed more help]. “Because that would restrict their lifestyle a significant amount. | know they’d do it.
By the same token | would feel guilty...Ideally | hope | don’t wake up one morning when the time comes.”
- 80+ yrs. participant

[Re potential future need for help with personal care] “Do not ask me to ask my kids. They are so challenged today. They are getting older. They are trying to
look after me. They have kids going to university and they can’t afford it, and kids are staying at home because they can’t afford the rent. They are in the
sandwich situation and under terrific stress. So don’t dare phone me and say, ‘will your family do this for me’. No - I’'m not asking my family to do it. | paid taxes
for 90 years. | want a home [support] worker.” 90+ yrs. participant

THEME 5: CONTINUITY OF CARE

Subthemes
Inconsistent providers in home care, assisted living and LTC (HCAs, Nurses, Doctors, Allied Health)

[Re having different people coming all the time] “It’s not the least bit efficient”.
- 90+ yrs. Participant
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(Re: home care] “It’s huge having the same person help giving a bath.” 75-80 yrs. participant

“I have a different homecare worker every night...These are people that you build up a rapport with, and suddenly you don’t see them for 3 months. Think how
that affects someone who suffers from confusion, how hard must that be for them?”
- 70-75 yrs. participant

e Too much staff rotation and turnover

e Inability to develop relationships and have relational continuity

o Allied health providers not available on a consistent, predictable schedule
o Inability to keep family doctor when transitioned to LTC

e Patient case coordinators and advisors are highly valued as one consistent and single point of contact, but they are limited in the support they can
provide

Siloed healthcare system and lack of communication between providers

“Things just went into an abyss and then calls came out of nowhere. [trying to coordinate specialists' referrals]” - 70-75 yrs. participant

e Uncertainty about completion of referrals and referral timelines

e Loss of health information after transition to other providers

e Digital information challenges for patients and essential caregivers

e Home care plans developed but reviewed by RNs too infrequently and not followed by other healthcare providers as they are out of date

THEME 6: ISOLATION

Subthemes
Isolation in LTC despite being surrounded by people

“Who cares if the cart is full of sheets if someone right there is crying? ... Hold their hand.” - 70-75 yrs. participant

“The recreation therapist was wonderful. She had a down-to-earth connection with them. She treated them like relatives rather than patients.” - 70-75 yrs.
participant

o Need opportunities to participate in appropriate and meaningful activities as identified by clients
o Need opportunities to contribute to their community including their LTC community
e Too much staff focus on tasks rather than human aspect of care
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THEME 6: ISOLATION

e Too much focus on clinical care rather than emotional care, staff need more time to build relationships
o Need opportunities for meaningful conversations and opportunities to learn
e Intergenerational experiences

Isolation in the community

“I need a purpose to get up. | need to be engaging with people.” - 80+ yrs. participant

“If I couldn’t drive...I wouldn’t like it to say the very least...I would probably have to move. To be housebound, and not be able to get out a little bit, | wouldn’t like
it.” - 80+ yrs. participant

e Lack of community supports

e Lack of transportation (particularly rural)

e lack of appropriate, accessible activities

o Affordability

e Lack of digital access

e Urban design challenges (e.g., uneven sidewalks, snow removal, public transport)

e Physical accessibility challenges

e Ways to be involved in community: volunteer, work, intergenerational opportunities, employment, entrepreneurship

Need for fulfillment

“You don’t only look at your physical and your mental, but you really look at your social. Like your loving family or neighbour; do they call you often? This
affective domain is so important...keeping them in touch and keeping them busy.” - 90+ yrs. participant

e Meaningful participation in life and able to make choices regarding participation whether living independently or in a supportive living environment
e Able to remain as active as one would like for as long as one can

Lack of mental health support

e Challenges accessing mental health care in all living situations
Essential caregiver isolation

o Little opportunity for respite

e Lack of support
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THEME 6: ISOLATION

Honouring connection to pets

“Honestly, | don’t know what will happen to me in the future, when it [trailer park] sells...there are not many places that will take me and my dog, and |
will not be separated from my dog — she is the only family that | have...Re assisted or supportive living [in small city], there are several places that are
subsidized, but none of them will take animals...During COVID, without her | would have given up.”

- 70-75 yrs. participant

o Inability to take pets to assisted living or LTC
e |nability to care for pet at home without support

THEME 7: SYSTEM NAVIGATION

Subthemes
Challenging to navigate and find home care solutions

e Hard to find home care support in rural areas

e Hard to navigate paperwork for subsidies and home care supports such as home accommodations and home care equipment
Challenging to find community supports and activities

Challenging navigating health care including rehabilitation system and options

“It’s exhausting navigating all the providers. She has seen three neurologists who wanted to see her in different ways. So, it’s very hard to track.” - 65-70 yrs.
participant

Challenging navigating LTC options, negotiating choice system, and finding placement

Navigation placed primarily on the older person and their essential caregivers
e (Care coordinators are valued
e Hospital discharge challenging

More navigation education/supports needed
e More digital health and virtual health education or alternatives for those with access barriers
e More single points of contact to get information, perhaps a person, support group, phone line
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THEME 7: SYSTEM NAVIGATION

THEME 8: THE WHOLE PERSON & A HOLISTIC APPROACH

Subthemes

[Re: friend after stroke] “She needs three things - companionship, help with the basic activities of daily living, and transportation.” - 65-70 yrs. participant

Looking at community/home support available beyond medical
e Meals
e House cleaning
e Home repairs/maintenance
e Digital support
e Helping organize/tackle possessions
e Elder abuse and anti-scam support/education
Complimentary Healthcare
e Complimentary approaches such as massage, chiropractic, naturopathy, etc.

Health and wellbeing broadly defined as physical, mental, emotional, spiritual, and economic

“Spirituality becomes extraordinarily important. My religion is absolutely a part of me; | cannot separate myself — | cannot do it...Spirituality is just as important
as physical and mental...It doesn’t matter what religion you are...When you get older, it means a great deal to you.” - 90+ yrs. participant

e Physical health includes dental, vision, and hearing

e Spirituality (broadly defined) is important to many older people

e Attention required to broader social determinants of health (including adequate income, food and shelter)
e Afocus in LTC on mental, emotional and spiritual health

Prevention - more of an emphasis on upstream approaches (i.e., preventing injury and illness, maintaining health — broadly defined as above)

“One of the ways of keeping them out of LTC...there is one exercise where you don’t have to worry about gravity, that’s in water. The best exercise of all for
people with balance problems is in a pool.” - 90+ yrs. Participant

“l used to enjoy a warm swimming pool.” [Is not one available near her new inner-city location] - 80+ yrs. participant
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Appendix C: 34 Quality Indicator Areas

34 Quality indicator areas

(Numbered for reference, not priority)

1.

Access to an integrated system, where the various parts work together (across silos) to support people in
Alberta to age well, to optimize their health wellbeing.

Healthcare and community services are better integrated.

w

Any gaps in services are identified, and then addressed.

Access to proactive and preventive measures to support aging well are a high priority in the system (e.g.,
high quality food; programs that support mobility, memory care, heart health, etc.; community-based
home monitoring programs).

Information and communication flows smoothly across the system, and people have access to the info
they need when they need it.

6. People/citizens understand how the whole system connects & who does what, making it easier to
navigate.
7. Access to transportation, including financial support for accessible public transport (to: health

appointments; community activities, supports & services).

The healthcare people need, where & when they need it (including supports you need to optimize
experience & outcomes, and choices that suit individuals regarding tele or digital health).

9. Healthcare providers that have expertise in areas important to individuals (e.g., geriatrics, trauma-
informed care, & psychological & cultural safety).
10. The community supports, programs & activities where & when people need them.

11.

Other supports needed to remain and stay well at home (e.g., financial supports to access needed
services, affordable housing).

12

. Access to navigation support (e.g., one point of contact/single number for info about services &

programs; a ‘navigator’ with a whole person view who can help people).

13.

High quality long term care (i.e., setting, care, programs & services, quality of life) where (e.g., in a
person’s community) & when people need it.
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14.

People feel safe & supported in their ability to have a voice with their care & service providers (e.g.,
involved in creating & changing care plans, healthcare decision-making, decision-making that affects day-
to-day life in ways that work for individuals).

15.

People have a choice in where they live, whether that be their home or a congregate living setting
(supportive living, long term care), & that meets their needs.

16.

People have agency & independence (e.g., choices in how they live life, able to live in an environment not
dominated by routines).

17.

People know who to speak to if they have concerns about care, services, environments, & feel
comfortable doing so.

18.

There are highly visible resident & family councils in every supportive living & long term care facility;
where & how they are run, what they talk about, & how money raised is spent is determined by residents
& family.

19.

Care is culturally respectful (e.g., People have access to interpreters — language & culture - so that they
can be listened to, heard & understood).

20.

Access to services, programs, activities, healthcare is not restricted because of age. Care & service
providers are better trained & supported to counter the effects of ageism given its pervasiveness in our
society.

21.

People have the same (or same few) care providers (e.g., in residence-home or facility, in healthcare
settings). Different care & service providers communicate & work together.

22.

People feel they have good relationships with care providers in a variety of settings (e.g., homecare,
facility care, hospital). They feel that they are treated with dignity, respect, compassion, & as a whole
person. They feel listened to & heard.

23.

Caregivers are happy in their role as a family caregiver. They feel part of their loved one’s care team.
They have the information and support required to play this role.

24.

Providers are happy in their role as a healthcare provider or staff member working with older people.
They have the supports they need to be able to enjoy, and feel fulfilled, in their work.

25.

People have confidence in their physical environment & in their care & services (e.g., infection control
measures; competent, knowledgeable care providers; appropriate staffing levels; adequate supplies &
equipment).

26.

People feel safe in the places where they receive care & services & where they participate in activities
(e.g., safe from physical violence, trauma, racism & other prejudices).
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27.

People have trust that their wishes will be honoured.

28.

People have confidence & trust that the care their need will be there when they need it (e.g., emergency
care, hospital care, LTC).

29.

People are happy; they have a reason to wake up each morning; they have opportunities to contribute in
ways that they like; they feel fulfilled.

30.

Mobility: People are able move around, without a huge fear of falling, which is important for my
independence. People have a choice in how much fall risk they are willing to assume, to remain mobile.

31.

Mental health: People rate their own mental health as good. When someone is struggling with mental
health, they have access to mental health services when and where they need them.

32.

Spirituality is acknowledged as important. People are able to support their spirituality in ways that work
for them.

33.

People are connected & involved in their community(s) as much as they would like to be. They are able
to access activities and programs that connect them with others who have common interests.

34.

People want attention paid to how access to and experience with care and services impacts quality of life
(e.g., wait times for specialists or surgeries; lack of continuity in my care providers).
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Appendix D: Quality Indicator Comparison

Comparing AHS QI categories to our emerging categories!

[Highlighted codes are the 14 highest priority quality areas as identified by project participants]

Tracking Code

Quality areas: Things to measure

AHS 86 indicators (NB — the indicator number is based on the numbers
provided through the Delphi study retrieved from the evidence-based
systemic reviews and grey literature. The actual numbers correspond to the
line numbers in the Excel table provided by AHS)

System quality indicator areas that support all below

System:A

Access to an integrated system, where the various
parts work together (across silos) to support
people in Alberta to age well, to optimize their
health wellbeing.

#60-IF a vulnerable elder (VE) receives the elements of a Comprehensive
Geriatric Assessment (CGA) that identifies a problem, THEN the problem
should be addressed within 3 months

#66- Percentage of patients who have follow-up visits with a primary care
doctor within seven days of discharge after hospitalization for any of the
following conditions: pneumonia, diabetes, stroke, gastrointestinal disease,
congestive heart failure, chronic obstructive pulmonary disease, heart
attack and other cardiac conditions (selected HBAM Inpatient Grouper
(HIG) conditions)

#68- Percentage of those hospital discharges (any condition) where timely
(within 48 hours) notification was received, for which follow-up was done
(by any mode, any clinician) within 7 days of discharge??

#69-Percentage of home care patients who received their first nursing visit
within five days of the date they were authorized for nursing services??
#71- Proportion of older people at risk of falling who have a multifactorial
falls risk assessment following referral by a healthcare professional??

System:B

Healthcare and community services are better
integrated.

Some ideas
- measure referrals to/information provided about non-healthcare
services

System:C

Any gaps in services are identified, and then
addressed.

Some ideas
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- develop ways to routinely assess where citizens are experiencing gaps
in services, and then assess how these gaps are being addressed

need it (including supports needed to optimize
your experience & outcomes, and choices that suit
individuals regarding tele or digital health).

System:D Access to proactive and preventive measures to #73- Percentage of patients assessed as being at risk of falling who had an
support aging well are a high priority in the system | individualised care plan that addressed these risks.?? [This seems very
(e.g., high quality food; programs that support similar to #71 under System:A]
mobility, memory care, heart health, etc.; #74-Proportion of older people asked about falls during routine
community-based home monitoring programs). assessments and reviews with community health and social care
practitioners?
#85-IF a vulnerable elder (VE) is a hearing aid candidate (according to
audiometry), THEN he or she should be offered rehabilitation with a
hearing aid
#86-ALL vulnerable elders(VEs) should have an annual evaluation of hearing
status
#87-ALL vulnerable elders (VEs) should have a comprehensive eye
examination every 2 years
System:E Information and communication flows smoothly #27 - Percentage of people who reported that their provider was not up-to-
across this system, and people have access to the date following their discharge from hospital in the previous 12 months
info they need when they need it. #48 - Percentage of patients discharged from hospital for which discharge
summaries are delivered to primary care provider within 48 hours of
patient's discharge from hospital
#51-56,61,63, — related to documentation re VE post hospital discharge
System:F People/citizens understand how the whole system | Some ideas
connects & who does what, making it easier to - Asking people about their navigation experience and if they can
navigate. identify who does what and who/what they need to reach out to when
the need support/care.
Access to
Access:A Access to transportation, including financial Some ideas
support for accessible public transport (to: health - Monitoring how often older adults have trouble getting to healthcare
appointments; community activities, supports & appointments due to transportation difficulties
services). - Monitoring how often older adults are unable to access community
services recommended by a hcp due to transportation difficulties
Access:B The healthcare needed, where & when people #19-Documentation of a comprehensive and holistic assessment of

palliative care needs among patients with progressive, life-limiting illness
who were identified to benefit from palliative care (Primary Care)
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#31-Percentages of people who said that the amount of time they waited
to have an appointment with their health care provider when sick as any of
following: about right, somewhat long, or much too long

#43 - Age-standardized acute care hospitalization rate for conditions where
appropriate ambulatory care may prevent or reduce the need for admission
to hospital, per 100,000 population

#49-Proportion of older people aged 65 and over who, after a period of
reablement/rehabilitation, maintain their independence by remaining or
returning to their home or previous residence 91 days after leaving hospital
#58- The percentage of the population that reported having a regular
health care provider

#64-Proportion of older people using home care services who have a home
care plan that identifies how their home care provider will respond to
missed or late visits

#65- Percentage of people placed in long-term care (LTC) homes with a
Method for Assigning Priority Levels (MAPLe) score that is less than high or
very high

#67- Percentage of people who were always or often able to reach their
primary care provider or someone else in the office when they call, or
receive a call back the same day

#70-Percentage of patients and clients able to see a doctor or nurse
practitioner on the same day or next day, when needed

where & when people need them.

Access:C Healthcare providers that have expertise in areas #62- ALL vulnerable elders (VEs) new to a primary care practice should
important to individuals (e.g., geriatrics, trauma- receive the elements of a comprehensive geriatric assessment (CGA) within
informed care, & psychological & cultural safety). 3 months: Nutrition, Hearing, Vision, Affect, Social support, Cognition, Gait,

balance, and strength, Function
#84-Percentage of seniors who report that their primary care provider
always or often, involved them in decisions about their care

Access:D The community supports, programs & activities #33- Proportion of older people most at risk of a decline in their

independence and mental wellbeing who take part in tailored, community-
based physical activity programmes

#34-Percentage of population who reported a moderately active or active
level of leisure-time physical activity

Appendix F — AHS 86 Indicator Survey Results

48



programs & services, quality of life) where (e.g., in
my community) & when people need it.

Access:E Other supports needed to remain and stay well at | Some ideas
home (e.g., financial supports to access needed - Keep track of admissions to assisted living, or to LTC, due to financial
services, affordable housing). barriers, lack of access to needed services, that prevent an individual

for remaining in their own home

Access:F Navigation support (e.g., one point of #59-ALL vulnerable elders (VEs) should be able to identify a physician or a
contact/single number for info about services & clinic to call for medical care or know the telephone number or other
programs; a ‘navigator’ with a whole person view mechanism to reach this source of care?? [also perhaps Access:B?]
who can help individuals who need it).

Access:G High quality long term care (i.e., setting, care, #50- The number of clients admitted to a Continuing care Living Option

within 30 days

#79-Percentage of long-term care home residents who experienced
moderate pain daily or any severe pain during the 7 days preceding their
resident assessment

Choice and voice

in how they live my life, able to live in an
environment not dominated by routines).

Choice:A People feel safe & supported in their ability to #5 — documentation of a surrogate d/c maker
have a voice with their care & service providers #15 - Percentage of patient population with chronic health conditions who
(e.g., They are involved in creating & changing received at least one of the following types of self-management support
their care plan, healthcare decision-making, from their primary health care (PHC) provider: Provided with a treatment
decision-making that affects day-to-day life in plan, Encouraged to use self-help groups or programs
ways that work for individuals). #57- Percentage of people who have, within the last two years, viewed
online or downloaded their health information, such as their tests of
laboratory results
#81-Proportion of older people using home care services whose home care
plan identifies how their personal priorities and outcomes will be met??
#82-Percentage of seniors who report that their primary care provider
always or often, involved them in decisions about their care
Choice:B People have a choice in where they live, whether Some ideas
that be their own home or a congregate living - % of older adult and/or family caregiver that say they are living where
setting (supportive living, long term care), & that they want to be living, taking into consideration their care needs
meets their needs.
Choice:C People have agency & independence (e.g., choices | Some ideas

- % of older adult and/or family caregiver that say they feel they have
agency & independence and are not dominated by routines i.e., they
have options of when to get up, when to eat, what to eat....
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Choice:D

People know who to speak to if they have
concerns about care, services, environments, &
feel comfortable doing so.

#3 — Rate of complaints received in LTC

#4 - % or respondents who recommend LTC facility (HQCA PE survey)

#28 - Bereaved carers' views on the quality of care in the last 3 months of
life

#32 — overall satisfaction with care with homecare?

Choice:E

There are highly visible resident & family councils
in every supportive living & long term care facility;
where & how they are run, what they talk about, &
how money raised is spent is determined by
residents & family.

Experience of people-centred care and services

PeopleCentred:A

Care is culturally respectful (e.g., access to
interpreters — language & culture - so that
everyone can be listened to, heard & understood).

NB — Experience of people-centred care and services (A through F) could be
incorporated into regularly administered patient experience surveys, focus
groups, and/or interviews (AHS and/or HQCA) — if they are not included
currently

PeopleCentred:B

Access to services, programs, activities, healthcare
is not restricted because of my age. Care & service
providers are better trained & supported to
counter the effects of ageism given its
pervasiveness in our society.

PeopleCentred:C

People have the same (or same few) care
providers (e.g., in my residence-home or facility, in
healthcare settings). Different care & service
providers communicate & work together.

PeopleCentred:D

People feel they have good relationships with care
providers in a variety of settings (e.g., homecare,
facility care, hospital). People feel that they are
treated with dignity, respect, compassion, & as a
whole person. People feel listened to & heard.

#32 — overall satisfaction with care with homecare

PeopleCentred:E

Caregiver experience: Caregivers are happy in their
role as a family caregiver. They feel they are a part
of their loved one’s care team. They have the

information and support required to play this role.

#12 - The percentage of long-stay home care clients, of all ages, whose
primary informal caregiver experienced distress, anger or depression in
relation to their caregiving role, as reported in at least two consecutive
client assessments (six months apart)

#13 - Health-related quality of life for people who identify themselves as
helping or supporting family members, friends, neighbours or others with
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their long-term physical or mental ill health/disability or because of
problems related to old age

#14 - All caregivers of patients with dementia must be asked about their
needs for support services

#88-Percentage of patients with documentation that social work support
was offered to the patient/family

PeopleCentred:F

Providers are happy in their role as a healthcare
provider or staff member working with older
people. They have the supports needed to be able
to enjoy, and feel fulfilled, in their work.

Trust and confidence

Trust:A

People have confidence in their physical
environment & in their care & services (e.g.,
infection control measures; competent,
knowledgeable care providers; appropriate
staffing levels; adequate supplies & equipment).

Again, Trust A, B, C and D might be incorporated into regularly
administered patient experience surveys, focus groups, and/or interviews
(AHS and/or HQCA) — if they are not included currently

Trust:B

People feel safe in the places where they receive
care & services & where they participate in
activities (e.g., safe from physical violence, trauma,
racism & other prejudices).

Trust:C

People have trust that their wishes will be
honoured.

Trust:D

People have confidence & trust that the care they
need will be there when they need it (e.g.,
emergency care, hospital care, LTC).

Quality of life

QualityofLife:A

People are happy; they have a reason to wake up
each morning; people have opportunities to
contribute in ways that they like; they feel fulfilled.

QualityofLife:B

People are able to move around, without a huge
fear of falling, which is important for my
independence. | have a choice in how much fall
risk | am willing to assume, to remain mobile.

#35- IF a vulnerable elder (VE) demonstrates decreased balance or
proprioception or increased postural sway AND does not have an assistive
device, THEN an evaluation or prescription for an assistive device should be
offered within 3 months.

#36-IF a vulnerable elder (VE) is found to have a problem with gait, balance,
strength, or endurance, THEN there should be documentation of a

Appendix F — AHS 86 Indicator Survey Results

51



structured or supervised exercise program offered in the past 6 months or
within 3 months of the report.

QualityofLife:C

People rate their own mental health as good. When
they struggling with mental health, they have access
to mental health services when and where they need
them.

#16 - Proportion of care and support needs assessments for older people
with multiple long-term conditions that include physical and mental
health needs.

#45 - Percent of eligible patients who received mental health post-
discharge community care

[this overlaps with Access B - The healthcare | need, where & when |

need it — access to mental health care was described as hugely important,
as good mental health was described as hugely important to Qol]

QualityofLife:D

Spirituality is acknowledged as important. People are
able to support spirituality in ways that work for
them.

QualityofLife:E

People feel connected & involved in their
community(s) as much as they would like to be. They
are able to access activities and programs that
connect them with others who have common
interests.

QualityofLife:F

People want attention paid to how their access to
and their experience with care and services impacts
their quality of life (e.g., wait times for specialists or
surgeries; lack of continuity in my care providers).

#39 - Health-related quality of life for people who identify themselves as
having three or more long-standing health conditions??

#78-IF a vulnerable elder (VE) has pain that disturbs his or her ability to
fall asleep or maintain sleep, THEN pharmacological or
nonpharmacological pain management should be recommended??
NB-in our phase 3 discussions, it emerged that many felt that all of these
Qol areas(A-F) were more like outcomes, that the other quality areas
contributed to. Participants felt it was important to not lose sight that
optimal Qol, as defined by that person, is what we are aiming for.

1Additional comments and questions:
- We are not sure where medication management kinds of Qls fit as medication management wasn’t mentioned specifically by many citizen

participants.

- Qlindicators for palliative care (#19-26). Of these, 19, 22, 23, 25 seem most aligned with our findings
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Regarding review of outcomes of home care plan (#29, #30). What seems most important is that the client is involved in developing the plan and
that the plan is implemented in ways that work in the context of the client’s life (before even thinking about outcomes). Aligned with choice and
voice area.

It’s difficult to know what to do about the indicators outlined for the vulnerable elderly (VE), as I’'m not sure we have a process for identifying VE in
AB? We have tried to align some of these with quality areas.

There are lot of indicators related to assessing fall risk and managing this risk. We found quality areas to align with some of these, mostly under
System D: [access to preventive and proactive measures]. NB — mobility was an important dimension of QoL, with participants wanting to have a
say how much of a fall risk they were willing to accept (for example) to remain mobile. This concept was not explicitly noted in any of the 86

indicators.
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