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COMMUNITY-UNIVERSITY INSTITUTE FOR SOCIAL RESEARCH

Building Healthy, Sustainable Communities

Since 1999, the Community-University Institute for Social Research (CUISR) — formally established
as a university-wide interdisciplinary research centre in 2000 — has remained true to its mission of
facilitating “partnerships between the university and the larger community in order to engage in
relevant social research that supports a deeper understanding of our communities and that reveals

opportunities for improving our quality of life.”

Strategic Research Directions
CUISR is committed to collaborative research and to accurate, objective reporting of research results
in the public domain, taking into account the needs for confidentiality in gathering, disseminating,
and storing information. CUISR has five strategic research priorities:

1. Community Sustainability

2. Social Economy and Social Relations

3. Rural-Urban Community Links

4. Indigenous Community Development

5. Community-University partnerships

These strategic directions build on the research priorities/modules — quality of life indicators,
community health determinants and health policy, and community economic development — that
led to the formation of CUISR to build capacity among researchers, community-based organizations

(CBOs), and citizenry.

CUISR research projects are funded by the Social Sciences and Humanities Research Council of

Canada (SSHRC), local CBOs, and municipal, provincial, and federal governments.

Tools and Strategies
Knowledge mobilization: CUISR disseminates research through website, social media, presentations
and workshops, community events, fact sheets, posters, blogs, case studies, reports, journal articles,

monographs, arts-based methods, and listserv.

Portal bringing university and community together to address social issues: CUISR facilitates partnerships

with community agencies.

Public policy: CUISR supports evidence-based practice and policy, engaging over the years in the
national and provincial Advisory Tables on Individualized Funding for People with Intellectual
Disabilities, Saskatoon Regional Intersectoral Committee, Saskatoon Food Council, and Saskatoon

Poverty Reduction Partnership.

Student training: CUISR provides training and guidance to undergraduate and graduate students and
community researchers and encourages community agencies to provide community orientation in

order to promote reciprocal benefits.
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EXECUTIVE SUMMARY

EVERYONE DESERVES TO DIE IN DIGNITY, TO RECEIVE THE RIGHT CARE

in the right place. Increasingly, an educated population is demanding a say in what
constitutes quality end-of-life care. If there are high emotional, physical, mental, psychological, and
financial costs to dying, studies have demonstrated the cost-effectiveness of hospice palliative care.
While it costs on average $36,000 to die in a chronic care setting and up to 50% less in hospital-based
palliative care, it costs $16,000 to die at home. At a time when public and policy makers alike are
concerned about the rising health costs of an aging population and the sustainability of the Canadian
health-care system itself, it is especially important to document rigorously the potential costs and
benefits of home-based hospice palliative supports that offer both quality of care and cost savings or
cost avoidance, improving client and caregiver satisfaction, enhancing symptom control, reducing

system pressures, and allowing for resources to be reallocated where most needed.

Prairie Hospice Society (PHS) is a non-profit community organization that is “committed
to enhancing the quality of life of those facing advancing illness, death, and bereavement” and fulfill-
ing its mission “to ensure access to quality end-of-life support in Saskatoon.” The organization helps
individuals and caregivers cope with loss, uncertainty, and change through providing “client- and
family-centred care to ... clients in the comfort of their own homes.” Volunteer training ensures
“practical and emotional support through consistent relationship with individually matched clients.”
The two major PHS programs are Hospice Without Walls — where clients are matched with a spe-
cific volunteer for regular visits — and Hospice Now to meet urgent and temporary non-medical
supports, respite, and household-related services to clients, especially transportation. A third pro-
gram, Bereavement Support, provides support to caregivers of deceased clients. PHS organizational
sustainability is at the heart of its ability to continue to meet palliative needs in a continuous, caring,

compassionate, and consistent way.

Against this background, this social return on investment (SROI) analysis includes qualitative,
quantitative, and monetary summaries of information about the organization and its outcomes to
capture impacts not typically valued in traditional metrics or measures of success. It is an important
tool to assess the outcomes of organizational efforts, to communicate their successes and impacts, to

manage their risks, and to support evidence-based decision making and optimal use of resources. In
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Executive Summary

situations where the focus is often on the cost of services delivered, SROI — credible, comparable,
and broadly accepted — can highlight diverse values the delivery of those services represents for

communities.

A review of existing PHS client and volunteer surveys, referral statistics, volunteer training
evaluation, annual reports, and budget complemented 46 stakeholder interviews with board
members, staff, volunteers, health-care providers, donors/funders, and clients and family members to
value inputs, outputs, and outcomes of PHS. The feedback from clients and caregivers accessing the
PHS services gives a deep understanding of the impact that PHS has made throughout the years. The

following themes (and powerful testimony) emerged.

Enjoying Accessible, Compassionate Supportive Services

The services were accessible, representing no financial burden or other barrier to the client or family:
“The one thing I can credit PHS for without hesitation is organization and ability to be accessible.” A
volunteer’s therapeutic touch was so meaningful to a family member’s mother that it was a powerful

means of reducing loneliness and discomfort:

Her ability to connect with [my mother] and her way of advising, explaining and cer-
tainly meeting the objective of eliminating some of that loneliness and quietness and
discomfort around her illness. That is hugely valuable. That cannot be replaced....
For someone that is kind, caring, and could make that connection with her and visit

with her in her familiar surroundings was a huge advantage.

Enjoying Voice and Choice, Dignity and Control

Voice and choice, as the literature suggests, prove powerful means of dying with dignity and main-
taining control over one’s life and decision making. PHS services support families and clients that

wish to die in the comfort of their homes. One family member explained:

We had many family and friends trying to convince us of the palliative care in the
hospital, but we were so happy as a family to have him at home. We could visit him
on our terms, and it meant the world to us and we would never let anyone take that
away from us. Staying home with him until the end was just our decision from day

one and PHS supported us and gave us some idea of what to expect.

Improving Pain and Symptom Management

In addition to offering choice and control, volunteer companionship has been able to relieve many

people of the pain of loneliness and isolation and improve pain and symptom management:

A lot of our clients, what we've noticed that when they are in pain, a lot of the pain
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Executive Summary

isn’t physical. It is pain of loneliness or pain because they want to see somebody. So,

if they have a continuous visitor from PHS that they can rely on, it provides healing.

While the 2020 COVID pandemic has added to fears of hospital visits, acute care, or
long-term care options, volunteer support via at least weekly contacts has continued to help

clients manage.

Securing Peace of Mind

Confidentiality and knowledge of what to expect of end-of-life care and how to navigate the health-

care system and community supports were assured:

The most valuable thing for my dad was building that friendship that would not
judge his illness and there was no pressure. They were kind and became a friend. He
grew to trust through that relationship. Especially on the end-of-life journey this is
challenging for them to expect. In terms of our family, it was the combination of
having someone that was a companion, friend to my father as well as the opportunity
for PHS to identify some of the extra needs. Things like supplements and coming to

check up on him regularly gave peace of mind to the family.

Filling a Medical System Gap and Helping Navigate the Health-Care System

The continuity of care, companionship, resources, and assistance in navigating the health-care system
supports and supplements the medical system. The PHS staff and volunteers become “part of the

family and is truly a family-centred care service”:

[ can’t imagine what it would be like to go through this without PHS because they
filled in this huge gap and I can’t even describe how big that gap is. No matter how
strong of a network of friends you have, there is ... a lack of understanding on the
process of death and dying. Everyone is trying to be helpful, but they don't have an
understanding of what is happening to the family. Without PHS, I don’t know if we

would have been able to keep my husband at home.

Enjoying Relationships with Well-Trained / Well-Matched Volunteers

Many mentioned the quality of PHS volunteers, many of whom had worked in the health-care field

or had been caregivers receiving PHS services.
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Executive Summary

A volunteer is someone that is outside the family and friend circle, someone with no
baggage and clients report being able to talk to their volunteers about their feelings
that they feel they can’t directly share with family members. It’s a friend who under-

stands.

Securing Reliable and Emotionally Supportive Transportation

Transportation is a service that provides more than just the convenience of getting a client to and

from an appointment or grocery store: it relieves a lot of stress and improves health:

It certainly was less stressful for me and my daughter. She didn’t have to worry about
how she was going to get to an appointment. It wasn't a second worry anymore. You
had to worry about your chemo and then worry about a ride. That is an extra stress

and it affects your health.

Benefitting from Care for the Family, Respite and Bereavement Services

Caregiver burnout is one reason that the Client Patient Access Service (CPAS) connects PHS to

provide respite, emotional support, and comfort to the family:

What PHS allowed us to do was to continue on with our day-to-day lives and that’s
what my father wanted. He did not want to be a burden and he always felt guilty
when we went out of our way to help him. We have work, families, children, and
other obligations, responsibilities. PHS lightened that load and gave us the ability for
our family to accomplish our day-to-day activities. They made it easier for us to have

some normalcy knowing that we were going to lose a big part of our family.

Functioning Without PHS Services

Without PHS services, other options, according to all stakeholders, heavily depended on the individ-
ual, but some would have to manage their terminal illness on their own, rely more heavily on family,
friends, and faith communities, hire more private services, or rely on or overuse medical services or

long-term care. As many as half would have to turn to acute care options.

Impact Map

An impact map highlights intended changes, inputs, outputs, and outcomes of PHS services. Finan-
cial proxies are created for outcomes to aid in calculating the impact of the organization, taking into
account what would or could have happened, the contribution of others, and the length of time the

outcomes last.
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Executive Summary

Calculation of the SROI Ratio

The calculation below divides the discounted value of outcomes by the total investment. This SROI
range assumes an extremely conservative measure of impact and also takes into account other alter-

native proxies and values. Below are the lower and upper range of the SROI ratio.
Lower Range

SROI ratio = present value

value of inputs

SROI ratio = $926,555
$267,440

SROI ratio = 3.46

Upper Range

SROI ratio = present value

value of inputs

SROI ratio = $3,122,886.31
$267,440

SROI ratio = 11.68

With these considerations and discounts, the social value range of PHS is 3.46 — 11.68.
In other words, for every dollar PHS spends in providing the services to clients, there is a $3.46

to $11.68 social return on their investment.
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INTRODUCTION

EVERYONE DESERVES TO DIE IN DIGNITY, TO RECEIVE THE RIGHT CARE
in the right place. Increasingly, an educated population is demanding a say in what
constitutes quality end-of-life care, a delicate process at a difficult time emotionally, physically, men-
tally, spiritually, and financially for the clients and their families facing the final stages of a terminal
illness. If there are high emotional and other costs to dying, studies have demonstrated the cost-
effectiveness of hospice palliative care defined by the Canadian Hospice Palliative Care Association
(CHPCA) (2012) as a “combination of active and compassionate therapies intended to comfort and
support persons and families who are living with, or dying from, a progressive life-limiting illness, or
are bereaved” (p. 9). While it costs on average $36,000 to die in a chronic care setting and up to 50%
less in hospital-based palliative care, it costs $16,000 to die at home (Canadian Hospice Palliative
Care Association [CHPCA], 2012). At a time when public and policy makers alike are concerned
about the rising health costs of an aging population and the sustainability of the Canadian health-
care system itself, it is especially important to document rigorously the potential costs and benefits
of home-based hospice palliative supports that offer both quality of care and cost savings or cost
avoidance, improving client and caregiver satisfaction, enhancing symptom control, reducing system

pressures, and allowing for resources to be reallocated where most needed (CHPCA, 2012).

Prairie Hospice Society (PHS) is a non-profit community organization that is “committed
to enhancing the quality of life of those facing advancing illness, death, and bereavement” and ful-
filling its mission “to ensure access to quality end-of-life support in Saskatoon.” The organization
works to help individuals and caregivers cope with loss, uncertainty, and change through providing
“compassionate non-medical client- and family-centred care to ... clients in the comfort of their own
homes.” Volunteer training ensures “practical and emotional support through consistent relationship
with individually matched clients” (PHS, 2020). The two major PHS programs are Hospice Without
Walls — where clients are matched with a specific volunteer for regular visits — and Hospice Now,
which is intended to meet urgent and temporary non-medical supports, respite, and household-
related services to clients, especially transportation. Most Hospice Now clients are served through
driving clients to appointments or providing respite to caregivers. A third program, Bereavement

Support, was developed in 2019 to provide support to caregivers of deceased clients. About 20% of
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PHS clients are those living alone, don't have family in the city, are estranged from their families

or friends, or their community is unsure of what to do and have withdrawn from the person with

a terminal illness. PHS provides a service that addresses a population with many physical and emo-
tional barriers and rapidly changing care needs. Like all community-based organizations, PHS faces
ongoing funding needs and challenges since its establishment in 2013, although it is important to
note that the 2018-2019 annual report continues to register a healthy financial picture. Still, funding
and organizational sustainability is at the heart of PHS ability to continue to meet the needs of the

palliative community in a continuous, caring, compassionate, and consistent way.

Report Purpose

Against this background, this social return on investment (SROI) analysis builds on findings from
previous Community-University Institute for Social Research (CUISR) reports on SROI and the use
of financial proxies (Kalagnanam, Berthe & Findlay, 2019; Waikar, Kalagnanam & Findlay, 2013) to
determine monetary values associated with social, environmental, and other impacts of the services
provided by PHS. The SROI includes a combination of qualitative, quantitative, and monetary sum-
maries of information about the organization and its outcomes. Information provided through this
SROI can guide future decision-making and reflect the needs of diverse PHS stakeholders and com-

munities in Saskatchewan.

The SROI methodology is a principles-based approach that assigns monetary value to social,
environmental, and other impacts that are not typically valued in traditional metrics or measures of
success. It gives organizations, institutions, and communities an important tool to assess the out-
comes of their efforts, to communicate their successes and impacts, to manage their risks, and to
support evidence-based decision making and optimal use of resources. In situations where the focus
is often on the cost of services delivered by institutions or organizations, SROI can highlight diverse
values the delivery of those services represents for communities. To the extent possible, SROI uses
financial proxies to calculate social and other impacts. As such the SROI methodology represents a
credible, comparable, and broadly accepted social impact measurement approach that can be valu-
able for the organization’s sustainable growth. Decision makers recognize the value of people and
communities, but it is difficult to translate these values into language that is understood and usable.
Unfortunately, this may lead to undervaluing and subsequently underinvesting in social and other

resources.

This report includes a literature review and elaborates on the methodology before explaining

the findings and conclusions of the SROI analysis of PHS.
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LITERATURE REVIEW

OUT OF THE 270,000 CANADIANS WHO DIE EACH YEAR, 90% DIE OF CHRONIC
illness, such as cancer, heart disease, organ failure, dementia or frailty (Statistics
Canada, 2018). According to the population projections published by Statistics Canada (2019), the
Canadian population is undergoing major changes that are likely to have serious, long-lasting effects
on society. The aging of baby-boomers “will have many repercussions as this cohort reaches the ages
that generally separate working life from retirement.” Statistics Canada (2019) projects that by 2026
the number of deaths will increase to 330,000 and to 425,000 by 2036 — adding to the challenges of a
health system facing increased costs of care (30% of the Medicare budget in the US, for instance) for
the last year of life; a Saskatchewan study reported an increase in health-care system costs from $1,373
12 months before death to $7,030 for the last 30 days, but significantly lower costs for palliative care
patients even in the last 30 days (CHPCA, 2012; Hollander, 2009). The challenges to the health system
are exacerbated by other demographic trends including smaller family size and family members living

in widely dispersed regions (Health Canada, 2018).

Despite many Canadians wishing to die at home, 60% die in hospitals (Statistics Canada,
2018), which represent 70% of the cost of terminal illness (CHPCA, 2012). The Canadian Institute
for Health Information (2018) reports that out of the 75% of Canadians that would prefer to die at
home, only 15% are able to access palliative home care services that result in patients being 2.5 times
as likely to die at home and not use emergency or intensive care. Health Canada’s (2018) Framework
on Palliative Care in Canada was designed to address issues of access and person-centred care and
provide guiding principles, including respect for diversity and equitable access, to support the vision
for palliative care in Canada. The Alberta Health Services (2014) Palliative and End of Life Care:
Alberta Provincial Framework was similarly developed to address the express wishes of 86% of
Albertans who would choose to die at home, while only 15% are enabled to do so. The evidence-
based Alberta Framework aims to reach “a level of equity that provides choice, dignity, and care
supports for patients and their families, clinicians, and care providers, under a patient-centred
model” (p. 3). The framework based on four values — autonomy, self-actualization, dignity, and
community (p. 8) — aims to reduce the burdens on individuals and families as well as the acute

care system. Success measures include 14 system outcomes, including decreased use of emergency
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department within 30, 60, and 90 days of death; decreased stays in or death in acute care; decreased
interventions; and increased supports for patients and caregivers in setting of their choice. In ad-
dition to seven access measures, two policy, four education and resources, the framework has six
patient outcomes (increased pain and symptom management, patient and family satisfaction, death
in setting of choice, death at home, reduced adverse events and complaints) and four fiscal outcomes:
decreased costs of care within last 90 days, funds raised, decreased costs to system in last year of life,

and costs avoided (Alberta Health Services, 2014, p. 36)

Palliative care is an approach that aims to reduce suffering and to improve the quality of life
for those living with a life-limiting illness (World Health Organization, 2020). Palliative care is holis-
tic, addressing the physical, psychosocial, spiritual, and practical concerns of the person and their
family, where an interprofessional team takes action in supporting the person’s full range of concerns.
It “places the person receiving care, and their family, at the centre of decision making. It places their
values and wishes at the forefront of treatment considerations” (Health Canada, 2018, p. 4). In Sas-
katchewan, palliative care refers to an interdisciplinary service that provides active, compassionate
care to the terminally ill at home, in hospital, or in other care facilities. According to Health Canada
(2018), Saskatchewan had only four full-time palliative care physicians in the province, but general
practitioners also provide palliative care services in consultation with palliative care physicians and
experts. In 2018-2019, $2.42 million was committed from the province to continue improvements
and increase access to palliative care service throughout Saskatchewan. Together with federal funding
of $16.9 million, this investment “will work to increase the health system’s capacity to provide pallia-
tive care services, such as pain/symptom management, and result in better support to people wishing
to die at home, or in another facility of their choice, rather than in an acute care facility (Health

Canada, 2018).

CHPCA (2012) makes the economic case for hospice palliative care. The cost of dying in
Canada ranges from $30,000 to $40,000 for someone with a terminal illness, depending on both the
cause and location of death. While most of the costs are paid by the health-care system, it is impor-
tant to note that clients and their families experience out-of-pocket costs and share the caregiving
role. Indeed, CHPCA (2012) highlights the burden on family caregivers who can carry more than two-
thirds of the $25,000 monthly cost of home-based palliative care in lost wages and leisure and out-of-
pocket expenses. Reducing these costs to the health-care system could relieve pressure on health-care

resources and reduce end-of-life care costs.

Hospice palliative care also proves to improve patient care with increased patient and care-
giver satisfaction, better symptom control, and greater likelihood of the person dying in their pre-
ferred place (de Graaf, Zweers, Valkenburg, Uyttewaal, & Teunissen, 2016; CHPCA, 2012; Kleinpell,

Vasilevskis, Fogg, & Ely, 2019). Early integration of palliative care, including palliative home care, is
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associated with greater patient satisfaction, pain and symptom management, better emotional and
psychological support, along with decreased hospitalization and interventions (Canadian Partnership
against Cancer, 2017). A Canadian study led by Foreman, Kekewich, Landry, & Curran (2015) asses-
sing the impact of palliative care consultations on resource use in the final 48 to 72 hours of life at

an acute care hospital in Ontario found significant cost savings for medical imaging, laboratory,
pharmaceutical, and other health costs. The earlier the consultation after admission, the greater was

the cost saving to the health system.

Studies by Block, Casarett, Spence, Gozalo, Connor, & Teno (2010) examined the association
between direct volunteer hours and quality of hospice care and found that there was a positive associ-
ation between volunteer use in hospice settings and quality end-of-life care ratings by family members.
Having hospice palliative care provided by volunteers in the community is both rewarding for
clients, families, and the volunteers themselves and is a very cost-effective strategy for providing care.
A study by Candy, France, Low, and Sampson (2015) similarly found that involving volunteers in the
provision of palliative care significantly increased the client and family satisfaction ratings of care

provided.

Studies in Canada and Europe offer some divergent data on the cost-effectiveness of home-
based hospice palliative care. One Ontario study estimated a cost saving of $9 million if 10% of end-
of-life patients were transferred from acute care to home care, while a pilot study found increased
costs (CHPCA, 2012). A comprehensive literature review on the cost effectiveness of palliative care in-
ternationally by Smith, Brick, O’Hara, & Normand (2014) found studies of variable quality but also
statistically significant cost savings relative to comparator groups — adding to findings of care bene-
fits in database systematic reviews of home palliative care by Gomes, Calanzani, Curiale, McCrone,
& Higginson (2013), for example. Gomes et al. found that client, family, and health system burdens
were all reduced although they concluded that more study is needed on cost-effectiveness. In the US,
only one study failed to demonstrate cost savings while another reported $2 in health-care savings for
every $1 spent on hospice palliative home care, which is also responsive to expressed wishes of pa-
tients. Voice, choice, and satisfaction remain important metrics. Hospice palliative home care may
also relieve a long-term care crisis in Canada (CHPCA, 2012) — that has been magnified in the
context of the 2020 COVID-19 pandemic.
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METHODS

Ethics Approval

THIS STUDY WAS APPROVED ON JANUARY 23, 2020, BY THE UNIVERSITY
of Saskatchewan Behavioural Research Ethics Board (Beh-REB #1685), which is consti-
tuted and operates in accordance with the current version of the Tri-Council Policy Statement:
Ethical Conduct for Research Involving Humans (TCPS-2 2018). Research was conducted in adher-
ence with all standards required under institutional Tri-Council behavioural ethics practices. Re-
spondents were informed prior to their participation in the study of the purpose and design of the
research, their right to withdraw at any time, and ability to provide input to the final document.
Participants could opt in or out of having their contributions recorded and had the option to review
transcripts in order to verify the ideas presented, introduce additional commentary, or correct any

errors or omissions.

Important topics were probed deeply through in-depth face-to-face interviews at Preston
Park 11 Residence (or telephone interviews where participants chose) with key informants represent-
ing diverse stakeholder groups (including clients and families, volunteers, board members, staff,
health-care providers, and donors). If participants agreed, interviews were recorded and transcribed
by the CUISR research assistant. Interviews lasted up to an hour and the findings identify inputs,
outputs, and outcomes for each stakeholder group to develop indicators relevant to outcomes
measurement and hence the financial proxies needed to calculate the social return. Existing data
including PHS client/volunteer surveys, referral statistics, volunteer training evaluation, annual

report, and budget were reviewed with the organization’s permission.

Participant Recruitment

A variety of stakeholders broadly represented the people who contribute to and benefit from PHS so
that the study could indicate the social value of the program. Altogether there were 46 participants in
the study, which included 26 clients and family members, six volunteers, five health-care providers,
four board members, four donors, and one staft member. To be eligible for the study, participants

had to be 18 years of age or older; have direct experience of volunteering or working with PHS; or
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be family members and clients that have used its services, government or other funders, or policy
professionals. The criteria for participation excluded children and non-English speakers. The PHS
team helped identify key stakeholders for this project and also helped with the recruitment process.
An initial email from PHS with the study recruitment script was sent to appropriate potential parti-
cipants who were invited to contact the researcher to confirm participation. The participants were
then contacted via email or phone by the researcher to schedule an interview. There was no relation-
ship between the researcher and participants and no compensation was offered. Consent, which

was explained by the research assistant, was obtained in person at the time of the interview, or via
telephone. The right to withdraw was indicated in the recruitment document and consent form.

See Appendix A for the consent form.

Data Collection and Data Storage

Consent forms and participant contact information are stored in a locked office at Community-
University Institute for Social Research (CUISR), University of Saskatchewan. Contact information
has been coded and stored separately from the data collection. Participants were assigned a code
number and the coding sheet is stored securely and separately from the data. Interviews were audio
recorded and the digital recordings will be retained for five years. Transcriptions are de-identified. As
a result of the relatively small sample of stakeholders at Prairie Hospice Society, collected information
may reasonably be expected to identify an individual. Participants therefore had the opportunity to

review the transcript and remove anything they felt uncomfortable with sharing.

Audio recordings and data are stored in locked files on a password protected computer. Files
and recordings will be safely stored for up to five years after the project is completed. The files will
then be destroyed when the data are no longer needed. Reports include no identifying information
or names of research participants. The consent forms and contact master list will be kept separate

from the research data.

Risks

There were no anticipated harms from participation, but questions could elicit feelings of distress,
anxiety, or sadness due to talking about experiences volunteering, working, or using services with
PHS. Since participating in the study was voluntary and participants were free to withdraw at any
time without penalty and answer only those questions with which they were comfortable, it was as-
sumed that they were open to discussing questions. If any signs of distress were evident, opportuni-
ties to stop participating were offered. If anyone expressed distress, they were free to withdraw from

the study; we were also able to refer them to counselling services arranged through PHS.
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Benefits

Participants often experience appreciation for the opportunity to be heard through a research study.
Participants benefit directly by being able to tell their story and to help contribute to the sustain-
ability of PHS. The research will also give the PHS comprehensive evaluative information that they
can use to show funders their diverse values and social impacts and thus strengthen organizational

sustainability.

Limitations

A limitation of this study method is related to the assumptions that are made about the change
that has been made and the extent to which outcomes are attributed to the program activities.
This limitation has been addressed through presenting alternative calculations to inflate or deflate
the outcomes. Although changes cannot be fully attributed to the program activities, it assesses
whether clients are experiencing changes. Another limitation of this study is the possibility of re-
sponse bias (also known as survey bias), which is the tendency of individuals in self-reported data
to respond to questions in ways that reflect well on their behaviours or provide responses that are

socially acceptable (Furnham, 1986).
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FINDINGS AND DISCUSSION

Stakeholder Analysis

PHS BOARD AND STAFF HELPED IDENTIFY STAKEHOLDERS. IDENTIFYING
stakeholders assists in understanding the services provided (activities/changes), involve-
ment of main stakeholders in the organization (inputs), quantitative number of activities (outputs),
and discovering the outcomes for each group (see Figure 1, below, for the PHS Inputs, Process, and

Outcomes).

 Clients — terminally ill clients who are accessing the PHS services that provide for their
practical, emotional, and compassionate needs

 Family members and caregivers — those supporting clients who are terminally ill or are
accessing respite services from PHS. Family members also receive bereavement support
from PHS for up to a year after their loved one has passed away.

¢ Trained volunteers — providing compassionate and caring support to clients and their
families through companionship, transportation, practical and emotional assistance, and
support in navigating the health-care system.

 PHS board members — governance for the organization, fundraising, volunteering, and
advocating for PHS.

+  Staff volunteer coordinators — two volunteer coordinators who play a crucial role in
meeting with potential clients, meeting volunteers, and making suitable matches between
volunteers and clients.

 Donors (including fundraising committee members) — providing financial sources for
PHS’s operational budget.

« Dalliative health-care team (Client Patient Access Service [CPAS], Palliative Nursing,
Palliative Home Care) — those directly involved in referring clients to PHS, those providing
care and having interactions with volunteers with PHS.

+ Saskatoon Cancer Centre — Many clients are receiving medical care from the Cancer Centre
and access PHS transportation or other services. The Cancer Centre refers clients to PHS.

¢ Medical Assistance in Death (MAID) Team — Clients requesting MAID can work together
with the team to accomplish the client’s end-of-life wishes at home. PHS takes a neutral
stance and supports client’s needs such as MAID.

o Saskatchewan Health Authority — trusting PHS and promoting their services to clients

accessing palliative medical care services.
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Figure 1. PHS Inputs, Process, and Outcomes
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Data Sources
Record Review

A review of existing PHS records and evaluations was completed. Sources such as client surveys,
volunteer surveys, referral statistics, volunteer training evaluation, annual reports, and the budget

were analyzed to value inputs, outputs, and outcomes of PHS.

The client satisfaction surveys conducted in 2014, 2016, and 2017 all had excellent ratings for
the overall quality of service of volunteers and staff. Altogether the highest rates of satisfaction of vol-
unteers highlighted their courtesy, helpfulness, attentiveness, knowledge, respectfulness, flexibility,
and ability to meet needs. There were two surveys conducted in 2015 and two in 2017 to understand
satisfaction with the volunteer experience. The two 2017 surveys, involving 40 participants altogether,
reported that 89% of the volunteers wanted to meet with other volunteers for support and network-
ing. When asked why volunteers left the program, 27% had to leave because they moved, 16% found
the work unsuitable, and 16% said their situation changed and could no longer volunteer. Sixty-six
percent of volunteers reported 3—4 hours weekly was a manageable amount of hospice care and 21%
found 1-2 hours more reasonable. Volunteer training course evaluations have been completed an-
nually since 2014. In the most recent training course evaluation, 10 respondents rated as most helpful
coverage of loss, grief and bereavement. The volunteers found the most informative information was

about culture, diversity, and spirituality.
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Statistical information included total number of 4,740 volunteer hours logged, an estimated
900 hours of time spent yearly doing board member tasks, 805 volunteer training hours, about 35
volunteers trained yearly, 355 rides given to clients, 39 hours of respite care, 42 family members
receiving bereavement care. Avoidance costs and costs saved to the health-care system were discussed
with the PHS team who concluded that PHS volunteers may have assisted in avoidance of both ER
visits and inpatient hospital days. These conclusions were based on conversations and consultations
with clients, families, volunteers and health-care providers. PHS volunteers may have assisted in
avoidance of both ER visits and the hospital visits by 1) providing reassurance through spending time
calming and relieving the anxiety of caregivers and clients who might otherwise have opted for a trip
to the ER, and/or 2) aiding the family in getting resources to access more professional community
help (e.g., when care needs change or become more serious the volunteer calls home care to request
more assistance for the family, ask for reassessment of needs to gain more help, or request certain
supplies such as catheters, dressings, etc. that the family many not have confidence to request them-
selves). It was estimated that approximately 20% of all their clients might have visited the ER if the
volunteers were not able to provide support and resources. Also 20% of clients may have returned
to hospital and been admitted for a stay or end-of-life care if a PHS volunteer had not assisted in
mitigating problems to enable them to stay at home longer. It is difficult to assess how many days’

costs were avoided for each client.

Interviews

The research assistant conducted stakeholder interviews with board members, staff, volunteers,
health-care providers, donors/funders, and clients and family members. Forty-six in-depth interviews
(Table 1) provided stories, knowledge of, and insight into the impacts and outcomes of PHS services.

Interview guides for each stakeholder group are included in Appendix B.

Table 1: Number of Stakeholder Interviews

Stakeholders Number of Interviews
Client and family members 26

Volunteers 6

Health-care providers 5

Board members 4

Donors 4

Staff 1

Total 46
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Qualitative Data Analysis

Interviews helped to determine the impacts of PHS services. Data from the interviews were analyzed
and categorized for thematic analysis. Supervised by the co-principal investigators, the research assis-

tant coded the transcriptions, which would identify data that were interesting and relevant to the

SROI analysis. Codes were then sorted into themes used to understand the impacts of PHS. See

Figure 2 for a summary of PHS Outcomes.

Figure 2. PHS Outcomes
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Enjoying Accessible, Compassionate Supportive Services

The stakeholder perspectives on PHS services gave an understanding of the quality and impacts of
the services to the community. The services were accessible, representing no financial burden or other

barrier to the client or family, as confirmed by a family member:

The one thing I can credit PHS for without hesitation is organization and ability to
be accessible. If someone reached out to call, they would always return the calls with
whatever extra support or more information that we needed. What I found to be
really important was to have to reschedule appointments. They were always diligent

on getting back to us and very understanding and supportive.
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Wait times for their services were very short and everyone reported having services within
two weeks of meeting the PHS volunteer coordinators. It was mentioned multiple times that staff

and volunteers were very friendly and compassionate people.

A family member mentioned that the volunteer’s therapeutic touch was so meaningful to her

mother while she was at home and in the hospital:

Her ability to connect with [my mother] and her way of advising, explaining and cer-
tainly meeting the objective of eliminating some of that loneliness and quietness and

discomfort around her illness. That is hugely valuable. That cannot be replaced.

It was something that was very simple and it was a non-medical intervention, but
[volunteer] visited her at the hospital and applied lotion to her hands, feet, and lower
legs. It’s not something I would think of personally, but for [volunteer] it was just
that sense of being touched in a consoling, kind, and concerned way. [My mother]
mentioned, “[Volunteer’s name] even put lotion on my feet.” Nothing was too much
for her and the idea that if it provided some sort of relief or comfort it would be a
priority to provide that for [my mother]. It was so amazing, and the details were so
noticeable to [my mother]. Even though she was struggling she recognized that it

changed the way she felt.

Enjoying Voice and Choice, Dignity and Control

If access and compassion are invaluable indicators of quality of care, voice and choice, as the litera-
ture suggests, prove powerful means of dying with dignity and maintaining control over one’s life
and decision making. PHS services support families and clients that wish to die in the comfort of

their homes. One family member explained what the PHS services meant in that regard:

We had many family and friends trying to convince us of the palliative care in the
hospital, but we were so happy as a family to have him at home. We could visit him
on our terms, and it meant the world to us and we would never let anyone take that
away from us. Staying home with him until the end was just our decision from day

one and PHS supported us and gave us some idea of what to expect.

A caregiver stated that “[PHS] made it possible for me and my family to keep my husband at
home to his end and this would have been his hope and desire. For us, it was incredibly empowering
we had more strength to cope with the loss because of the way we were able to manage those last

days.”
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Such was the impact of one volunteer on a client, according to his caregiver, that he could

truly be himself:

He gained a friend who would understand his current journey, which is difficult for
close family and friends to be there because they feel uncomfortable and don’t know
what to say or they are so devastated that they are not able to help with the normal
everyday things in life. It gave him the opportunity to be himself and had the extra

support and care.

Another caregiver spoke to the enormous benefits of her mother being able “to stay in the

comfort of her home”:

I’'m sure it could be offered in some other way, but for [my mother] to stay in the
comfort of her home where her life is unsettling enough. For someone that is kind,
caring and could make that connection with her and visit with her in her familiar

surroundings was a huge advantage.

It was mentioned multiple times that PHS allowed clients to stay independent of the health-

care system longer and families were able to have peace of mind.

Improving Pain and Symptom Management

In addition to offering choice and control, volunteer companionship has been able to relieve many

people of the pain of loneliness and isolation and improve pain and symptom management:

A lot of our clients, what we've noticed that when they are in pain, a lot of the pain
isn’t physical. It is pain of loneliness or pain because they want to see somebody. So, if

they have a continuous visitor from PHS that they can rely on, it provides healing.

While the 2020 COVID pandemic has added to fears of hospital visits or acute care interven-

tions, volunteer support has continued to help clients manage:

Probably half our people that are matched would normally be accessing acute care,
whereas right now they are willingly staying at home (because of COVID-19) and
using us as a medium to access help if they need it or use our skills to find out if there

are other services we could help them with.

Securing Peace of Mind

Client and family members could count on confidentiality and information shared to help them
understand what to expect in regard to end-of-life care, how to navigate the health-care system, and
where to find other community supports and services. When asked about one of the most valuable

services, two family members responded:
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What I appreciated about PHS was the information given. No one wants to be
questioning what’s going on when they are already questioning why a family member
has such a terrible disease. PHS was able to give two things: peace of mind and [help

navigating] the medical system to keep us informed about next steps.

The most valuable thing for my dad was building that friendship that would not
judge his illness and there was no pressure. They were kind and became a friend.

He grew to trust through that relationship. Especially on the end-of-life journey this
is challenging for them to expect. In terms of our family, it was the combination of
having someone that was a companion, friend to my father as well as the opportunity
for PHS to identify some of the extra needs. Things like supplements and coming to

check up on him regularly gave peace of mind to the family.
A family member noted:

In a larger sense, PHS offering a service that is not available from any other medical
service can be documented and the significance of how it provides support for a
patient/client during a difficult time is critical within a family and not everyone has
that available to them. For it to be there is hugely important, especially in a com-
munity where there is no hospice currently. Those are big shoes to fill but they are
addressing some part of that so more flexibility in terms of visiting at home, which is
an important aspect. The comfort of your own home and someone caring coming to

VISIt.

Filling a Medical System Gap and Helping Navigate the Health-Care System

In addition to the peace of mind already mentioned, many mentioned that this service is an impor-
tant support to the medical system, filling in a gap for palliative clients and their caregivers. The PHS
continuity of care, companionship, resources, and assistance in navigating the health-care system
support and supplement the efforts of the medical system. The PHS staff and volunteers become
“part of the family and is truly a family-centred care service.” One family member and caregiver

commented:

I can’t imagine what it would be like to go through this without PHS because they
filled in this huge gap and I can’t even describe how big that gap is. No matter how
strong of a network of friends you have, there is ... a lack of understanding on the
process of death and dying. Everyone is trying to be helpful, but they don’t have an
understanding of what is happening to the family. Without PHS, I don’t know if we
would have been able to keep my husband at home. That would have been a huge
disappointment to us and that would have been very sad if that would have

happened.
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Another respondent underlined benefits to the client and to the health system of companion-

ship and continuity of care:

As far as other organizations, a lot of them benefit from us because we are picking up
on things and passing on information, so it saves a step and a lot of time. With the
health-care system, I think with us involved, it alleviates them from having to put
their people in. I think we are keeping a lot of people out of hospital just because of
companionship and continuity of care. Our volunteers see the same client, whereas
with the health system it’s always a different person providing care. The trouble with
that is they won't pick up on stuff, because if you haven’t met that person before you

wouldn’t know what is normal and what is abnormal. We save a lot that way.

Another situation describes how PHS services reduce burdens on the health-care system:

We had a fellow too that would go to the hospital regularly. I agree he probably had a
little bit of pain. Sometimes you can manage a little bit of pain, but if you don’t have
any friends or anybody coming by, you don't have the will to stay at home and he
was going to the hospital. Once he had a volunteer that checked in with him it was

totally different, and he was happy to stay at home.

Volunteers give support to others working in the health-care system and they also help clients

and families navigate the health-care system. One of the volunteer coordinators was able to shed light

on resources provided to the clients and their families:

A lot of them don’t know who to phone for what, but we cover that in our training
with our volunteers. If the volunteers don’t know the answer, they will phone us, and
we can help them. Every day we get phone calls to help clients navigate the health-

care system.

When asked about the most valuable service, a family member stated:

16

The other aspect for me and my husband was that [volunteer], who had a geriatric
background, was very supportive of the changes we observed in [client] and a way of
explaining, discussing, and even being a sounding board with the decision making.
Not that she was the one that advised and told us what to do, but she was the person
that heard our ideas and answered our questions. She was someone removed from the
situation that provided that kind of information and support. Both of those are

critically important to the end-of-life process.
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Enjoying Relationships with Well-Trained | Well-Matched Volunteers

Many clients, family members, and health-care providers mentioned the quality of PHS volunteers.
It was noted that they had intensive training in providing compassionate non-medical care to clients.
Many have worked in the health-care field; some were former caregivers receiving PHS services for

their loved one or have had some experience with caring for others. As one participant put it:

Every volunteer that I have had contact with was a solid 5/5. That must be a by-
product of the training. Good quality and the people who are involved themselves

are very conscientious and thoughtful about how sensitive some subjects are.

Clients and families reported that volunteers were very well matched with similar interests
and backgrounds, which helped create very meaningful relationships and friendships that continued
to grow throughout the client’s journey. One client explained why her relationship with her

volunteer was so meaningful and was so important to her:

I was afraid that other people would be terrified to be around other people with
cancer, but when I got in contact with PHS and [name], my volunteer came in and
sat down and she didn’t care that I had cancer. We both grew up on farms, so we had
other things to talk about other than the cancer, but the cancer didn't scare her and

that was the main feeling as a person with cancer.

Many referred to their volunteers as their “best friend” and looked forward to the time they
could spend together. In similar ways, volunteers stated that they were able to make new friends and
still have relationships with a client’s family after the passing of their loved one. Clients appreciate
the flexibility of the volunteers as their needs changed and as the terminal illness progressed. Sched-
uling time with the volunteer for companionship, caregiver bereavement, and for rides to appoint-
ments was not difficult and worked well when schedules were exchanged. These volunteers provide
continuity of care and consistency when the environment around a client or caregiver may be chang-
ing. Volunteers provide care in homes, long term care homes, in the hospital, palliative care unit, and

check in with families after the client has passed away.

The companionship is important to clients in having someone in their life that they can trust
and is outside the circle of their family and friends. This relationship with the volunteer doesn’t carry

past baggage and current clients have reported being able to talk to volunteers about their feelings:

A volunteer is someone that is outside the family and friend circle, someone with no
baggage, and clients report being able to talk to their volunteers about their feelings
that they feel they can’t directly share with family members. It’s a friend who under-

stands.
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Another caregiver stated, “My father-in-law is a reserved man and didn’t talk much about
his feelings, but it was easier to talk to his volunteer because they are a neutral party. Being able to
talk about his grief, anxiety about end of life, was beneficial.” Clients also appreciate the safety and

security they feel with their volunteers. Some examples of family member appreciation follow:
Sometimes we talk about cancer and they listen. Very kind in that way.

It had a great impact on me because she came in and made herself welcome and she
almost became a part of our family, it seemed. We so really, really liked her and our

two children were overwhelmed at how much of a positive impact she made on their

dad.

Securing Reliable and Emotionally Supportive Transportation

Transportation is a service that provides more than just the convenience of getting a client to and
from an appointment or grocery store. Many clients and caregivers mentioned that the transporta-

tion provided by PHS relieved a lot of stress, and even brought health benefits:

It certainly was less stressful for me and my daughter. She didn’t have to worry about
how she was going to get to an appointment. It wasn't a second worry anymore. You
had to worry about your chemo and then worry about a ride. That is an extra stress

and it affects your health.

Taxis and other modes of transportation provided in the city don't provide the same quality
of service as the transportation services offered by PHS. A relationship is often created with the driver
and clients mentioned that these drivers are their friends, giving them critical emotional support
after a hard conversation with a health-care provider. Many enjoy the relationship, which makes
them feel comfortable, safe, and secure and neither rushed nor financially burdened. It is a reliable
service for many who need to go to the hospital or chemotherapy sessions once or even twice or

more a week. One client testified to the impact on their own life and their family’s situation:

I can’t walk a full block without getting exhausted. I can’t go around to go shopping
anymore. They [the family] can rely on PHS, trust them and know that I am safe.
They are beautiful people. They have also been there for me, no matter what the

weather is like and how nasty it is outside.

Hospice Now support allows clients and families to get a reliable person to give rides to and
from appointments, taking away the burden of asking their family members or friends and paying
for a taxi, private services, or even ambulance in emergency. Ultimately, it provides peace of mind for

clients and their caregivers.
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Benefitting from Care for the Family, Respite and Bereavement Services

Caregiver burnout is one reason that the Client Patient Access Service (CPAS) may make a request for
PHS to reach out to the family. Caring for someone with a terminal illness can be difficult and PHS

has been able to provide respite, emotional support, and comfort to the family.
One palliative care coordinator from CPAS mentioned:

We try to focus our referrals to people that don't have support around them. With
that being said we still do make referrals to tough situations where we do identify
caregivers are tapped out. We combine PHS services with home care respite which is
only 8 hours a week. Think of a caregiver who still works and maybe they have kids
that need to get places. We are only scratching the surface in what that family truly

needs.

Time that the volunteer would spend with the family member then allows the caregiver to
do something for themselves, run errands, work, or rest and sleep. Family members can have peace

of mind knowing that their loved one is safe and they can take their mind off things for a short time:

What PHS allowed us to do was to continue on with our day-to-day lives and that’s
what my father wanted. He did not want to be a burden and he always felt guilty
when we went out of our way to help him. We have work, families, children and
other obligations, responsibilities. PHS lightened that load and gave us the ability for
our family to accomplish our day-to-day activities. They made it easier for us to have

some normalcy knowing that we were going to lose a big part of our family.
Asked about the impacts of the services on his family, a current client responded:

[ have been undergoing cancer treatments since 2016 and up until this point my wife
has been taking me whenever I had to go to treatments. She was using her vacation
days and what happens is she would use them up and can’t take a break. With a vol-
unteer being able to step in and run me to get groceries, appointments or the doctor’s

is time that she doesn’t have to take.

Emotional support to the families is crucial in such a difficult time. PHS is able to provide
ongoing support to family members as they care for their loved one and continue with bereavement
services as they are grieving the loss. Family members mentioned times when PHS volunteers or staff
have reached out months after the death of their loved one and they appreciated and felt sustained by

the ongoing care.

Functioning Without PHS Services

Without PHS services, other options, according to all stakeholders, heavily depended on the

individual, but some would have to go without, manage their terminal illness on their own, rely
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more heavily on family, friends, and faith communities, hire more private companionship and/or
transportation services. or rely on or even overuse medical connections and services, including

emergency and acute care or long-term care beds.

When asked what she would be doing without PHS services, a current client undergoing
chemotherapy responded, “I would have to scramble for rides, that’s for sure. Or my daughter would
have to take time off work and it’s not always easy finding someone. People work. Going by taxi is

expensive, particularly if you had to go a few times a week.”

A caregiver mentioned in his interview, “It would be hard. I already had to pay for homecare,
and I wasn’t working at the time. It would have been worse.” Another caregiver explained the

situation that he was in at the time:

I was driving all the time, but I couldn’t be at work. My wife was mentally exhausted
from caring for our son, and she had to take care of my daughter in the morning and
my dad at the care home. If we didn’t have PHS, my wife would have to take a cab or
get help from our community of friends to get to my son’s appointments. This is a
time that people are mentally upset.... You can be driving, but your mind is some-
where else. In that case, when you have lost your focus on driving you may miss a
light.... In that situation, whatever support the family can get is wonderful. It seems
like nothing, but it’s so meaningful to get that support. Any mental support the
family can get is awesome. It's more than a quantity/cost; the mental impact is huge.

With a family like ours with young kids, it was tough to manage everything.

Another caregiver stated, “We would have been left with the assistance that the health
authority provides, which is good, but again is not geared towards the emotional element of caring
for someone at home and the whole experience of death and dying.” Others’ situations suggested
that they would have had to resort to costly alternatives: “We might have had to increase private
services more because I was not well myself and I needed extra help too. It was hard for me to be a
caregiver and look after the house. I suppose we would have had to hire more help or just trudge
along.” Many, in other words, seem to be left with less than ideal, emotionally and financially

draining situations without the services that PHS provides to the community.

When asked whether or not the client would be accessing the health-care system / acute care

services more often without PHS service, one respondent mentioned:

Primarily, it would be fee-for-service, different nursing groups like Home Instead,
Saskatoon Home Care, but everything else is cost. I have one client that is desperate
for homecare, she has had respite from us and respite from the past. Unfortunately,

our indoor respite right now is on hold until that we can safely say this virus has
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moved out of the community for awhile. So, when we can't they are paying for it
and they are paying a minimum of $30/hr with a minimum of a 3-hour period. So,
although these alternatives are accessible, you can get them, not everybody can afford

them.

Considering Other Options and Their Accessibility

Clients mentioned that before hearing about PHS, spouses or family members would have to take
time off work to take them to appointments or they would have to rely on a taxi or Uber. City tran-
sit isn’t a viable option, especially for chemotherapy or radiation appointments because clients are so
physically weak after the appointments that it would be very uncomfortable and difficult to manage.
One client mentioned that access transit is another option, but they pick up so many people, you
have to call far in advance, you wait a long time, and can’t plan for a ride back from an appointment.

The client mentioned that she had to get to appointments on time and it wasn't reliable enough.

Many clients are already accessing home care, as well as palliative nursing care, and PHS
meets needs that are not readily found through other organizations. There is a volunteer program
through home care for visitation and companionship, but the people are not matched, may not have
similar interests, and clients may not get the same person every time so there isn't the same capacity

to build a strong relationship.

Many mentioned that a physical hospice is currently being built at St. Paul’s Hospital and
will have 15 palliative beds. This is another option in the future but will not reach those that want
to die at home or are unsure if their prognosis qualified for a hospice bed. PHS provides support to a

large number of people in the communities and are accessible to the terminally ill community.

Making Suggestions for Improvement

Many study participants had little to suggest, saying PHS provided or is fulfilling their current needs
right now. Others suggested expanding their services including more respite services, especially in
the evening. Caregivers mentioned providing nighttime respite services as well since that is a costly
private service. Clients and families understand the benefits and wish that there was more marketing,
a better website, social media, and altogether increased awareness about PHS in the community. A
client suggested having more volunteers to provide more assistance to the community as well as
having some volunteers trained to help clients and caregivers navigate the palliative services and

resources of other disciplines within the health-care system:

I would like to see a solid foundation for this organization to grow and the ability for

them to promote what their services are so families know that going into the journey,
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so they can plan a bit better from the outset. That takes financial consideration,
people and resources. I can say the value of those services are more than a cheque

being written. It is people helping people. It was priceless to me and my father.

Identifying Missing Services

Many participants did not have other suggestions for services they might have used or currently need
that are not being provided. One client, for example, commented, “With PHS, there were no hoops.
Services were clearly outlined and delivered as expected and I can’t think of anything that could have
been done differently or there weren't any services missing. I can't think of anything that could have

happened differently.”

It was mentioned a few times that meals, groceries, and general light housekeeping would be
beneficial for clients that are not able to do some of these daily tasks on their own as a result of am-
bulatory restrictions or low energy levels. Still, it is important to note that some of these services are
provided by volunteers who naturally integrate these services into their companionship time, just

doing what friends do together, as it were. One family member noted, for example:

They did offer some light house cooking, meal prepping and some light household
chores, but they really did shy against that and it was more transportation and com-
panion visits. Where someone is in their home on their own, it would be very helpful
if there was something like that available as well. That was important as well, my
mom struggled to make herself a sandwich. Then again, we relied heavily on family
for that.

Another family member wanted more bereavement and counselling services.

It was understood among all the stakeholders that this was a non-profit volunteer com-
munity service and PHS provides high quality service with the resources they have. Many stated that
it might be difficult to expand without the appropriate funding.

Impact Map

An impact map based on stakeholder interviews and record reviews tells the story about the changes
experienced by stakeholders as a result of an activity and then puts a value on that change. Specific
sections of the impact map are explained below; the full impact map is available separately on the

CUISR website at https://cuisr.usask.ca.

Intended/Unintended Changes, Inputs, and Outputs of Prairie Hospice Society

Intended and unintended changes specific to each stakeholder group emerged through interviews

with stakeholders. The inputs defined are the investments or contributions made in order to make
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the activities of the program or outcomes possible. The relevant monetized and non-monetized in-

puts are listed in Table 2 below. Outputs are the quantitative summary of the PHS activities for each

stakeholder.

Table 2: Changes, Inputs, Value, and Outputs of Prairie Hospice Society

Stakeholders Intented/Unintented Inputs Value Outputs
Changes

Clients Getting to appointments on $0 355 rides given to 40 clients.
time and ability to get rides
for groceries and social 800 hours of transportation.
activities.

Time spent with volunteers.
Reduced loneliness and

improved physical and 129 companionship clients,
mental health. 3,096 hours.
Improved pain and Time spent with volunteers
symptom management. and staff.
Clients are able to die at Clients are able to die in the
home in chosen/desired comfort of their homes.
location.
Family Reduced caregiver burnout $0 39 caregivers receiving respite
Members and better mental health. support. 140 hours spent pro-

viding respite to caregivers.
Time saved navigating the

health-care system. 39 caregivers receiving sup-
port navigating the health-

Mental, spiritual and care system.

psychological support after

losing a loved one. 42 family members were

given bereavement support.
Follow up bereavement

services. 42 family members were
given follow up bereavement
support.

Volunteers Satisfaction in contributing | Time & commit- $118,500 | 4,740 of volunteer hours.

to the community. Provid- ment. Total 4,740

ing a positive experience for | hours of volunteer-

clients, caregivers, and ing. Driving clients

family members. to appointments.

Training hours —
23 hours of vol-

unteer training for
35 new volunteers.
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Table 2 continued

Stakeholders Intended/Unintended Inputs Value Outputs
Changes
Health-Care Reduced workload (or Time referring $0 Reduced use of health-care
Providers transferring work to other | clients to PHS. services (or utilizing the time
patients) in health-care saved to accommodate other
system patients to derive significant
outcomes in terms of wait
times, efficiency and
effectiveness).
Board Satisfaction in contrib- Time, commit- $22,500 11 board members meet 10x
Members uting to the community. ment, skills, a year. Board members are on
expertise and various committees for PHS.
experiences. Total — 900 hours @ $25.
Donors Satisfaction in contrib- Financial sources | $0
uting to the community. for PHS.
Staff Satisfaction in contrib- Time, commit- $126,440 3 staff members (2 volunteer
uting to the community. ment, skills, coordinators and 1 office
expertise and assistant).
experiences.
Total $267,440.00

Qutcomes, Indicators, Financial Proxies, and Values

Outcomes are the changes that stakeholders experience resulting from the inputs and activities

of PHS. The outcomes have been considered for one year of the program. Indicators are specific,

observable, and measurable characteristics that can be used to show changes a program is making

toward achieving a specific outcome. Indicators help to identify financial proxies, which then

assigns a monetary value to the specific stakeholder outcomes.
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Table 3: Outcomes, Indicators, Financial Proxies, and Values of Prairie Hospice Society

Stakeholders | Outcomes Indicator Quantity | Financial Proxy Value
Clients Clients are able to Clients report having 710 per Average cost of taxi $25.50
attend their appoint- | to find transportation | year ride in Saskatoon. for
ments and miss services before they Cost of using taxi $18,105
appointments less used PHS or if PHS services to get to
frequently. Reduced volunteers were not appointments.
financial cost for available.
transportation
services.
Companionship and Clients report having 800 per Cost of companion- $28.00
counselling during to find transportation | year ship during transpor- | for
transportation. services before they tation. $22.400
used PHS or if PHS
volunteers were not
available.
Reduced social Number of com- 65 per Annual cost of adult $600.00
isolation. panionship clients. year leisure centre mem- for
bership. $39,000
Companionship Number of com- 1,548 per | Cost of private com- | $28.00 for
panionship hours. year panionship visits. $43,344
Improved pain and Cost savings to the
symptom manage- health-care system due
ment. to better pain and
symptom manage-
ment at home.
Increased sense of Cost savings to the
control and dignity. health-care system
when clients dies at
home.
Family Decreased caregiver Caregivers reporting 140 per Cost for private $32.00
Members burnout. Increased reduced stress. year respite care services. for
ability for caregiver $4,480
to cope with circum-
stances.
Time saved navigat- Family members 936 per Cost saved navigat- $25.00
ing the health-care report saving time year ing the health-care for
system. navigating the health- system. Decreased $23,400
care system having loss in caregiver
support from the PHS wages.
volunteers.
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Table 3 continued

home.

at home.

Family Increased sense of Family member 42 per Cost of counselling $120.00
Members relief from having reports feeling year services. for $5,040
(con’t) bereavement support | supported after the
from PHS staff and death of their loved
volunteers. one.
Increased psychologi- | Family members feel 42 per Cost of follow-up $55.00
cal health from hav- continually supported | year bereavement services. | for
ing bereavement after the death of their $2,310
support from PHS loved one.
staff and volunteers.
Volunteers Volunteers create Volunteers report 2,370 per | Average Saskatche- $32.78
meaningful relation- having new friend- year wan Health for
ships with clients and | ships. Authority wage. $77,688.60
caregivers.
Volunteers generate Volunteers are
a positive experience satisfied about
for themselves. contributing to
the community.
Health-Care | Decreased health-care | Number of hospital 167 per Cost of a hospital $482.65
Providers burnout and usage of | outpatients reduced. year visit and hospital for
health-care system. overhead. $80,602.55
Decreased cost to Number of visits to a 167 per Average cost of a $150.00
health-care system. physician reduced. year counselling visit by for
a physician for 30 $25,050
minutes.
Decreased number of | Number of ER visits 33 per Minimum cost of $1,134.09
ER visits. reduced. year road ambulance and | for
an ER visit. $37,424.97
Decreased number of | Number of inpatient 2 per Average cost of a $203,364
inpatient admissions. | admissions reduced. year standard hospital for
stay. Average stay in $406,728
Palliative Care is esti-
mated to be 4 weeks.
Improved pain and Cost savings to the 84 per Average cost of phar- | $323.97
symptom manage- health-care system due | year maceuticals for pa- for
ment. to better pain and tients during last 72 | $27,213.48
symptom manage- hours of life.
ment at home.
Clients are able to die | Cost savings to the 21 per Difference in the $20,000
at a desired/chosen health-care system year cost of dying in the for
place. when client dies at hospital versus dying | $420,000
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Table 3 continued

Board Board members Board members 225 per Simple assump- | $50.00
Members satisfaction with report being satisfied | year tion of average for
volunteering for PHS. | with volunteering for board member’s $11,250
PHS. wage.
Donors Satisfaction in Donor report being
donating to PHS. satisfied with

donating to PHS.

Staff Job satisfaction for Staff report being 3 per year
staff. satisfied with working
for PHS.
Total Gross $1,244,036.60
Impact

To clarify the quantities and values, brief descriptions are provided. There were 355 rides
given excluding transportation for companionship clients. The quantity of rides was doubled to
calculate a taxi ride to and from a location. An average taxi rate in Saskatoon was used for the
financial proxy value. Transportation costs include taxi and companionship fees. Rides given to
clients are often the same people, relationships are built, and emotional support is offered during
the rides. The cost for an average taxi ride in Saskatoon is $25.50 and companionship services are
$28.00 per hour. Transportation hours and companionship hours have been counted separately.
The number of companionship clients is 129 and if half of these clients experienced reduced social
isolation the cost savings of these clients is equivalent to purchasing an adult Leisure Centre card.
The 39 caregivers received 140 hours of respite services from PHS. The calculation assumes that

volunteers had spent 1548 hours of companionship visiting.

PHS reported volunteers spending 104 hours providing respite in the year. Family members
saved time navigating the health-care system. It was estimated that 2 hours were saved each month
for 39 caregivers, that 936 hours (2 hours per month) were saved for the caregivers costed at a
$25.00/hour wage. For 42 families receiving PHS bereavement services, the cost saving was calculated
to be one bereavement support service for each family member. If half of the volunteer hours were
spent working instead of volunteering to receive the same outcomes of creating meaningful relation-
ships with others, this volunteering time could be valued at an average Saskatchewan Health

Authority wage.

PHS services allow the health-care system to avoid costs. If each client was able to avoid
one outpatient visit and one physician counselling visit hundreds can be avoided. The cost of an

outpatient hospital visit is $269.19 and the cost of the overall average for hospital overhead is $213.46.
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The number of ER visits was calculated using 20% of 167 clients served, which is 33. The ER costs in-
clude road ambulance using the lower range of $245 and an ER dispatch cost of $889.09, according to
the Saskatchewan EMS, could have been saved. If 1% of these clients were able to die at home instead
of being admitted to the Palliative Care Unit, a massive cost to the health-care system could be
avoided. The average cost of a standard hospital stay is $7263.00. Based on hospital data, we are able
to look at the number of days that palliative care patients spent in hospital during their last month of
life. According to Health Canada (2018), more than half of palliative care patients (54.9%) in Ontario
spent five days or longer in hospital during their last 30 days of life. About a quarter (25.8%) of pallia-
tive care patients spent half or more of their last month of life in the hospital (Health Canada, 2018).
Overall the average inpatient hospitalization costs are $203, 364. We calculated it for 1% of PHS

clients. It was estimated that these palliative clients stayed in hospital for an average of 4 weeks.

According to PHS, 900 hours of volunteering is spent on being a board member. For 25% of
the hours spent at PHS, a board member could be working on another board or working another job
to have a similar outcome. We made conservative estimations of average board compensation and

quantities of change, and the value of financial proxies, to prevent an overvaluation of the impacts.

Impact (Deadweight, Attribution, and Drop-Off)

To calculate the impact, it is important to take into account what would or could have happened,
the contribution of others and the length of time the outcomes last. These considerations are called

deadweight, attribution, and drop-off (see Table 4).

Deadweight measures the amount of the outcome that would have happened even if the ac-
tivity did not take place. The deadweight was given lower percentages of 5% and 10% for services that
are not provided through the other organizations and the health-care system. These are services that
may not have happened otherwise because they are unique services that PHS provides and are not ac-
cessible in the community. Since PHS volunteers could have developed meaningful relationships and
could have created positive experiences for themselves with another organization, they were assigned

a 15% deadweight.

Attribution is an assessment of how much the outcome was caused by other people or organ-
izations. It brings awareness to what other activities could have contributed to the observed changes.
Regarding care for the clients, it was mentioned by multiple stakeholder groups that home care was
often involved, as well as family caregivers and other paid services, in addition to the services pro-
vided by PHS. Certain outcomes are more specifically provided to clients that are not attributed to
other services in the community. The attribution percentages were low in companionship, since

clients are matched to volunteers having similar interests and both clients and volunteers mentioned
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that they created deep friendships through the companionship services. Family members mentioned

that it wasn’t the same as paid companionship services or health-care staff, because there is a different

person every time in those cases and the connection wasn't always there. Time saved navigating the

health-care system was helpful to family members and clients, since PHS volunteers are trained spe-

cifically to give resources and direct family members and clients, which saves time for both the client

and the health-care system. The attribution for this was at 5% since there are not readily available

people that are as highly educated about the health-care system and other community resources and

that can deliver assistance in such a personal way. Outcomes with higher attribution percentages in-

cluded decreased health-care burnout and decreased cost to the health-care system.

Drop-off estimations take into consideration how long the outcomes last. The drop-off

percentages are 0% for all outcomes since the SROI is not calculated for more than a year.

Table 4: Deadweight, Attribution, and Drop-Off

Outcomes Deadweight Attribution Drop-Off

Clients are able to attend their appointments and 5% 10% 0%
miss appointments less frequently. Reduced financial
cost for transportation services.

Companionship and counselling during 5% 10% 0%
transportation

Reduced social isolation 5% 10% 0%
Companionship 5% 5% 0%
Improved pain and symptom management N/A N/A N/A
Increased sense of control and dignity N/A N/A N/A
Decreased caregiver burnout. Increased ability for 5% 10% 0%

caregiver to cope with circumstances.

Time saved navigating the health-care system 10% 5% 0%

Increased sense of relief from having bereavement 10% 10% 0%
support from PHS staff and volunteers

Increased psychological health from having bereave- | 5% 10% 0%
ment support from PHS staff and volunteers

Volunteers create meaningful relationships with 15% 10% 0%
clients and caregivers. Volunteers generate a positive
experience for themselves.
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Table 4 continued

Decreased health-care burnout and usage of health- 10% 20% 0%
care system

Decreased cost to health-care system 10% 20% 0%
Decreased number of ER visits 10% 20% 0%
Decreased number of inpatient admissions 10% 20% 0%
Improved pain and symptom management 5% 10% 0%
Clients are able to die at a desired/chosen place. 10% 20% 0%
Board members satisfaction with volunteering for 15% 10% 0%
PHS

Satisfaction in donating to PHS N/A N/A N/A
Job satisfaction for staff N/A N/A N/A

Impact

The impact calculation takes into consideration the number of times the impact happened multi-

plied by the financial proxies minus the deadweight, attribution and drop-off. The calculations of

impact for PHS are listed in Table 5 below.

Table 5: Impact Calculations

Outcomes Quantity | Value

Deadweight

Attribution

Drop-Off

Impact

Clients are able to attend 710 $25.50
their appointments and
miss appointments less
frequently. Reduced finan-
cial cost for transportation
services.

5%

10%

0%

$15,479.78

Companionship and coun- | 800 $28.00
selling during transporta-
tion.

5%

10%

0%

$19,152.00

Reduced social isolation. 65 $600.00

5%

10%

0%

$33,345.00

Companionship 1,548 $28.00

5%

5%

0%

$39,117.96

Improved pain and N/A N/A

symptom management.

N/A

N/A

N/A

N/A
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Increased sense of control

and dignity.

N/A

N/A

N/A

N/A

N/A

N/A

Decreased caregiver
burnout. Increased ability
for caregiver to cope with
circumstances.

140

$32.00

5%

10%

0%

$3,830.40

Time saved navigating the
health-care system.

936

$25.00

10%

5%

0%

$20,007.00

Increased sense of relief
from having bereavement
support from PHS staff and

volunteers.

42

$120.00

10%

10%

0%

$4,082.40

Increased psychological
health from having bereave-
ment support from PHS
staff and volunteers.

42

$55.00

5%

10%

0%

$1,975.05

Volunteers create meaning-
ful relationships with clients
and caregivers. Volunteers
generate a positive
experience for themselves.

2370

$32.78

15%

10%

0%

$59,431.78

Decreased health-care
burnout and usage of
health-care system.

167

$482.65

10%

20%

0%

$58,033.84

Decreased cost to health-
care system.

167

$150.00

10%

20%

0%

$18,036.00

Decreased number of ER
visits.

33

$1,134.09

10%

20%

0%

$26,945.98

Decreased number of
inpatient admissions.

$203,364

10%

20%

0%

$292,844.16

Improved pain and
symptom management.

84

$323.97

5%

10%

0%

$23,267.53

Clients are able to die at a
desired/chosen place.

21

$20,000.00

10%

20%

0%

$302,400.00

Board members satisfaction
with volunteering for PHS.

225

$50.00

15%

10%

0%

$8,606.25

Satisfaction in donating to

PHS.

N/A

N/A

N/A

N/A

N/A

N/A

Job satisfaction for staff.

N/A

N/A

N/A

N/A

N/A

Total Net Impact

$926,555.11
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Calculation of the SROI Ratio

The calculation below divides the discounted value of outcomes by the total investment. This
SROI range assumes an extremely conservative measure of impact and also takes into account

other alternative proxies and values. Below are the lower and upper range of the SROI ratio.

Lower Range
SROI ratio = present value

value of inputs

SROI ratio = $926,555
$267,440

SROI ratio = 3.46

Upper Range
SROI ratio = present value

value of inputs

SROI ratio = $3,122,886.31
$267,440

SROI ratio = 11.68

With these considerations and discounts, the social value range of PHS is 3.46 — 11.68. In other
words, for every dollar PHS spends in providing the services to clients, there is a $3.46 to $11.68 social

return on their investment.

Alternative Calculations

Alternative calculations can be considered for the impact map. The alternative options included cost
of Access Transit services, higher cost savings in ambulance rides, increased board member impact,

increased counselling costs for clients and increased number of inpatient hospitalizations avoided.

The cost of Access Transit is the same as the conventional transit fees which are $3 for one
ride or $913 for an adult yearly pass. For a senior yearly pass, it costs $313. For anyone that is not
able to take the conventional buses, access transit is available for those with physical and cognitive
disabilities. Access Transit rides have to be booked seven days in advance; it is a shared ride service
and the trips are rarely from one point to another. The calculation for the taxi was used for the social

value calculation because most clients spoke about using taxis for alternative transportation options.

Adult Yearly Transit Pass
Social Value = 3.52
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Senior Yearly Transit Pass
Social Value = 3.45

According to the Government of Saskatchewan (2019), the cost of a basic road ambulance
in Saskatoon ranges from $245 to $325 for residents of Saskatchewan with a valid health card. PHS
services are saving 20% of clients from using an ambulance because they do not have a volunteer
there to help manage their health concerns, anxiety and stress with having a terminal illness. With
this increase in cost savings using the upper range of ambulance costs being $325 the social impact

ratio would be 3.47.

Increased Cost of Road Ambulance
Social Value = 3.47

Board members at PHS are all volunteers that are highly skilled and trained people. The value
of the board members and their input is important. If half the hours of board members were spent

working on another board, the social value for 450 hours at an assumed wage of $50.00 would be 3.50.

Increased Board Member Impact
Social Value = 3.50

If every client had used consistent counselling from physicians or a counselling specialist,
the increased saving would be 12 visits a year, or once a month counselling services. Since many
volunteers are currently working or retired professionals, the quality of their counselling is high.
Visits are made for up to 4 hours a week for companionship; the cost savings increases the social

value to 3.95 for every dollar that is spent in providing the PHS services. \

Increased Cost of Counselling
Social Value = 3.95

The largest cost savings outcomes are the reduced number of outpatients, reduced number
of visits to the physician, reduced number of ER visits, decreased number of inpatient hospitaliza-
tions, improved pain and symptom management, and clients being able to die in the community
or at home. The original calculations are very conservative. This alternative calculation describes the
cost savings if the number of PHS clients were doubled in all the categories described above. When

10% or 17 clients are able to stay home instead of going to the hospital, the social value of PHS is 5.62.

Increased Cost Saving to Health-Care System
Social Value = 5.62

If 10% of the 167 clients are able to avoid being admitted as an inpatient because of the sup-
port of PHS in the community, the social value would increase to 11.68. This is still a conservative

measure that assumes the cost savings for only 17 clients.

Reduced number of inpatient admissions

Social Value = 11.68
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CONCLUSION

P HS SERVICES HAVE AND CONTINUE TO MAKE AN IMPACT ON THE LIVES

of those living with a terminal illness and the family members caring for their loved
ones. An SROI analysis helps highlight valuable impacts. In the case of PHS services, the SROI analysis
underlines value for clients, family and other caregivers, reducing burdens and enhancing quality of
life, reducing pressures on the health-care system and contributing to cost reductions and avoidance
for the system and broader community. Adding to the literature on the cost effectiveness of palliative
home care, the SROI analysis based on the most conservative of assumptions demonstrates the follow-
ing range of SROI ratio or social value: from 3.46 to 11.68. In other words, for every dollar invested,
the return on investment is between $3.46 and $11.68. The literature is clear that the social value is
estimated to increase in the context of an aging Canadian population and a trend to smaller and

dispersed families adding challenge and cost to the health-care system.

Some of the impacts are harder to quantify and monetize than others. What price can we
put on peace of mind, on a husband and father being enabled to be himself, a family feeling em-
powered, clients and family feeling appreciated and finding a friend to understand what they are
going through, to have their burdens relieved and to be able to act and interact on their own terms?
How can we do justice to the value of dying with dignity in the place of one’s choosing, having voice
and choice and maintaining control over one’s life? Hence the importance of the qualitative data to
complement the financial proxies and ratio calculations so that we do some justice to the full range

of social and health impacts.

The PHS data and the interviews that complemented them tell powerful stories of the pro-
found impacts of PHS services. They confirm the literature on the importance of volunteers who
bring no baggage and offer no judgments to the task of end-of-life care. They confirm too the value
of the continuity of care the volunteers provide, which makes them especially sensitive to changing
client needs, picking up on what might be missed by different health-care providers who do not see
the client so consistently. The interview testimonials confirm too how PHS services importantly sup-
port and supplement the health-care system, filling critical gaps in service, while helping improve

pain and symptom management and securing high levels of both client and caregiver satisfaction.
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The impact of PHS services is well described by a family member:

This province is known for people helping people. PHS should be applauded for its
kind work in the background, while they may not be known or seen by everybody on
the front lines. The people that they are impacting appreciate it and especially when

their service didn’t leave us when my father did. It’s an ongoing appreciation for what

they did.
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Interview Participant Consent Form

Project Title

Prairie Hospice Society: Social Return on Investment Analysis Report

Researchers
Co-Principal Investigator: Dr. Isobel M. Findlay, Professor Emerita, Management and Marketing,
Edwards School of Business, University of Saskatchewan, (306) 966-2120, findlay@edwards.usask.ca

Co-Principal Investigator: Dr. Suresh Kalagnanam, Associate Professor, Department of Accounting,
Edwards School of Business, University of Saskatchewan, (306) 966-8404,

kalagnanam@edwards.usask.ca

Research Assistant: Anh Pham, MPH, University of Saskatchewan, (306) 966-2120,
anh.pham@usask.ca

Purpose and Objectives of the Research

This research study builds on findings from the 2013 and 2019 CUISR reports on Social Return On
Investment to report on monetary values associated with social, environmental, and other impacts of
the services of Prairie Hospice Society. The study will help guide decision making, and to reflect the

needs of diverse Prairie Hospice Society stakeholders and communities in Saskatchewan.

The project will use a social return on investment (SROI) methodology, which is a principles-

based approach that assigns monetary value to social, environmental, and other impacts that are
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typically not valued in traditional metrics or measures of success. It gives organizations, institutions,
and communities an important tool to assess the outcomes of their efforts, to communicate their
successes and impacts, to manage their risks, and to support evidence-based decision making and
optimal use of resources. In situations where the focus is often on the costs of services delivered by
institutions or organizations, SROI will highlight diverse values that the service delivery represent
for communities. This SROI analysis will use financial proxies to calculate Prairie Hospice Society’s

social impacts.

Procedures

Interviews will be used to collect study data. An interview guide has been developed by the CUISR
research team. Data collection will occur in Saskatoon at Preston Park II Retirement Residence or by
telephone if participants choose. The interviews will include up to 70 participants and will last up to
an hour. If participants agree, interviews will be audio recorded for transcription purposes. Interviews
will be recorded and transcribed by the CUISR research assistant. You may choose to review, add or
delete before approving the transcript. The participants will receive their transcript and have a dead-
line of two weeks to respond and return the transcript with any revisions. A reminder email will be
sent to participants after one week, if there is no response by the deadline it will be assumed that
participants accept the transcript as sent to them. Please feel free to ask any questions regarding

study procedures and goals or your role.

Funded by
This study is funded by Prairie Hospice Society.

Potential Risks

There are no anticipated harms from participation, but questions may elicit discomfort or distress

as a result of talking about experiences volunteering or having family members utilizing the hospice
care services. This minimal risk is addressed by your voluntary participation and ability to choose not
to answer any questions you feel uncomfortable answering. You also have the right to withdraw from
the study for any reason without penalty. Should you feel any distress, we can refer you to counsel-

ling services that are provided by Prairie Hospice Society.

Potential Benefits

Participants often experience appreciation for the opportunity to be heard through a research study.
Participants benefit directly by being able to tell their story and also to enhance understanding of the
value of the services of Prairie Hospice Society. The research will give the Prairie Hospice Society a

comprehensive evaluation to show funders and other stakeholders their values and social impacts.
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Confidentiality

The data from this research project will be published as a final report submitted to Prairie Hospice
Society and available on the CUISR website. The data may also be presented at conferences and in
an academic paper. The data will be presented in aggregate form, so that it will not be possible to
identify individuals. All personal data will be removed before the responses and interventions are
analyzed and reported. This means that any direct quotes, opinions, or expressions will be presented
without revealing names. Confidentiality will be further protected by allowing only the research
team access to the recordings of the interviews and by storing the signed consent forms separately
from transcriptions. The only case where confidentiality will be waived is when the participant has
agreed to have their contributions acknowledged.

You have the right to withdraw from the study. Your data will be deleted if you request it.
Identifying factors (such as names, specific locations) will be removed and individuals will be given
pseudonyms where necessary. The researchers will undertake all necessary steps to safeguard the
confidentiality of the interviewee by following confidentiality protocols expressed above.

If you agree, the interview will be audio recorded for transcription purposes. You may request
that the recording be turned off at any time and without giving any reason.

After the interview and prior to the data being included in the final report, you will have the
opportunity to review the transcript if you choose to and to add, alter, or delete information you

contributed from the transcript as you see fit.

Storage of Data

Data will be securely stored at CUISR for a period of five years after publication at which time it will
be destroyed. Electronic files and recordings will be kept in CUISR password protected computer
files. Hardcopy data will be stored in locked filing cabinets in a locked CUISR office and, as men-

tioned above, transcripts will be stored separately from signed consent forms.

Right to Withdraw

Your participation is voluntary and you can answer only those questions that you are comfortable
with. You may withdraw from the research project for any reason, at any time (before data are aggre-
gated for the report) without explanation or penalty of any sort. Whether you choose to participate
or not will have no effect on your access to services or how you will be treated. The deadline to with-

draw from the study is one month after your participation.

Follow-Up
To obtain results from the study, please contact CUISR by phone (306-966-2120) or by email

(cuisr.research@usask.ca) or visit our website https://cuisr.usask.ca.
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Questions or Concerns

Contact the researchers using the information at the top of page 1.

This research project has been approved on ethical grounds by the University of Saskatchewan
Research Ethics Board. Any questions regarding your rights as a participant may be addressed to
that committee through the Research Ethics Office ethics.office@usask.ca (306) 966-2975. Out-of-
town participants may call toll free (888) 966-2975.

Consent

SIGNED CONSENT

Your signature below indicates that you have read and understand the description provided; I have
had an opportunity to ask questions and my/our questions have been answered. I consent to partici-

pate in the research project. A copy of this Consent Form has been given to me for my records.

Name of Participant Signature Date

Researcher’s Signature Date
A copy of this consent will be left with you, and a copy will be taken by the researcher.
ORAL CONSENT

Oral Consent: I read and explained the consent form to the participant before receiving the partici-

pant’s consent, and the participant had knowledge of its contents and appeared to understand it.

Check the right to remain confidential in contributing to this research (name will not appear

in the publications)

Check the right to being acknowledged for your knowledge (meaning your name will appear

in the publications)

Check if you would like to have the opportunity to review the transcript.

Name of Participant Signature Date
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Interview Guide — Health Professionals

Project Title

Prairie Hospice Society: Social Return on Investment Analysis Report

Researchers
Co-Principal Investigator: Dr. Isobel M. Findlay, Professor Emerita, Management and Marketing,
Edwards School of Business, University of Saskatchewan, (306) 966-2120, findlay@edwards.usask.ca

Co-Principal Investigator: Dr. Suresh Kalagnanam, Associate Professor, Department of Accounting,
Edwards School of Business, University of Saskatchewan, (306) 966-8404,

kalagnanam@edwards.usask.ca

Research Assistant: Anh Pham, MPH, University of Saskatchewan, (306) 966-2120,
anh.pham@usask.ca

Questions

How many clients have been referred to Prairie Hospice Society through the Saskatchewan Health
Authority, Cancer Clinic, Nursing Homes, or other community organizations?

Have you directly referred or have had experiences with clients utilizing Prairie Hospice Society
services?

If Prairie Hospice Society did not exist, what other health services would be used instead?

1. For ethics purposes, each guide listed in these pages is required to have the logos, the project title, and list of personnel
at the top. For the purposes of this report, to avoid repetition, we have provided it only on the first page of the appen-
dix and identified individual interview groups with appropriate headings.
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How accessible are the alternatives?

What do you believe are the impacts of Prairie Hospice Society services for clients?
(Prompt for client impact)

What are the strengths of the services provided by Prairie Hospice Society?

What are some suggestions for improvement of the services provided by Prairie Hospice Society?
Are there any barriers to referring clients to Prairie Hospice Society?

What do you believe are the most valuable services that Prairie Hospice Society offers?

Any other comments/ information important for us to understand Prairie Hospice Society impacts
(on individuals, families, communities, health or other systems, etc.)?

Interview Guide — Volunteers

Questions

How many volunteer services have you provided to clients?

Can you describe examples of the different services? (prompt if necessary, about range of services)
How do you think the services made a difference in the lives of client and family/supports?
Without those services, what alternatives would clients and family/supports have had?

How accessible are the alternatives?

Why have you chosen to volunteer with Prairie Hospice Society?

How many hours of training does each volunteer receive?

If you have had a client assignment, did the training provide you with what you needed to
provide services?

How many clients have you had? How many volunteer hours have you provided?
What training aspects were the most helpful in providing service to your clients?
What additional training or supports would you suggest providing for volunteers?
What are some things you believe Prairie Hospice Society is doing well?

What have been the benefits to you of volunteering at Prairie Hospice Society?

Any other comments/ information important for us to understand Prairie Hospice Society impacts?
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Interview Guide — Prairie Hospice Society Board Members

Questions

How many people are on the board for Prairie Hospice Society?

How often do board members meet?

What types of services are provided by the Prairie Hospice Society?

What are the inputs that allow Prairie Hospice Society to provide services to clients?

How are individuals, families, organizations and the health care system benefitting from
these services?

What do you value most about Prairie Hospice Society? Its greatest strengths?
What are some areas of improvement for Prairie Hospice Society?

How many clients have accessed Prairie Hospice Society services?

Are there any barriers to providing services to clients?

Without these services, what alternatives would clients or family/supports have?
How accessible are the alternatives?

What do you see for the future of Prairie Hospice Society?

Any other comments/ information important for us to understand Prairie Hospice Society impacts
(on individuals, families, communities, health or other systems)?

Interview Guide — Clients and Family/Supports

Questions

What types of services have you accessed with Prairie Hospice Society? (Prompt with range
of services)

What are the most valuable services provided by Prairie Hospice Society?
Are there any barriers to accessing the services provided by Prairie Hospice Society?
What are the benefits of receiving those services from Prairie Hospice Society?

What are some of the impacts you or family/supports have experienced through these services?
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Without these services, what alternatives would you or family/supports have had?
How accessible are the alternatives?

How satisfied were you with the following aspects of their services?
1 = very dissatisfied
2 = dissatisfied
3 = neutral
4 = satisfied

5 = very satisfied

 Time it took to begin the services

+ Helpfulness of the information provided

+ The amount of volunteer time assigned to me

« The scheduling of the volunteer time

*  Quality of interaction and services provided by Prairie Hospice Staff and volunteers
 Range of services provided

+ Protection of my privacy and confidentiality by staff and volunteers

Overall, how satisfied are you with the quality of service provided by volunteers and staff?

1 = very dissatisfied
2 = dissatisfied

3 = neutral

4 = satisfied

5 = very satisfied
Do you have any suggestions for improvement for the services provided?
Are there any services missing?

Any other comments/ information important for us to understand Prairie Hospice Society impacts
(on individuals, families, communities, health or other systems, etc.)?

Interview Guide — Donors/Funders

Questions
Why have you or your organization chosen to fund/donate to Prairie Hospice Society?
What do you believe are some of the impacts that Prairie Hospice is creating for its clients?

What are the benefits/impacts Prairie Hospice Society is creating for you/your organization?

46 University of Saskatchewan




Appendices

Without Prairies Hospice Society services, what alternative services/supports are available?

How accessible are the alternatives?

What value does Prairie Hospice Society provide to the community of Saskatoon?

What would you like to know about the organization to continue to give funding in the future?
What would you like to see for the future of Prairie Hospice Society?

Any other comments/ information important for us to understand Prairie Hospice Society impacts
(on individuals, families, communities, health or other systems?

Interview Guide — Staff

Questions

How many people are on the staff of Prairie Hospice Society?

What functions do they perform?

What types of services are provided by the Prairie Hospice Society?

What are the inputs that allow Prairie Hospice Society to provide services to clients?

How are individuals, families, organizations and the health care system benefitting from
these services?

What do you value most about Prairie Hospice Society? Its greatest strengths?
What are some areas of improvement for Prairie Hospice Society?

How many clients have accessed Prairie Hospice Society services?

Are there any barriers to providing services to clients?

Without these services, what alternatives would clients or family/supports have?
How accessible are the alternatives?

What do you see for the future of Prairie Hospice Society?

Any other comments/ information important for us to understand Prairie Hospice Society impacts
(on individuals, families, communities, health or other systems)?
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