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Abstract: Although there are a number of quality frameworks available for evaluating palliative services, it is necessary to adapt these
frameworks to models of care designed for the rural context. The purpose of this paper was to describe the development of a program
assessment framework for evaluating a rural palliative supportive service as part of a community-based research project designed to
enhance the quality of care for patients and families living with life-limiting chronic illness. A review of key documents from electronic
databases and grey literature resulted in the identification of general principles for high-quality palliative care in rural contexts. These
principles were then adapted to provide an assessment framework for the evaluation of the rural palliative supportive service. This
framework was evaluated and refined using a community-based advisory committee guiding the development of the service. The
resulting program assessment framework includes 48 criteria organized under seven themes: embedded within community; palliative
care is timely, comprehensive, and continuous; access to palliative care education and experts; effective teamwork and communication;
family partnerships; policies and services that support rural capacity and values; and systematic approach for measuring and improving
outcomes of care. It is important to identify essential elements for assessing the quality of services designed to improve rural palliative
care, taking into account the strengths of rural communities and addressing common challenges. The program assessment framework has
potential to increase the likelihood of desired outcomes in palliative care provisions in rural settings and requires further validation.
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Introduction

The need to provide high-quality palliative care to an
aging population has resulted in the development of
a number of quality frameworks for palliative care.
However, evaluating the quality of palliative care is
difficult for several reasons including the concurrent
goals of supportive and curative care, the potentially
competing interests of patients and families, and the
emphasis on patient-centered care in an evidence-
based environment.! No universally agreed upon
outcome exists by which the success of palliative care
can be judged. Enhanced quality of life and meeting
the needs of patients and family are widely accepted
outcomes,” but these goals are elusive. Some have
argued that because quality of life has no shared or
coherent understanding, it should not be used as a
quantitative measurement of the outcome of care.'?
Needs are difficult to evaluate because they are
typically understood within a context of harm,* and
what constitutes harm when death is the inevitable
outcome remains under debate. Further, many
indicators used in palliative care lack the sensitivity
to show improvements in outcomes under different
models of care, particularly when health naturally
declines prior to death.*

Despite these challenges, there is a need to ensure
that services delivered are cost-effective and high-
quality. A number of quality frameworks for palliative
care have been published and reviewed. Pasman et al’®
conducted a systematic review of quality frameworks
for palliative care published through December
2007. They identified a total of 142 quality criteria
from 16 studies which they mapped against the
eight domains of the National Consensus Project
for palliative care in the United States.® They found
that most quality indicators (n = 82) reflected the
process of care, with relatively few focusing on
structural indicators of care (n =4). These researchers
constructed a set of outcome indicators that would be
applicable across contexts of care in the Netherlands
resulting in 33 patient-focused and 10 family-focused
outcome indicators.” In a German study, Pastrana et al?
used focus groups and a nominal group technique to
identify 16 themes relevant to outcomes of care. They
discovered that although experts generally agreed
on the relevant themes (eg, quality of life, needs
assessment of patients and relatives, satisfaction of
relatives), there was less agreement regarding the

priority given to those themes. In the UK context,
the Gold Standards Framework includes structure
and process quality indicators for end of life care
across contexts. Australia published guidelines for
a population based approach to palliative care®’ and
guidelines for a palliative approach in community
settings.'® Others have proposed frameworks for
specific contexts of care. For example, Schenck et al'!
recently constructed quality measures for hospices in
the United States; their initial scan of 174 potential
measures was reduced by an expert panel to a final set
of 34 primarily process measures. Raijmakers et al'?
reported consensus among experts on seven quality
indicators for patients with cancer in their last
days of life, along with an additional 18 topics for
consideration in determining quality indicators for
this specific phase of palliative care.

Assessment frameworks for rural

palliative care

Despite the growing body of quality frameworks for
palliative care, our literature search yielded no frame-
works adapted to the rural context. Although the gen-
eral principles of high-quality palliative care should
be similar, rural areas have unique socio-cultural and
healthcare needs. There are few specialist palliative
services in rural areas and limited healthcare services
in general.”® Difficult geographic and weather con-
ditions make it challenging for residents to access
care.!* Previous studies in Canada suggest that rural
individuals have unique perspectives on quality of
care and quality of life at end of life.'>!® Evaluative
frameworks must account for the rural context.

The work done in this paper arose from a need for
an assessment framework for a rural palliative sup-
portive service (RPaSS). RPaSS is a community-based
research project designed to enhance the quality of
care for patients and families living with life-limiting
chronic illness in rural areas. Previous studies have
shown that rural family caregivers experience signifi-
cant challenges in obtaining needed information and
resources.!®!® Care is often fragmented and occurs
too late in the palliative trajectory. Through RPaSS,
patients with chronic life-limiting illness are identi-
fied using an upstream approach when the symptom
burden is increasing but when they do not yet require
home support services. The RPaSS coordinator
maintains regular contact, provides teaching, support,
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and referrals, and plays an important integrating and
advocacy role during transitions in care. RPaSS is
designed to provide high-quality palliative care in
an upstream approach within the rural community
itself, thereby augmenting options available through
the publicly funded healthcare system.* We describe
a program assessment framework that can be used to
evaluate a specific rural palliative supportive service.
However, the framework is likely applicable to other
forms of palliative care services in rural areas.

Methods

We began by gathering key documents describing
standards, frameworks, and models for palliative care.
Searches were conducted in PubMed, CINAHL, and
the grey literature using database-specific terms and
key words that represented palliative care and qual-
ity indicators. We then supplemented the documents
with empirical literature describing palliative care
in rural contexts.®®!*!*2 The same databases were
searched using database-specific terms and key
words that represented palliative care and rural con-
text. Using Kelley’s*'** model of capacity building
in rural palliative care, we then organized potential
quality principles within the four stages of program
development: antecedent conditions, critical inci-
dents, creating a team, and growing a program. A
conceptual process map was created by organizing
the principles into general themes. Although this
map represented the ideal scenario for growing a
rural palliative care team, RPaSS is a supportive ser-
vice meant to augment the healthcare services that
currently exist in the community. It was important
for us to obtain program-specific evaluation criteria.
Two members of the investigative team then identi-
fied and organized the principles most appropriate to
the nature of RPaSS. These principles were evalu-
ated and refined by a community-based advisory
committee, which included key stakeholders in the
community who are guiding the development of the
RPaSS. Table 1 shows the general quality principles
derived from the literature and the specific RPaSS
assessment framework by which we evaluate devel-
opment of the service.

“In British Columbia funding for healthcare comes to rural communities through
centralized Health Authorities that have jurisdiction over large geographic
areas.

Results

The principles for the RPaSS program assessment
framework are discussed in terms of the following
seven themes: embedded within the community;
timely, comprehensive, and continuous care; access
to palliative care education and experts; effective
teamwork and communication; family partnerships;
policies and services that support rural capacity and
values; and systematic approach to measuring and
improving outcomes of care. Under each theme,
the principles that constitute high-quality palliative
care from the rural palliative literature are discussed,
followed by a description of the strategies RPaSS
employs within the assessment framework.

Embedded within the community

Previous studies pointed to important antecedent
conditions for rural communities to develop palliative
care capacity.?*? Capacities include “abilities, skills,
understandings, attitudes, values, relationships,
behaviours, motivations, resources, or conditions that
are essential in enabling individuals, organizations,
and communities to carry out functions and achieve
their developmental objectives.”?®!®  Capacity
building is a manner in which communities problem
solve complex issues through enhancing existing
capacities® and is an important strategy for program
development in rural communities where formal
healthcare resources are limited.”? Building upon
inherent capacity is particularly important for ensuring
that programs are embedded within the community
and less vulnerable to the rapid cycles of change that
are typical of modern healthcare. Previous research
has illustrated how healthcare restructuring can have
negative unintended consequences on palliative care
capacity in rural communities.!'®*

Important principles for rural capacity building
include the following: based upon a community
assessment;? vision generated from the community;*
broad-based community support;*>2* involvement
of leaders;'>!' and public visibility.'”?’ Important
antecedent conditions for a successful rural palliative
care program include adequate community healthcare
infrastructure, integrated and generalist healthcare
practices, and a shared vision for change as well
as sense of community empowerment.”'** Broad-
based community support is essential. Unlike urban
areas where services (eg, healthcare, transportation,
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Table 1. Program assessment framework for a rural palliative supportive service (RPaSS).

Quality principles for rural palliative care
from the literature

RPaSS assessment framework: strategies

Embedded within community

e Based on a community assessment.
Vision generated from community.
Involves champions in the community.
Is publicly visible.

Broad-based community support.

Palliative care is timely, comprehensive and continuous
e Timely designation occurs for those who may
benefit from palliative care.
e Designation is comprehensive and dependent
on need rather than prognosis.
¢ Palliative care is available for any life-limiting illness
and in an upstream approach.
o Palliative care may be provided in conjunction
with life-prolonging treatments.
e Patients and families have access to services
24 hours a day, 7 days a week for basic to
advanced palliative care.
e Case management supports continuity of care to
help integrate transitions for patients and families
between care settings (eg, home, hospitals, residential
facilities and urban relocations).
Access to palliative care education and experts

e Continuing palliative care education is available
for primary health care providers.

e Primary care physicians and nurses with palliative
expertise are utilized in the community and can
undertake direct care of the patient if needed.

o Palliative care experts are available as back-up
(eg, Telehealth).

Effective teamwork and communication

e Clear leadership structure.

e Regular team meetings to discuss, plan and evaluate
care and initiatives.

Formal communication plan.

Registry of palliative individuals.

Peer support for team members.

Builds connections in community between
volunteer/paid/formal/informal healthcare providers.

e Advisory committee with broad stakeholder
representation.

e Regular advisory meetings to report on activities and

solicit feedback.

Media strategy for reporting.

Website.

Active community referrals.

Yearly environmental scan and strategic planning.

o Referrals received for patients who have not yet
received a palliative benefits designation.

o Referrals received from patients with a variety of chronic
life limiting conditions.

e A RPaSS coordinator maintains regular contact with
registrants throughout all transitions in care.

e Treatments are discussed and negotiated on a regular
basis with registrants.

e Documentation of physical, psychosocial and spiritual
needs of registrants.

e Documentation of care delivered through the RPaSS.

Access 24/7 to healthcare providers with palliative

expertise.

e Physician orders to treat symptoms available with no
undue delays.

e RPaSS coordinator provides evidence of his/her
continuing PC education.

e RPaSS coordinator documents educational needs
encountered in care and reports to advisory committee.

e RPaSS coordinator documents continuing education
opportunities offered within the community.

o All appropriate registrants aware of provincial
palliative care nurse referral line and usage of service
documented.

e Expert physician resource available in rural community.

Advisory committee with terms of reference.

e Care committee with terms of reference.

e RPaSS care plan created, regularly updated and left in
registrant home as a means of communication for other
care providers.

e Registrants sign a release allowing information to be
shared between RPaSS coordinator and other care
providers.

e Comprehensive RPaSS communication plan
constructed and reviewed annually.

o Registration database created for RPaSS.

e Registrants screened and educated regarding hospice
services.

e Registrants screened and educated regarding spiritual/

religious care services.

(Continued)
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Table 1 (Continued)

Quality principles for rural palliative care
from the literature

RPaSS assessment framework: strategies

Family partnerships

e An inventory of local and regional bereavement
services available to health care providers and
bereaved family members.

e Needs and roles are negotiated and re-negotiated
on an ongoing basis.

e Receive anticipatory and timely teaching and guidance
based upon needs.

¢ Participates in choices around place of care.

e Bereavement care available through a variety of
approaches.

e Designated family registrants.
e Family registrants receive resource binder.
e Family registrants complete Robinson et al caregiving

decision aid regarding location of care and discussion
occurs regarding identified needs.
Family registrant involved in advance care planning.

e Family registrant participates in care conferences.
e Family registrants regularly assessed regarding

satisfaction with RPaSS care and caregiver burden.
Family registrant participates in bereavement visits x 2.

Policies and services that support rural capacity and values

e Policies of agencies providing palliative care are
supportive of rural values and needs.

Advance care planning occurs and is revisited when
a disease is recognized that is life-limiting.
Necessary benefits and services are available

and accessible in a timely manner.

Persons are aware of available benefits and services.
Desired place of death is discussed and meets the
realistic expectations of the patient.

Documentation of the effects of policies that hinder and
facilitate high-quality palliative care with a feedback loop
to advisory committee, ministry of health and health
authority.

Registrants will be aware of My Voice, engage in
conversations about advance care planning and have
someone to whom they can make their wishes known.
Resource inventory for rural communities updated
yearly.

Documentation of benefits and services obtained
through RPaSS coordinator.

e Preference for place of death recorded.
e Needs assessment performed of feasibility of preferred

place of death.

Family caregivers complete Robinson et al decision
making tool and discussion occurs regarding identified
needs.

Systematic approach to measuring and improving outcomes of care

¢ Accountability cycle with feedback to stakeholders.

¢ Validated patient and family outcome measurements.

¢ Built upon research and translation of best practice
guidelines.

Documentation of gaps in care (eg, failure to control
symptoms or unavailable services).

Regular feedback loops about quality of care to care
committee, advisory committee and community.

e Registrants complete quality of life tools.
e Family registrants complete satisfaction with care

provided by RPaSS and caregiving burden tools.
Bereaved family registrants complete satisfaction with
care and grief tools.

RPaSS coordinator completes healthcare utilization
index.

Knowledge integration plan in place for RPaSS.

volunteer organizations) exist in silos, in rural areas
there must be cooperation across sectors due to limited
resources. For example, with limited transportation
options, the location of healthcare services plays an
essential role in accessibility. Despite the close knit
nature of rural communities, it can be difficult to
make services visible and to disseminate information.
Patients and families need to know the nature of

palliative care, common issues they may encounter,
and available services and supports. Community
leaders who are passionate about palliative care and
devote time and energy toward improving services
are an important part of community capacity.
Dissatisfaction with the status quo, often arising
from critical incidents, provides an impetus for these
leaders to work for change. These leaders work to
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integrate services, to enhance visibility of the services,
and to provide access to information, thus generating
community support.

Based upon these principles, RPaSS includes an
advisory committee, a communication plan, a yearly
environmental scan, and monitoring of community
referrals. The service is supported by an advisory
committee with strategic representation from relevant
community stakeholders. The committee meets regu-
larly to receive reports on the activities of the service,
to provide advice, and to communicate information
back to their constituency. RPaSS is supported by a
communication plan that includes a media strategy
promoting a continuing presence in the community.
One of the specific ways that RPaSS tracks broad-
based community support is through the presence
of referrals from healthcare providers and from self-
referrals of patients and families.

Timely, comprehensive,

and continuous care

Palliative care should be available in an upstream
approach for any life-limiting illness.?* The provision
of palliative care, including palliative care provided
in rural settings, such as palliative home care, should
be based upon the principles of need and benefit,
rather than upon guidelines that target specific time
frames until death (eg, 6-month prognosis),*® regard-
less of the geographic location of care recipients. This
means that the line between chronic illness manage-
ment and palliative care may initially be blurred and
that the transition to primarily palliative care will be
seamless. The potential for concurrent palliative and
life-prolonging treatments must exist. As the burden
of chronic disease increases, rural-dwelling patients
and families should have continuous access to pal-
liative services, and this access should be available
24 hours per day, 7 days per week when near the end
of life.?¢3 A case management model can support
the continuity of care and help to ease transitions for
patients and families across illnesses, geographies,
and institutions.?¢3%3! Rural care, based upon a gener-
alist model, is ideally suited to such an approach. The
high degree of connection between providers in rural
communities has the potential to support person- and
family-centered care.'>'*!* However, previous studies
have indicated that challenges occur around providing
24/7 access and thus symptoms may not be treated

in a timely manner. Further, gaps in care may occur
when persons commute outside of their communities
for care or when they transition between settings (eg,
acute to residential care).'”!'®

The RPaSS assessment framework monitors
the unique contributions of the service to timely,
comprehensive, and continuous care. The timeliness
of referral is monitored by registering patients who
have a chronic life-limiting condition with increasing
symptom burden but who have not yet received a
formal palliative designation. A chronic life-limiting
condition is defined broadly to include any individual
for whom a healthcare provider would not be surprised
to have death occur within the next year. Once on the
service, participants receive regular contact from the
coordinator for care, support, education, and referral
based on identified needs. Supportive needs and the
plan of care are documented so that these needs can
be tracked over time. Although registrants must be
residing at home when recruited, once on the service,
the coordinator follows them throughout transitions
in care to ensure that support remains continuous,
regardless of place of care. Registrants on the service
have access to this support 24 hours per day, seven
days per week. This model of care is unique because it
provides a supportive and knowledgeable individual
for patients and families early in the palliative
trajectory who help them to integrate and navigate
the other services provided by the formal healthcare
system.

Access to palliative care education

and experts

Specialist, multidisciplinary teams characterize pal-
liative care in urban areas, a model that many rural
communities hold as ideal. However, rural health-
care is characterized by a generalist model whereby
practitioners must become expert generalists. Rural
healthcare providers often feel they lack the required
specialized palliative knowledge,'**? particularly
when difficult symptoms or psychosocial issues arise.
Rural primary healthcare providers require access to
continuing palliative care education*’** and under-
standing of the philosophy of palliative care.!® Further,
there should be expert resources available outside of
the community for consultation.?**3%33 This expert
should be able to undertake direct care of the patient
if necessary.?

12
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As RPaSS is a community-based supportive
service meant to augment healthcare, the role of the
service in relation to educating providers is limited to
providing a profile for palliative care in the community
and a clearing house for palliative information. The
coordinator provides evidence of his or her continuing
education, makes educational opportunities visible to
the community, and documents community-based
educational needs that he or she observes in the
context of care. These needs are referred to an advisory
committee as part of an ongoing accountability cycle
in the community. A palliative nurse referral line is
available in British Columbia to family members
who have been designated as palliative by the formal
healthcare system. The RPaSS coordinator informs
participants of this line and documents usage of
the line. This is important because RPaSS is a time
limited research project; although participants have
access to RPaSS on a 24-hour basis, it is important
to ensure that they know the options available at
the conclusion of the project. At this time in British
Columbia, there is no expert outside of the community
that can undertake direct care for rural individuals if
the primary care physician is unavailable or lacks the
required expertise. Therefore, the RPaSS is supported
by a general practitioner and nurse practitioner in the
community who have palliative expertise.

Effective teamwork and communication
Rural teams function best when there are appropri-
ate resources for administration, when providers
are involved across settings of care (home, acute,
residential), and when leadership is delegated by
tasks rather than teams.?” Adequate time to discuss,
plan, implement, and evaluate care is important.
Formal communication systems including a com-
mon patient chart, care plan, referral system, and
a registry can facilitate the continuity of care.’%**
Technology may prove useful in facilitating this.?
Flexibility around roles and scopes of practice
among healthcare providers is important in a context
of limited resources.?”” Volunteers are an important
part of the palliative team and the quality of care
in rural communities may be affected if there is an
insufficient number of volunteers.’*3¢ Since there
may not be a full interdisciplinary palliative team in
rural areas, alternatives for providing holistic care
must be explored.

RPaSS strategically brings together partners for a
community-based approach to care. The service has
both a stakeholder advisory committee and a clinical
team made up of a coordinator, a nurse practitioner,
and a physician, as well as individuals who are
embedded in the community and have an existing
network of relationships. The advisory group meets
four times per year to receive updates and provide
advice for the service. The clinical team conducts
biweekly virtual rounds and coordinates closely
with other healthcare providers involved in care.
Participants in the study sign a consent form that
allows the sharing of information across sectors. The
RPaSS is supported by a communication plan that
includes both macro (eg, media strategies) and micro
(eg, reporting and communication forms) strategies.
This plan helps to build connections between the
essential partners in palliative care. Care provided by
the RPaSS coordinator is contained within a care plan
that is left within the registrant’s home. All registrants
are screened and referred to other community-based
volunteer services as appropriate. Hospice societies
from the rural communities served through this
service are co-investigators on the research project
providing important capacity building and knowledge
translation strategies.

Family partnerships
Research into family caregiver needs in rural areas'®'8
has revealed a number of common needs, including
timely attention to symptom management, teaching
regarding basic care needs and the availability of
resources, assistance with negotiating responsibilities
for care, and advocacy within the healthcare system.
Family caregivers cite the difficulties they experience
in obtaining important information and in not know-
ing the proper questions to ask. They may have diffi-
culty accessing the help required because of resource
issues and geographic distance and they may not be
aware of the options and services available to them.
Rural social life can have positive and negative
effects on family caregivers. The community may
rally to assist with instrumental needs; however,
family caregivers may experience a loss of privacy.
The number of visits from both healthcare providers
and concerned neighbors may result in burden for
family caregivers without providing the relief they
require. Rural caregivers also need support through
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their advocacy role. The most helpful support these
family caregivers envision is a single person who can
provide support, information, and advocacy to help
them navigate the system throughout transitions in
care. RPaSS provides such a service by registering
family caregivers along with patients on the service,
which gives them access to the coordinator. Family
caregivers receive a resource binder of locally
available services and participate in care planning
conferences. Clinical practice tools designed to
assess caregiver needs, burden, and bereavement are
used to guide support and to map outcomes of care
(Table 2).

Policies and services that support rural

capacity and values

One of the most challenging aspects of rural health
service delivery is designing appropriate ‘“rural-
friendly” policies. Policies that attempt to standardize
approaches across urban and rural contexts often have
unintended negative consequences for rural palliative
care delivery.®* For example, first available bed
policies for residential care may results in relocation
to other rural communities for palliative care. Policies
regarding the working conditions of personnel such
as volunteers, home support workers, and ambulance
attendants may mean that these providers are notable to
perform the tasks that are most needed (eg, volunteers
not being able to contribute to meals or cooking).

Table 2. Outcome measurement and practice tools.

Patient tools

Family tools

McGill quality of life
questionnaire®”
Edmonton symptom
assessment system
(revised)3°40

Unpublished instruments
COF-PHLI: palliative
spiritual history tool
(unpublished work,
Pritchard Z.)

Adaptation of the Home
caregiver needs survey3®
Family appraisal of
caregiving questionnaire
for palliative care*'
FAMCARE scale*?
Texas revised inventory
of grief*

COF-PHLI: palliative
spiritual history tool
(unpublished work,
Pritchard Z.)

Caring at home for
someone with life-limiting
illness: family decision
guide (unpublished work,
Robinson C., et al)

In many cases, rural healthcare providers simply find
ways to work around these policies. When faced with
competing professional and personal interests present
in the context of dual rural relationships, relationship
interests are more important. However, this often has
a subsequent cost to the system and to patients and
families. For example, healthcare providers may avoid
putting individuals on registered palliative benefits if
this means that they have to relocate to designated
“palliative beds”. These patients then forgo the
benefits and may be cared for in more costly acute
care beds. In the face of already limited resources,
flexibility in policies for rural healthcare delivery is
essential.'*?’

Part of the assessment framework for RPaSS
ensures that policies that are not rural-friendly are
made visible to the community and policy makers.
The role of the advisory committee is to carefully
consider policies that work against high-quality care
and to strategize methods of adapting these policies
to rural care while staying true to the original intent of
the policy (eg, protection of health of workers and fis-
cal accountability). The advisory committee includes
representatives from the health authority and from the
participating city councils so that important decision
makers are involved.

Rural-friendly services are also an important part
of'the rural palliative care capacity. However, individ-
uals may not be aware of which services are available
in their community or have the energy or time to seek
out these services when confronting a life-limiting
illness. For example, rural communities often have
volunteer driver and meal programs that serve vari-
ous populations in the community, but their services
may not be widely known. Various options for place
of death may be available in the rural community, but
family caregivers may not be aware of the options to
support an informed decision. High-quality informa-
tion is available on-line for patients and families, but
many do not have the time or expertise to search out
and screen these resources.

To facilitate awareness of these services, RPaSS
has compiled an inventory of resources located
both within the community and on-line to support
those living with life-limiting chronic illness. The
community coordinator provides education regarding
these resources as the need arises. The community
coordinator also introduces registrants to My Voice,

14
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an advance care planning package supplied by the
British Columbia Ministry of Health. Registrants
may choose to discuss their advance care plan with
someone other than the RPaSS coordinator, but
at minimum, the coordinator educates registrants
regarding the necessity of a plan and the resources
available to them. Discussion of the preferred place of
care, and ultimately death, is facilitated by a decision-
making guide that is currently under trial.

Systematic approach to measuring and

improving outcomes of care

The close-knit nature of rural relationships can
make it difficult to solve quality of care challenges.
Families are reluctant to advocate for the care they
require because of fears of being labeled a ‘difficult’
family, which may in turn cause healthcare providers
to be reluctant to work with them. In rural communi-
ties, being labeled a difficult family can have impli-
cations for future healthcare encounters. Further, it
is challenging for bereaved family members to have
the energy or the expertise to know how to recom-
mend improvements in the system. Yet, particularly
in a rural community, a difficult death leaves a collec-
tive community memory that has far-reaching impli-
cations for how citizens view the quality of dying.'¢
Therefore, an essential part of rural palliative care
improvement is having validated measurements and
systematic data collection,'”*+ as well as a knowl-
edge translation plan that allows meaningful engage-
ment of the rural stakeholders.

The RPaSS coordinator systematically collects
standardized data as part of the regular visits. Along
with a general clinical assessment, this includes patient
quality of life, family caregiver needs and burden, and
healthcare utilization statistics (Table 2). Family care-
givers receive two bereavement visits from the RPaSS
coordinator where grief resolution is measured. They
also receive a third interview with another member of
the research team to measure satisfaction with care
provided by the RPaSS coordinator. Tools were trialed
for use with a rural population prior to implementa-
tion within the project. The satisfaction measure was
shown to be particularly challenging for family mem-
bers to complete. As one family member stated, “Will
this be confidential? I am going to need care at some
point as well.” Through cognitive interviews, we dis-
covered that there was often a discrepancy between

quantitative measures and qualitative data. Family
caregivers would indicate a high degree of satisfaction
on the instrument but would then relay stories of care
that were highly problematic. We therefore decided
to collect both quantitative measures and qualitative
interview data as part of the evaluation of the service.
This data is discussed within the clinical team of the
RPaSS coordinator, nurse practitioner, and physician.
Primary care physicians receive regular updates on
the care provided by the RPaSS coordinator. To pro-
tect the confidentiality of registrants, aggregated data
is made available to the advisory committee and forms
the basis of discussion regarding the quality of care in
the community.

Conclusion

The RPaSS program assessment framework, derived
from current evidence of high-quality palliative care in
rural areas, identifies essential strategies for assessing
and evaluating the quality of the supportive service.
This framework builds upon common strengths in
rural communities and addresses common challenges
in providing rural palliative care services. Such a
framework is an important adaptation of quality prin-
ciples to a rural context. As such, this framework
holds unique potential for increasing the likelihood
of desired outcomes in the palliative care provision in
rural settings. It is important to note that a limitation of
the framework is that it seeks to assess only one aspect
of rural palliative care related to a supportive service
rather than rural palliative care more generally.

In future studies, we will evaluate the use of this
framework and conduct psychometric assessment of
outcome measures being used as part of the assess-
ment of quality of life, caregiver burden, and health-
care utilization. Although multiple sources were
referenced and experts consulted in the development
of this framework, it is possible that other relevant
assessment criteria may be identified. The use of this
assessment framework in other rural settings will help
refine the framework and enhance the quality of rural
palliative care.
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