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INTRODUCTION

According to Statistics Netherlands (CBS), in 2021, about 32,000 people were found to expe-
rience literal homelessness.! This number of Dutch people experiencing homelessness has
almost doubled compared to 2009, when CBS started registering homelessness.?2 Although
factors causing and complicating homelessness differ from one person to the next, home-
lessness is often accompanied by factors such as poverty, substance use, intellectual disabil-
ities, a history of unstable housing, mental ilinesses, severe and chronic somatic illnesses,
lack of social support, and lack of health insurance.*'° Persons experiencing homelessness
are often in poor health. At the same time, healthcare provision is often hampered by poor
access to healthcare, unmet healthcare needs and underuse of care."'® Hence, persons
experiencing homelessness are often characterized by both complex comorbidities and a
heavy symptom burden.”" In line with this, morbidity rates among people experiencing
homelessness are high, and people experiencing homelessness die approximately 10 to
30 years earlier compared to the general population.*20° Consequently, palliative care
provision is especially relevant and necessary for this population. Yet palliative care is often
lacking or is only provided in a very late stage of serious illness.?32 Reaching the whole of
this population has also proved to be difficult for healthcare professionals.®"3* Previous
studies already showed a need for multidisciplinary collaboration between palliative care
professionals and social service professionals in order to improve the access and quality of
palliative care for this population.?4=7

This thesis addresses the complexities and challenges surrounding provision of palliative
care to persons experiencing homelessness from the perspective of healthcare profession-
als, social service professionals, and the persons experiencing homelessness themselves.
Also, a context-sensitive and small-scale intervention that aims to equip professionals in
delivering palliative care to people experiencing homelessness was set up and evaluated.
To introduce these topics, this chapter starts with a definition of homelessness, numbers
and trends over the past decades, and information about the Dutch social service system
(Wmo, the Social Support Act). Next, a definition of palliative care and the context of the social
service system for people experiencing homelessness are provided in this general intro-
duction. This is followed by a discussion of the knowledge gaps in the field of palliative care
for persons experiencing homelessness. Finally, the research methods and the structure
of this thesis are presented.

DEFINITION OF HOMELESSNESS

Considerations for terms used

People experiencing homelessness are often referred as ‘homeless persons’. This term is
used in some of this thesis's chapters as well, namely Chapters 2, 3, 4 and 5; they were writ-
ten earlier without the enhanced insight obtained by the time Chapters 1, 6, 7 and 8 were
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written. In this general introduction, however, the term ‘persons experiencing homelessness’
is used for homelessness. An underlying reason for choosing this term is the experienced
stigma of homelessness, as described below. The studies gave a better understanding of
this during the process of data collection and reporting. In short, ‘homeless person’ defines a
person as a homeless person whose whole identity is affected by this and who is character-
ized by the same issues as all other people in this situation. The term ‘person experiencing
homeless’ does not stigmatize the person as being totally homeless, and leaves space for
individual personalities and differences. The same reasoning applies for the use of ‘people
with less access to care’ instead of ‘care avoidance’.

International and Dutch definition of homelessness

Different views exist on the definition of homelessness, which accordingly varies between
countries and organizations. In European contexts and studies, the European Typology
of Homelessness and Housing Exclusion (ETHOS) is regularly used. It was initiated by the
European Federation of National Organizations Working with the Homeless (FEANTSA). This
broad definition of homelessness provides a common language for defining homelessness.
The definition distinguishes four living situations: i) rooflessness (without a shelter of any
kind, sleeping rough); ii) houselessness (without a place to sleep except temporarily in shelter
institutions); iii) living in insecure housing (severe threat of exclusion due to insecure tenan-
cies, eviction or domestic violence); iv) living in inadequate housing (in caravans on illegal
campsites, in unfit housing, or in extreme overcrowding).* In the Netherlands, amongst
others by CBS, a more narrow definition of homelessness is frequently used. It is based
solely on people who are literally homeless, defining individuals as homeless when they sleep
in public areas such as stations, shopping centres or a car, or stay in emergency shelters
or 24-hour shelters, or on a non-structural basis with friends, acquaintances or family.?

NUMBERS AND CHARACTERISTICS OF PERSONS
EXPERIENCING HOMELESSNESS IN THE NETHERLANDS

Estimated numbers of people experiencing homelessness

Estimated numbers for homelessness in the Netherlands by CBS mainly rely on numbers
for literal homelessness, as explained above. This is a narrower definition than the FEANTSA
definition as it excludes people who live in insecure or inadequate housing, people who are
undocumented, people who do not make use of the social service system and people older
than 65. One source for numbers of houseless persons is the Personal Records Database
(BRP, Basisregistratie Personen), in which data is registered of persons residing in emergency
day and night shelters. Other sources are the Social Assistance Register (Bijstandsregister, as
determined by the Work and Social Assistance Act) for persons without a fixed residence,
and data on persons experiencing homelessness who are known to one of the three proba-
tion organizations in the Netherlands (3R0).° One of the limitations of the CBS registration
method is that it distinguishes between 'literal homelessness’ and ‘residential homelessness,
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defining residential homelessness as residing in long-term stay facilities. Consequently, esti-
mated numbers of the population include people who use emergency shelters, but exclude
many persons who reside in a long-term facility while waiting for a permanent place to live *®
41 Also, certain conditions have been set for the use of emergency shelters, for example that
a person is insufficiently self-reliant and cannot rely on their own network.*># Further, the
capacity of emergency shelters in the Netherlands is often limited.**“> In addition, there are
approximately 500,000 people in the Netherlands who are not registered in the BRP; they
may also include persons experiencing homelessness who are not covered by the official
registration method. To date, it is not known how many people are not included in these
estimated numbers of the size of the population due to long-term residence, self-reliance
or limited shelter capacity. Thus, actual numbers of individuals experiencing homelessness
are expected to exceed the official number of 32,000.%4

Characteristics of CBS-registered persons who experience homelessness in the
Netherlands

CBS provides an estimate of the size of the homeless population and also provides insight
in to the characteristics of the persons experiencing literal homelessness. CBS shows the
following characteristics. 83% are male, 62% of this population are aged between 27 and
49 and 21% are aged between 50 and 65 years. In total, 62% of this population have a mi-
gration background, of whom 50% are from non-Western countries and thirteen percent
from Western countries. Of the registered persons experiencing homelessness, 37% are
located in the four biggest cities, which are Amsterdam, Rotterdam, The Hague and Utrecht.
A cohort study, in which over 500 persons experiencing homelessness in these four cities
were followed during two and a half years, showed that more than 70% had a low or very
low level of education. A high percentage (87%) of the people in this cohort suffered physical
complaints and almost all participants scored high on psychological complaints. Cannabis
use was relatively common among this cohort; 43% of the adults used cannabis in the month
prior to the interview.*

DUTCH SOCIAL SERVICE SYSTEM

The Dutch social service system, which is regulated by the Social Support Act (Wmo), is
responsible for providing emergency shelter to individuals experiencing homelessness.
It aims to provide temporary accommodation and professional help to people without
housing. Overall, the social service system aims to guide these individuals from short-term
accommodation to long-term housing and supervision, and strives to let them lead an
independent life as much as possible.*? In general, the Dutch social service system offers
various accessible emergency shelters that individuals experiencing homelessness can go
to when in urgent need of shelter. These emergency shelters can provide a place to sleep
(night shelters) or a place to spend the day (day shelters) or both (24-hour shelters). Within
these social service facilities, medical services can be available such as outreach nurses or
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nursing wards. Social service professionals employed at these facilities include a wide variety
of social service workers and street nurses. Municipalities are responsible for taking care of
people without housing, which means that in practice facilities and capacity differ between
municipalities.*® Also, collaboration with medical services differs between municipalities and
between social service facilities such as shelters. In general, an emergency shelter has a
few beds for sick people, or consultation hours where residents can consult a street doctor
or street nurse are facilitated within the shelter. In some municipalities, there is a nursing
ward specifically for this population. In other municipalities, medical care relies mainly on
external healthcare professionals, such as (outreach) general practitioners (GPs), outreach
street nurses or district nurses.

PALLIATIVE CARE DEFINITION AND PROVISION

The World Health Organization (WHO) defines palliative care as person-centred care that
improves the quality of life of patients and that of their families who are facing challenges
associated with life-threatening illness, whether physical, psychological, social or spiritual.
Palliative care aims to prevent and alleviate suffering, through early identification and careful
assessment and treatment of pain and other problems of a physical, psychological, social
and spiritual nature.*® Palliative care can improve the quality of care and well-being at the
end of life, and reduce fear and pain. Palliative care is pre-eminently holistic, multidisciplinary
care involving various disciplines, and maintaining the quality of life as long as possible. Ac
cording to the WHO, palliative care is explicitly recognized under the human right to health.”’

Palliative care provision in the Netherlands

In the Netherlands, palliative care is in general provided in the primary care setting, where it
mainly falls under the responsibility of GPs, in close collaboration with district nurses. These
healthcare professionals are guided by the Dutch Quality Framework for Palliative Care
(Kwaliteitskader Palliatieve Zorg). This framework provides healthcare professionals and care
organizations with standards for good-quality palliative care that are based on the values,
wishes and needs of patients and their loved ones.** Palliative care is often provided at home
and is not a medical specialty in the Netherlands. However, elderly care physicians, GPs with
additional training in palliative care (Kaderarts Palliatieve Zorg), and nurse specialists in pal-
liative care have received thorough training in palliative care provision. Besides, healthcare
providers can make use of palliative care consultation facilities where they receive advice
about a patient from a palliative care consultant.>®>* We define these professionals and
consultation facilities as ‘palliative care professionals’. Also, PaTz groups (palliative home-
care groups), are used to improve palliative care in the primary setting in the Netherlands.
In these groups, GPs, (district) nurses and a palliative care consultant meet regularly and
identify and discuss patients with a life-threatening illness.>
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Palliative care provision for persons experiencing homelessness

Specific facilities offering palliative care for persons experiencing homelessness, such as
specialized hospices or hospices that are willing to admit a person experiencing homeless-
ness and/or using substances, are currently scarce in the Netherlands. Moreover, at the end
of life, many persons experiencing homelessness reside in shelters run by the social service
system. In addition, persons experiencing homelessness are sometimes not registered with
a GP or fall under the responsibility of social services where medical care is provided on an
ad hoc basis. In these facilities, medical care generally focuses on urgent somatic issues,
which are usually presented late. From previous international and Dutch studies, it is already
known that recognizing palliative care needs is hard for social service professionals, and
the death of a resident is often unexpected and makes a deep impression on them.":20.56->9
In addition, palliative care facilities and the degree of collaboration between social services
and healthcare services differ amongst municipalities. Several studies already endorsed
the need for improving the quality and timing of palliative care for persons experiencing
homelessness.' 5652 Some international studies have reported evidence on initiatives to
enhance palliative care provision for persons experiencing homelessness and the quality
thereof, such as the use of advance directives,°-%? offering shelter-based palliative care,** >
and harm-reduction services aimed at limiting health damage caused by substance use.®?
More recently, British studies presented an intervention in which hostel staff were trained
and supported by palliative care specialists,®* ® resulting in partnerships between hostel
staff and palliative care specialists and a more holistic perspective on persons experiencing
homelessness who are at the end of life.

KNOWLEDGE GAPS

Little is known about palliative care provision and barriers and facilitators in palliative care for
persons experiencing homelessness in the Netherlands. There is also little knowledge about
using consultations, multidisciplinary meetings and training to better equip Dutch palliative
care professionals and social service providers in providing palliative care. In addition, to date
no interventions have been studied regarding the provision of interdisciplinary palliative care
for persons experiencing homelessness, using the three combined activities of consultations,
multidisciplinary meetings, and training, whether in the Netherlands or worldwide.

AIMS OF THIS THESIS

The first aim is:
1 To provide insight into important aspects of palliative care for persons experiencing home-
lessness and important elements for reaching persons experiencing homelessness.

Data was obtained through a systematic review (Chapter 2) and a qualitative semi-structured
interview study into the phenomena of people with less access to care (Chapter 3).
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Second, the thesis aims:
To obtain insight into the current provision of palliative care for persons experiencing
homelessness in the Netherlands, and to explore future needs for improving palliative care
provision.

To achieve this, a retrospective medical record study was conducted of deceased homeless
persons in shelter-based nursing-care settings (Chapter 4), as well as a focus group study
of palliative care experiences in the Netherlands among professionals and persons expe-
riencing homeless (Chapter 5).

Third, the aim is:
3 To provide insight into how a threefold intervention to improve palliative care for this
population was evaluated regarding the added value and implementation process.

Data was derived from a study of both the added value of the intervention (Chapter 6) and
a process evaluation (Chapter 7) during its implementation in three Dutch regions.

OUTLINE OF THIS THESIS AND METHODS USED

This thesis is divided into three parts, which are outlined below.

Part 1 | Important aspects of palliative care and reaching persons experiencing
homelessness

Chapter 2, entitled ‘Palliative care for homeless people: a systematic review of the concerns,
care needs and preferences, and the barriers and facilitators for providing palliative care’,
provides insight into:

i. whatis known from previous research about the concerns, care needs and preferences
people experiencing homelessness regarding palliative care

ii. whatis known from previous research about what barriers are found in the delivery of
palliative care for people experiencing homelessness

iii. whatis known from previous research about recommendations for practice regarding
palliative care for people experiencing homelessness.

Data from 27 included papers were derived using quantitative and qualitative methods.
Most of the studies were American and Canadian.

Chapter 3, ‘Care avoidance among homeless people and access to care: an interview
study among spiritual caregivers, street pastors, outreach workers for persons experienc
ing homelessness, and persons who were formerly experiencing homelessness', provides
insights into:
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i. whydo spiritual caregivers, street pastors, outreach workers and persons who formerly
experienced homelessness think homeless people avoid social care or healthcare;

ii. suggestions provided by spiritual caregivers, street pastors, outreach workers and per-
sons who formerly experienced homelessness regarding making care accessible for
homeless people who have less access to care.

This gqualitative study relied on data from 28 semi-structured topiclist guided individual
interviews with street pastors, spiritual caregivers, outreach workers and persons who
formerly experienced homelessness.

Part 2 | Current palliative care provision for persons experiencing homelessness
and future improvements

Chapter 4, 'End-of-life care for homeless people in shelter-based nursing care settings: A
retrospective record study”:

i. describes the characteristics of persons experiencing homelessness who reside at the
end of life in Dutch shelter-based nursing care settings;

ii. examines the end-of-life care provided to them as well as the documented difficulties
in end-of-life care.

This study reports on retrospective data retrieved from 61 medical records of deceased
homeless persons who had resided in two Dutch shelter-based nursing care settings. Both
quantitative and quantitative analysis methods were used.

Chapter 5, ‘The views of homeless people and healthcare professionals on palliative care
and the desirability of setting up a consultation service: a focus group study’, explores:

i. the experiences and perceptions of professionals and persons experiencing home-
lessness who are severely ill regarding care and support provided for this population,
including barriers and facilitators within that care

ii. whether reciprocal consultations between professionals in social services and palliative
care would be appropriate for improving palliative care for homeless people.

This study relied on data from six topic-list guided focus groups, four with professionals
(n=19) and two with severely ill persons experiencing homelessness (n=15).

Part 3 | A threefold intervention: evaluation of added value and process
Chapter 6, ‘Evaluating the use and added value of a threefold intervention to improve
palliative care for persons experiencing homelessness: a mixed-method study’, describes:
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i.  how a threefold consultation service was received by social service professionals and
palliative care professionals, and which professionals and patients were reached by the
intervention;

ii. the perceived added value of the threefold consultation service for collaboration be-
tween professionals, competences of professionals, and the timing and quality of palli-
ative care for persons experiencing homelessness, according to the social service pro-
fessionals and palliative care professionals involved.

Chapter 7, entitled ‘Implementation of a threefold intervention to improve palliative care
for persons experiencing homelessness: a mixed-method process evaluation using the
RE-AIM framework’, describes:

i. theReach, Adoption, Implementation and Maintenance of a threefold consultation ser-
vice according to the social service and palliative care professionals involved in the
threefold intervention;

ii. perceived barriers and facilitators during this implementation process.

Both chapters rely on the same mixed-method study conducted using structured question-
naires filled in by consultants (n=34), requesting consultants (n=14) and attendees of multi-
disciplinary meetings (n=22), diaries filled in by consultants (n=216) and an implementation
diary by the researcher, semi-structured group interviews with attendees of multi-disci-
plinary meetings (n=10), training sessions (n=10) and semi-structured individual interviews
with managers of the organizations involved (n=8) and the consultants involved (n=5). This
study evaluated the added value and the implementation process of the threefold con-
sultation intervention as perceived by social service and palliative care professionals. The
dimensions Reach, Adoption, Implementation and Maintenance of the RE-AIM framework
were used to structure the process evaluation.

General discussion

Chapter 8 provides a general discussion of the main findings in relation to the literature,
methodological considerations, reflections on the findings and recommendations for prac
tice, research, and policy.
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ABSTRACT

Background. Homeless people often suffer from complex and chronic comorbidities, have
high rates of morbidity and die at much younger ages than the general population. Due to
a complex combination of physical, psychosocial and addiction problems at the end of life,
they often have limited access to palliative care. Both the homeless and healthcare provid-
ers experience a lot of barriers. Therefore, providing palliative care that fits the needs and
concerns of the homeless is a challenge to healthcare providers. This systematic review
aims to summarize evidence about the concerns, palliative care needs and preferences of
homeless people, as well as barriers and facilitators for delivering high quality palliative care.

Methods. PubMed, Embase, PsycINFO, CINAHL and Web of Science were searched up to
10 May 2016. Included were studies about homeless people with a short life expectancy,
their palliative care needs and the palliative care provided, that were conducted in West-
ern countries. Data were independently extracted by two researchers using a predefined
extraction form. Quality was assessed using a Critical Appraisal instrument. The systematic
literature review was based on the Preferred Reporting Iltems for Systematic Reviews and
Meta-Analyses (PRISMA) statement.

Results. Twenty-seven publications from 23 different studies met the inclusion criteria;
fifteen studies were qualitative and eight were quantitative. Concerns of the homeless often
related to end-of-life care not being a priority, drug dependence hindering adequate care,
limited insight into their condition and little support from family and relatives. Barriers and
facilitators often concerned the attitude of healthcare professionals towards homeless
people. A respectful approach and respect for dignity proved to be important in good
quality palliative care.

Conclusions. A patient-centred, flexible and low-threshold approach embodying awareness
of the concerns of homeless people is needed so that appropriate palliative care can be pro-
vided timely. Training, education and experience of professionals can help to accomplish this.
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BACKGROUND

Homeless people are those without permanent housing, e.g. living in sheltered housing or
on the streets.®® ¢ |t is known that homeless people often have substance abuse problems,
high rates of mental illness and serious physical illness, lack of social support, and lack of
health insurance.* 72 Many of them suffer from complex and often chronic comorbidities,
such as liver cirrhosis, cancer and human immunodeficiency virus (HIV).% 773 In addition,
they die at much younger ages than the general population.?® 25717475

Itis therefore evident that a large proportion of homeless people can benefit from palliative
care. According to the widely accepted definition of the World Health Organization (WHO),
“palliative care is an approach that improves the quality of life of patients and their families
facing the problems associated with life-threatening illness, through the prevention and
relief of suffering by means of early identification and impeccable assessment and treatment
of pain and other problems, physical, psychosocial and spiritual”.>® The definition shows
that palliative care covers a broad range of domains and can start in an early phase of a
life-threatening illness. Given the multiple problems homeless people have, it is apparent
that providing good and accessible palliative care to homeless people is a challenge.

Until now, research conducted on this topic has been addressed in three reviews.3" 737
First, Sumalinog et al. reviewed the effectiveness of three interventions during homeless
people’s final stage of life, including: an intervention encouraging the completion of advance
directives (AD), a shelter-based palliative care programme, and an intervention aiming to
improve cooperation between palliative care services and social services for the homeless.
They tentatively conclude that there is some evidence that the interventions lead to the
completion of more advance care directives and better access to palliative care.”? In addi-
tion, a review by Hubbell also focused on the completion of advance care planning (ACP),
concluding that clinician-guided interventions with homeless individuals were effective in
getting advance directives completed and in obtaining surrogate decision-makers. Hubbell
also found that homeless people had several concerns at the end of life, such as a fear of
dying alone and concerns regarding burial and notification of family.”® Furthermore, Hudson
et al. summarized the findings in qualitative studies on palliative care among homeless
people to get a better understanding of the challenges for palliative care access and deliv-
ery.®" In the review by Hudson et al,, three types of challenges were identified, which they
described as challenges related to chaotic lifestyles, challenges concerning the delivery of
end-of-life care in hostels, and the challenges of caring for homeless people in mainstream
palliative care settings.

While the three reviews provide valuable information, they do not provide a complete over-
view of the existing literature on palliative care for homeless people. First of all, the reviews of
Sumalinog et al. and Hubbell focus exclusively on the terminal phase of life, excluding earlier
stages of the palliative care trajectory. Additionally, both reviews of Sumalinog et al. and
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Hubbell are mainly concerned with structure (such as cooperation), ethical decisions (such
as advance directives) and homeless people’s attitudes towards dying. These two reviews do
not look at the care needs of homeless people and how to meet these needs. Furthermore,
Hudson's review limits itself to qualitative studies and only focuses on challenges concerning
the access and delivery of palliative care, without looking at possibilities for improvements.
Given the relatively narrow focus of each of the three previous reviews, we found the need
for a more comprehensive review providing a broader overview of relevant literature on
palliative care for homeless people. In this review we offer such a comprehensive overview
by using the broad definition of palliative care as defined by the WHO, which emphasizes
care in four domains - somatic, psychological, social and spiritual - and also recognizes that
care can start before the terminal phase. Besides this, by looking at the possibilities available
for providing good palliative care (barriers and facilitators), and by including both qualitative,
quantitative and mixed-method studies, this review contributes to the existing literature.

In order to provide palliative care tailored to the needs of homeless people, the objective
of this systematic review is to summarize what evidence already exists about concerns and
healthcare needs, as well as the conditions for delivering good quality palliative care for the
target group. The research questions are therefore:

i.  Whatis known from previous research about the concerns, care needs and preferences
of homeless people regarding palliative care?

ii. Whatis known from previous research about what barriers are found in the delivery of
palliative care for homeless people?

iii. Whatis known from previous research about recommendations for practice regarding
palliative care to homeless people.

METHODS

Design and eligibility criteria

A systematic review of the research literature was carried out to identify studies that exam-
ined the concerns and needs in palliative care for homeless people, and/or provided care
to seriously il homeless people. A review protocol was developed based on the Preferred
Reporting Iltems for Systematic Reviews and Meta-Analysis (PRISMA) statement.””

Studies eligible for inclusion had to meet the following criteria:

1. The study concerns homeless people who provided information about their views,
wishes, and/or preferences towards the end of life, including homeless people having
a life limiting condition.

2. The study includes data derived from homeless people themselves, from their health-
care professionals or data from registration, medical files or cohorts (either qualitative
or quantitative).
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3. The study concerns the palliative care provided (somatic, psychological, social and/or
spiritual), factors influencing that care, palliative care needs and/or care interventions
or innovations for palliative care.

Commentaries, editorials, abstracts, posters for conferences and non-empirical studies
were excluded. In addition, studies conducted outside the Western World (outside North-
ern, Eastern, Southern and Western Europe or Anglo Saxon countries) were excluded. Since
Western countries already differ in the way care for homeless people is organized within the
health and welfare system, we did however want to ensure comparability in terms of living
conditions and welfare levels. There were no restrictions on the setting, year of publication
and language of the publication.

Searches

The following sources were searched from inception: Embase.com and Ebsco/Psycinfo (up
to 1 April 2016), Ebsco/CINAHL (up to 5 April 2016), Thomson Reuters/Web of Science (up
to 3 May 2016) and PubMed (up to 10 May 2016). To identify studies about homelessness
and palliative care, we used a pre-defined search strategy. The string for PubMed is shown
in Figure 1, detailed information for all search strings is shown in Appendix 1.

“Homeless Persons"[Mesh:NoExp] OR homeless*[tiab] OR street people*[tiab]

“Terminal Care"[Mesh] OR “Palliative Care”[Mesh] OR “Palliative Medicine"[Mesh] OR “Hospice and
Palliative Care Nursing”[Mesh] OR “Death"[Mesh:NoExp] OR “mortality”[Subheading] OR termi-
nal*[tiab] OR end of life[tiab] OR life care end[tiab] OR hospice*[tiab] OR bereavement car*[tiab]
OR palliati*[tiab] OR limited life*[tiab] OR death*[tiab] OR dying*[tiab] OR die[tiab] OR “"Advance
Care Planning”[Mesh] OR “Attitude to death”[Mesh] OR mortal*[tiab] OR advanced care*[tiab] OR

advance care*[tiab]

Figure 1. Search string PubMed

References listed in review articles and references in papers which were excluded in the
full text round were also checked. In order to find grey literature, relevant websites of or-
ganizations that are involved in palliative care for homeless people or research into it were
consulted by searching for relevant keywords using Google (e.g. Simon Communities Ireland
- Homeless Charity and St. Mungo Community Housing Association). Duplicate articles
were excluded.

Study identification and data extraction

All the references obtained by searching databases as mentioned above were independently
reviewed by two researchers, using Covidence online software (a primary screening and data
extraction tool).” Firstly, titles and abstracts were screened in order to determine whether
studies met the eligibility criteria. The exclusion criteria were:
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Homeless people could not be distinguished as a separate subgroup;

Study was not about somatically ill homeless adults with a short-life expectancy;
Search outcomes included: comments, editorials, abstracts and posters;

Study was not conducted in N-E-W Europe or Anglo-Saxon countries; and

Study was not about palliative/end-of-life care.

ok N e

Cohen'’s kappa for the first selection of titles and abstracts was 0.92 (unweighted), which is
almost perfect according to Landis & Koch.” In the second round, the remaining full text
papers were independently assessed by two reviewers against inclusion criteria. Cohen’s
kappa for the second round was 0.81 (unweighted), thus also reflecting almost perfect
agreement according to Landis & Koch.”® Disagreements about whether or not the criteria
were met were solved by discussion and a third researcher was consulted in the event of
disagreement. There was disagreement in eight of the 91 studies (8.8%).

For data extraction and analyses we followed the assumptions for an integrated design of
a systematic review, which indicate that qualitative, quantitative and mixed-method stud-
ies can be jointly analysed and synthesized.t° The extraction form was developed by two
researchers, discussed by the research group and adjusted in response to comments.
Extracted data included information about the country of the research, the research aims
and questions, methods and data collection, characteristics of participants, setting, per-
spective of the publication (homeless people, healthcare providers, relatives/friends, open
answer questionnaire), results, strengths and limitations of the study design and key con-
clusions. The results were extracted with a focus on the research questions; with regard
to recommendations for practice we limited ourselves to recommendations given by the
authors that were related to the results found in that study. For the first five publications,
two researchers extracted the data independently, without any extraction software. When
necessary, adjustments were made and conflicts were resolved. For the other papers, data
was extracted by one reviewer and checked by a second.

Analysis

Because our aims were ‘to summarize evidence about the concerns, palliative care needs and
preferences of homeless people, as well as barriers and facilitators for delivering high quality
palliative care’, we used the findings from the selected studies mainly to describe common
themes. Thus, data was analysed using the meta-summary method® to identify common
themes. The extracted data was classified manually into categories by sorting according to
common themes, carried out by one researcher until no new categories came up. These
themes were then discussed with a second researcher before discussion in the project team.
In the tables the common themes are shown, indicating in which studies they occurred.

Critical appraisal of the methodological quality
The methodological quality of the studies that met the inclusion criteria was assessed by
the General Appraisal instrument of Hawker et al.®” The instrument, which is applicable to
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quantitative as well as qualitative studies, consists of nine elements (abstract, background,
methodology, sampling, data analysis, ethics, results, transferability and implications). Each
element is scored on a four-point scale (ranging from very poor to good). Scores for the
various are added to give a total score. Total scores range from 9 to 36; scores less than or
equal to 18 are rated as '‘poor methodological quality’, scores from 19 to 27 as ‘'moderate’
and above 27 as 'good quality’. All methodological assessments were done by two review-
ers independently. If there was a mismatch of more than five points, disagreements were
solved by discussion. The scores of assessment can be found in Table 1, more details of the
assessments can be found in Appendix 2.

RESULTS

Review selection

The review process is shown in Figure 2. We identified 3245 records through database
searches, seven additional records were found through websites of organizations. After
removing 1656 duplicates, 1596 papers were screened on title and abstract. Of these, the
full texts of 91 were checked, resulting in 27 papers meeting our inclusion criteria (Table 1).
No additional papers were found by contacting project members.

General characteristics of studies

Table 1 shows the characteristics of all the studies included. A number of authors, namely
Ko et al. 228 McNeil et al.,%>84 85 and Song et al .8 #” discussed their own same study in sev-
eral papers; each paper discussed various aspects of the study. The 27 papers that were
included cover 23 different studies. All studies were published in the period 1986 - 2016
and published in English. Most studies were conducted in the USA (n=15) or Canada (n=7).

Fifteen studies had qualitative designs, generally using semi-structured individual interviews
and focus groups. Eight studies had quantitative designs using a variety of methods, such as
an e-mail survey and a review of medical records. Of these quantitative studies, five studies
evaluated an intervention. The methodological quality was assessed as good for fifteen
papers, moderate for nine and poor for three (Table 1).

Setting and participants

Of all 23 studies, twelve derived data from homeless participants, nine studies from health-
care professionals engaged in caring for homeless people (including review or analysis of
medical records) and two studies from both homeless participants and healthcare profes-
sionals (Appendix 3). Of the twelve studies that derived their data from homeless people
and the two studies with both homeless participants and healthcare professionals, the
homeless people were terminally ill in three studies (Table 1).°7888°
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Figure 2. PRISMA flow diagram

Homeless people in the studies stayed or lived in a variety of settings. The most frequently
mentioned were various types of shelters, e.g. drop-in shelters and homeless shelters.
Other settings mentioned were support homes, housing facilities, hospitals and medical
centres, healthcare programmes, palliative care services and hospices, hostels, social service
agencies and sites or communities for homeless people (Table 1). Appendix 3 shows more
information about the characteristics of the study populations. Most studies stated the age,
sex and ethnicity of homeless participants. A large proportion of homeless participants
were male, with percentages ranging between 60% and 100% of the study population. The
average age of homeless participants varied between 43 and 65. In the studies that pro-
vided information about ethnicity, homeless people of several ethnic groups participated.
The educational level of homeless participants, health status of homeless participants and
characteristics of healthcare providers were reported less often.
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Concerns, care needs and future preferences for care and treatment of seriously
ill homeless people

Table 2 shows the main results we extracted from the publications regarding concerns, care
needs and future preferences of seriously ill homeless people about the end of life. The
‘concerns’ considered problems that homeless people had or issues they worried about.
Concernsin the physical domain often were about serious illnesses and physical distress.®”#
Psychological concerns were mostly related to fear of death and dying.>6>8 83.86.87.96 Social
concerns were mostly about being a burden to others.>® 888 Spjritual concerns were
hardly mentioned and were regularly described as consisting of fear of the unknown.>¢8°
Frequently mentioned concerns about care included homeless people expecting end-of-life
care to be poor.2> %8287

Care needs concerned topics about the care (including palliative care) that homeless people
preferred or expected. Attitudes and behaviour of healthcare professionals was a theme
that was often mentioned, in which treatment with respect and dignity was stated most
often.8¢#2.94 Needs concerning involvement of the family appeared to be somewhat variable.
Some of the homeless want family nearby, others do not want to burden their families® %4
and some request some type of social contact with family and friends before dying even if
they are estranged.>”8* Needs for treatment and care appeared to be an important theme;
the most frequently mentioned were spirituality and religion.>® 82839 Although few spiritual
concerns were mentioned in included studies, spirituality and religion appear to be import-
ant encouraging factors for homeless people when it comes needs for treatment and care.
In addition, most mentioned was the possibility of expressing various concerns, such as
anonymity, estrangement and maintaining control: advance care planning or documentation
can help express these concerns.>®# 8.9 Only one study looked at the domain ‘after death,
showing an explicit and detailed desire that homeless people’s bodies be laid to rest in a
personally and culturally acceptable manner.2® ‘Preferences for future care and treatment’;
was where we grouped the preferences homeless people had in advance for the end of life;
we grouped them into three domains, namely treatment preferences, the dying process
and surrogate-decision making. Regarding the first domain ‘treatment preferences’, a lot of
studies mentioned resuscitation and life-sustaining treatments, preferences were found
to vary among subgroups of homeless people.®2892 |n terms of the wishes for the dying
process, a natural death was mentioned most often,** % e g. no prolonged life support
without hope of functional recovery. Lastly, surrogate decision-making appeared to be an
important theme for homeless people at the end of life, in particular the naming of proxy
to make decisions.®"628
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38 Chapter 2

The care provided: barriers and facilitators

Table 3 and Table 4 show the results in terms of the barriers and facilitators for providing
care to seriously ill homeless people. To give an overview of those barriers and facilitators,
we identified and described three perspectives. The perspective called ‘barriers and facili-
tators relating to the homeless person’ revealed a lot of barriers and some facilitators. The
most commonly mentioned barriers were themes related to receiving healthcare, such as
end-of-life care not being a priority and living on a day-to-day basis," 8284 94.% themes re-
garding social relationships such as the absence of support from family members and only
having small networks,*® %28 and themes about health-related and other behaviour, such
as the limited insights homeless people have into their own health.>”* Although studies
reported more barriers than facilitators within this theme, a widely mentioned facilitator
for homeless people was the importance of religious beliefs and spiritual experience 38 %

Contrasting with the previous theme, a lot of studies in the theme ‘relating to the interac
tion between homeless people and healthcare professionals’ described facilitators and
substantially fewer studies described barriers between homeless people and profession-
als. The attitudes of healthcare providers towards homeless persons proved to be a major
theme, e.g. building and establishing relationships of trust.>>%%2 The treatment of homeless
people was also reported to be an important theme as facilitator, e.g. a pragmatic and
flexible approach from staff.>>¢>°1 Furthermore, providing activities and therapies was also
often mentioned as facilitator for the interaction between homeless people and healthcare
professionals, e.g. counsellor-guided advance directive completion.®®¢ Feelings of being
ignored, discriminated against and disrespected by healthcare providers and a lack of trust
were often mentioned as barriers.?> 56:58.59.84.91.94 Eor parriers and facilitators in the third
theme, ‘relating to healthcare professionals’, substantially more barriers than facilitators
were mentioned. The most frequently mentioned barriers were lack of knowledge and skills
of professionals, e.g. the difficulty for staff in determining when a patient is nearing the dying
phase and meeting the palliative care needs." **% Another barrier mentioned relating to
healthcare professionals was the organization of care, e.g. minimal access to palliative care.>
57.84:86.90.94 On the other hand, facilitators relating to the knowledge and skills of profession-
als such as optimizing management of pain, symptoms and functional decline were often
mentioned.?*3¢ Facilitators regarding the overall organization of palliative care for homeless
people were not found in many papers; one facilitator mentioned in a Canadian study by
Podymow et al. was in-shelter hospice care, which also substantially lowers the costs.?*
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Recommendations for practice

A significant number of studies made evidence-based recommendations for practice re-
garding (palliative) care for seriously ill homeless people, themes are shown in Table 5
and more detailed information on the themes is shown in Appendix 4. Training, education
and knowledge; delivering care, and overall organization appeared to be the comprehen-
sive themes. A very often mentioned recommendation relating to training, education and
knowledge was training for staff working with homeless people to provide palliative care
as health deteriorates and death approaches.?> 848919 Related to recommendations on
delivering care, addressing themes related to a patient-centered approach concerning dig-
nity and asking questions about death and dying in advance directive formats were most
often mentioned.?>>8-1.83.89 Trystful and respectful relationships were also mentioned as a
recommendation for delivering care; as well as attention for different domain of concerns of
homeless people compared to healthcare providers, flexible programs and availability and
support after death. Recommendations concerning overall organization of palliative care to
homeless people concerned mostly the availability of accommodation, involved persons and
coordination, policies and guidelines and partnering and exchange of knowledge between
organizations. This included partnering social communities with the end-of-life care system,
such as accessibility and availability of palliative care beds.”" %

Table 5. Themes regarding recommendations for practice

Training, education and knowl- Delivering care Overall organization
edge
- Training regarding providing - Patient-centred approach - Availability of accommodation
palliative care for (older) home- - Trustful and respectful - People involved and coordina-
less people and their specific  relationships tion
needs ‘Reliability, experience, sen-  + Hospital discharge policies
+ Education about addressing  sitivity and commitment of - Policies and guidelines
preferences, advance direc- healthcare professionals * Partnering and exchange of
tives, after death wishes and - Attention to various areas of knowledge between organizations
surrogate decision-makers concern of homeless people

+ Flexible programmes and

availability

- Support after death

DISCUSSION

This systematic review summarizes 23 relevant studies: fifteen qualitative and eight quanti-
tative studies. The concerns, needs, preferences and the barriers and facilitators described
in these studies often concern the attitudes and behaviour of healthcare professionals. In
particular, a respectful approach and respect for dignity proved to be important to home-
less people for good quality palliative care. In addition, the limited knowledge and skills of
professionals turned out to be important barriers in palliative care for homeless people.
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Related to that, recommendations in the studies included often concern a need for training,
education and broadening of knowledge. This emphasis on change of attitudes and be-
haviour of healthcare professionals so that the needs of homeless people can be met was
less apparent in the three other reviews that also concerned palliative care for homeless
people. 3737

Furthermore, many of the barriers we found in the studies proved to be related to the
homeless people themselves. End-of-life care is often not a priority for them. Besides this,
homeless people are often dependent on drugs, have limited insight into their condition
and little support from family and relatives, which all make good palliative care extra chal-
lenging. Moreover, the views of homeless people about what is needed for good palliative
care might differ from the views of healthcare providers. Hence, palliative care for homeless
people needs a tailored approach and dialogue between healthcare providers and homeless
people, as recently mentioned by Tobey et al.”" These outcomes are in line with the findings
of the three other reviews. 37376

As this review included relatively many studies and the methodological quality of the ma-
jority of studies was rated as good, it provides good insights into what is presently known
with regard to palliative care for homeless people. At the same time, the review also sheds
light on gaps in that knowledge. A large majority of the studies were conducted in the USA
and Canada. More studies from other countries are needed as it is very well possible that
differences in culture, the organization of homeless care and the organization of healthcare
could lead to different results for different countries. It remains for instance to be seen
whether spirituality and religion - which proved very important to homeless people in this
study - will be as important in more secular countries such as the Netherlands.

Furthermore, the studies that had qualitative designs often provide important insights into
the experiences and ideas of homeless people and their care providers that are helpful
in initiatives aimed at improving the care. Although this review mentioned that homeless
people get minimal access to palliative care, primary care and/or preventive services, no
details are known about homeless people who completely avoid care. If healthcare providers
want to provide tailored palliative care to the entire target group, more research is needed
into palliative care for homeless people who avoid care. Because the homeless people who
avoid care are hard to reach, it is advisable to do participatory observation or to interview
people who use successful methods to reach them, such as street pastors. Finally, more
information is needed about healthcare providers who provide palliative care to homeless
people. The studies included mostly concerned characteristics of homeless people, but little
is known about the background characteristics in terms of the experience and preferences
of healthcare providers. Future studies can study the healthcare professionals. This can help
provide tailored training, education and knowledge for healthcare providers.
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Our review also included intervention studies that provide information about interven-
tions for tailoring palliative care to the needs of homeless people. Several studies indicated
advance care planning and documentation as a potentially effective way of encountering
the concerns and needs of homeless people, such as a fear of death, anonymity, estrange-
ment, maintaining control and discussions with significant others. These studies were also
included in the review by Sumalinog et al. that focused on interventions.”® In that review,
the methodology of these studies was rated at between poor and fair, which is lower than
our methodological ratings. This can be explained by the fact that we used an assessment
tool that can be used for various types of studies, while Sumalinog et al. used a tool that
was appropriate for assessing whether intervention studies provide strong evidence for the
intervention being effective. While this shows that there is no strong evidence for the inter-
ventions being effective, the results of these studies can provide pointers to help develop
new interventions and study them thoroughly.

Strengths and limitations

One strength of this systematic review is that it looks at the concerns, care needs and pref-
erences, barriers and facilitators and recommendations for practice, thereby providing a
broad overview of topics that are relevant to palliative care for homeless people. In addition,
the broad inclusion criteria resulted in a large number of studies being included (given the
limited size of the field being researched). Moreover, this review combines both qualitative
and quantitative studies. Finally, another strength of this systematic review is that doing a
grey literature search meant that we also included studies by organizations working in the
field, such as Simon Communities and St. Mungo's.

An initial limitation of this study is that the definition and terminology of palliative and/or
end-of-life care differ according to the study. Studies may therefore include other aspects of
palliative or end-of-life care while using the same definition and terminology. A second lim-
itation is that both studies of seriously ill homeless people and studies of homeless people
who expressed their expectations about being seriously ill have been included. Expectations
about the end of life in advance may differ from the reality later. Another limitation was that,
although we aimed only to summarize the recommendations from the studies’ results, itis
was not always certain that the recommendations were not also reflections of the author’s
opinions. As a fourth limitation, this systematic review lacks studies in published in languag-
es other than English. Finally, a methodological limitation was that in some studies it was
difficult to assess the methodological quality because some information was missing. It is
possible that in those cases the actual study was conducted in a more thorough way than
reported on in the article.
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CONCLUSIONS

Homeless people at the end of life experience a range of problems and barriers concern-
ing access to palliative care. A tailored, flexible and low-threshold approach consisting of
awareness about the fear of death among homeless people (as well as priorities and needs
of homeless people other than those assessed by healthcare professionals) can be used
to help provide appropriate care in good time. This tailored, flexible and low-threshold
approach should at least involve awareness of the concerns of homeless people (fear of
death and negative experiences with healthcare providers). This requires sensitivity and
patience of healthcare professionals. In addition, awareness about the meaning of dignity
and respect to the homeless patient is important when it comes to understanding the needs
of homeless people, as well as recognizing important components such as religiosity and
documentation of future preferences. Finally, healthcare professionals need to be aware
that future preferences may be different for homeless patients compared to a non-homeless
patient, and therefore ask specific questions about it. Training, education and experience
of healthcare providers can help accomplish this.



Kan ik iets voor je zijn
In je grote gemis
Omdat wie je zo liefhad
Er nu niet meer is?

De Dijk
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ABSTRACT

Background. Because of their poor health and social vulnerability, homeless people require
specific care. However, due to care avoidance, homeless people are often not involved in
care. This study aims to get insights into reasons for and kinds of care avoidance among
homeless people and to provide suggestions to reach this target group.

Methods. Semi-structured individual interviews were conducted among street pastors
(n=9), spiritual caregivers (n=9), homeless outreach workers (n=7) and formerly homeless
people (n=3). Participants were recruited by purposive sampling in the four major cities in
the Netherlands (Amsterdam, Utrecht, Rotterdam, The Hague). The verbatim transcripts
were analysed using thematic analysis.

Results. The term care avoidance was perceived as stigmatizing. Care avoidance is found to
be related to characteristics of the homeless person (e.g. having complex problems, other
priorities) as well as of the system (e.g. complex system, conditions and requirements of
organizations). The person-related characteristics suggestions to involve homeless per-
sons include tailoring care and building relationships, which might even be prioritised over
starting care interventions. Setting limits on behaviour without rejecting the person, and
an attitude reflecting humanity, dignity and equality were also important factors in making
care more accessible and lasting. As regards system-related characteristics, the suggestions
include clear information and communication to homeless people who avoid care as being
crucial in order to make care more accessible. Other suggestions include quiet and less
busy shelters, a non-threatening attitude and treatment by professionals, self-reflection by
professionals and finally a change of policy and legislation regarding available time.

Conclusions. Reasons for care avoidance can be found in the interplay between both the
individual and the system; measures to reduce care avoidance should be taken at both
levels. These measures are centred on lowering the barriers to care inter alia by incorpo-
rating building trust and understanding into the care provided.
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BACKGROUND

Because of their poor health and social vulnerability, people who are homeless require specif-
ic care. In this paper, we refer to homeless people as those who have unstable housing. They
may use social day or night shelters including hostels, or avoid these accommodations and
stay on the street. People living and sleeping on the streets or without fixed addresses also
belong to this group. Unhealthy lifestyles, addiction and somatic morbidities such as lung
diseases or cancer are common among the homeless*“”°¢ and morbidity rates are high."”
7099190 Moreover, intellectual disabilities and mental health problems are more prevalent
in this group when compared to the general population and many homeless people face
financial problems.” 1010192 Homeless people therefore need complex, multidimensional
care. However, several studies have shown that homeless people have unmet care needs
and poor access to care, and (partially) avoid or underuse this care.!'¢193104 Care avoidance
is defined as partly or completely turning away from threat-related cues, which results in
not being able or willing to be involved in care that is necessary.’® % Care avoidance can be
experienced as a problem by the homeless person (e.g. incomprehension or unmet needs)
or the professionals (e.g. refusing necessary care or cancelling appointments). In this article,
we use the term ‘care avoidance’, by which we mean ‘'no access to care due to unwillingness
or inability of homeless people or professionals, or the interaction between them".

Care for the homeless can be divided in two types: i) social care for day and night shelters,
housing, income and (social) activities on the one hand, and ii) medical care for addiction,
mental and physical health issues on the other hand,'° which we call ‘healthcare’. Until now,
most studies have focused on care avoidance in the context of healthcare. However, care
avoidance can occur in broader areas, such as social issues, financial issues and housing
issues. It is therefore crucial to cover all these areas by focusing on care avoidance in the
context of both social and healthcare.

Although some evidence is available on unmet care needs of homeless people, poor access
to care, and avoidance or underuse of care,'’'% 193104 stydies into the nature of their care
avoidance are scarce. This might be explained by the fact that it is hard to include home-
less people who avoid care as a participant due to unfamiliarity with the care system.” %
In the Netherlands, there is anecdotal evidence that spiritual caregivers and street pastors
are better able to reach homeless people who avoid care than other professionals, due to
activities such as establishing contact by visiting homeless people on the streets, and by
providing help with practical matters. The nature of the contact between the homeless
and both spiritual caregivers and street pastors is often characterized by low-threshold
conversations and respectful relations without the consequence of being referred to care.
Including them in a study could provide more insights into homeless people’s perspectives
as well as those of care and healthcare professionals.
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This study aims to get insight into the reasons for care avoidance, ways in which it occurs
and how to deal with it by interviewing spiritual caregivers and street pastors. This provides
more insight into the phenomenon of care avoidance according to people close to them,
while at the same time more insight into methods is given for reaching this target group.
The research questions were:

1. Why do spiritual caregivers and street pastors think homeless people avoid social care
or healthcare?

2. Based on their experiences with reaching care avoiders, what suggestions do spiritual
caregivers and street pastors have for making care accessible for homeless people
who avoid care?

METHODS

Design and participants

This study was designed as a qualitative study using in-depth interviews with spiritual care-
givers and street pastors. A qualitative design was used to better understand the unex-
plored field of care avoidance, and for exploring the nature and context of care avoidance
among the homeless. Differences between street pastors and spiritual caregivers concern
religious background (street pastors have a religious background, spiritual caregivers not
necessarily), aim (street pastors are specifically aimed at homeless people and spiritual
caregivers can also be aimed at people in other contexts) and employment (street pastors
are often employed by a church, spiritual caregivers often work within or for a healthcare
organization). Participants were recruited using purposive sampling in the four major cities
in the Netherlands (Amsterdam, Rotterdam, The Hague and Utrecht). We tried to ensure
as much variation as possible in characteristics such as sex, age, religious beliefs, and city
and recruited through the existing professional networks of the project team using the
snowball method. Potential participants were contacted by telephone and informed by a
letter about the topic and procedure. Beforehand, we intended to interview only spiritual
caregivers and street pastors. During data collection, however, we found that besides spir-
itual caregivers and street pastors, some other homeless outreach workers such as street
doctors or people who provide food also had very useful information on the topic. The
information provided by these other homeless outreach workers corresponded with that
of the street pastors and spiritual caretakers. This can be explained by the fact that they all
use a similar working method: i.e. low-threshold contact. We therefore decided to include
seven of them as well. In addition, we were given the opportunity to include former homeless
people. In the first interviews with street pastors and spiritual caregivers, the researcher
was told that interviewing former homeless perspective would enrich the perspective of
street pastors and spiritual caregivers. We therefore decided to include three of them. In the
end, 40 people were invited for interviews and 28 actually participated. Seven people did
not respond, three were ineligible because they did not have contact with the target group,
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and two were not interested. In-depth interviews were held with nine spiritual caregivers,
nine street pastors, seven other homeless outreach workers and three formerly homeless
people. Characteristics of the participants are shown in Table 1. The number of street pas-
tors that participated was high compared to the number of spiritual caregivers, especially
considering the fact that the population of street pastors in the Netherlands is considerably
smaller than the population of spiritual caregivers and the population of other homeless
outreach workers. All participants were experienced in approaching people who avoid
formal care, or were themselves formerly homeless persons who avoided (parts of) care.
We followed the consolidated criteria guidelines for reporting qualitative studies (COREQ)."®
This checklist consisted of three domains: (1) research team and reflexivity (among which
personal characteristics and relationship with participants), (2) study design (among which
theoretical framework, participant selection, setting, data collection), and (3) analysis and
findings (among which data analysis and reporting). We took account of all items from the
checklist when designing the study and article.

Ethics

Participants signed a consent form prior to the interview. This form contained information
about the aim of the research and interview, global information about the interview topics,
the confidentiality of the information provided and the guarantee of anonymity of quotes
in publications. All participants received a gift voucher for their participation. Transcripts
were anonymized after transcription to ensure anonymity of participants. Access to the
data was limited to three researchers.

Data collection

Data was collected from April 10 to October 6, 2017. All interviews were performed by the
same researcher (HK), who was formerly employed by a homeless shelter and the Salvation
Army, and is currently involved in palliative care for the homeless. Affinity with the topic of care
avoidance arose when the researcher noted in previous studies that due to care avoidance
a part of the homeless population is not involved in palliative care.® "% All interviews were
conducted at the participant’s location of choice, which was often the organization where the
participant was employed, and in some cases at the participant’s home. The length of the
interviews varied between 45 minutes and one hour. The interviews consisted of open ques-
tions and were guided by a semi-structured topic list, which was developed by two researchers
(HK'and BO) The topic list is shown in Table 2. This topic list evolved over time: some interview
questions were deleted because they did not fit within the timeframe and the order of the
subjects was slightly modified. Data saturation was discussed several times and after about
20 interviews no new information was found and no new themes emerged from the data.

Data analysis

Allinterviews were audio recorded and transcribed verbatim. Written summaries were sent
by e-mail to participants to evaluate correctness and validity. We followed the principles of
thematic analysis.!"" First, transcripts were read and reread before analysis by HK and BO.
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Transcripts were then coded independently by two researchers (HK and KE) using Atlas.ti 7
and common themes were identified. Data from the first three interviews was analysed and
discussed by HK and BO. After discussion, HK and BO decided that the themes already iden-
tified covered the important fragments from the transcripts, but that some codes had to be
placed under other themes. Additionally, some topics needed to be highlighted more during
the interviews that followed. Subsequently, all remaining transcripts were analysed and
coded by HK. After that, codes were finally grouped into themes by HK and discussed with
a second person (KE). Themes and interpretations were regularly and extensively discussed
with BO, KE, JG, AV, HK through a draft report of the analysis and the themes identified.

Table 1. Characteristics of participants (n=28)

Participant Profession

Sex Agerange City? Religious beliefs Experience

(years)? (years)®> <
#19 Spiritual caregiver F 55-60 4 Catholic 1
#9 Spiritual caregiver F 25-30 3 Humanist 3
#10 Spiritual caregiver F 50-55 4 Protestant 7
#17 Spiritual caregiver M 35-40 1 Humanist 8
#8 Spiritual caregiver F 50-55 3 Protestant 9
#3 Spiritual caregiver F 60-65 2 Protestant 10
#11 Spiritual caregiver F 60-65 4 Protestant 10
#16 Spiritual caregiver M 60-65 4 Protestant 15
#25 Spiritual caregiver F 45-50 2 Protestant 15
#2 Street pastor M 60-65 1 Protestant 3
#5 Street pastor M 60-65 3 Catholic 5
#18 Street pastor M 50-55 3 Protestant 6
#4 Street pastor M 60-65 2 Protestant 9
#12 Street pastor M 60-65 4 Protestant 9
#24 Street pastor F 60-65 2 Protestant I
#1 Street pastor F 50-55 1 Protestant 13
#6 Street pastor F 50-55 3 Protestant 14
#14 Street pastor F 55-60 2 Catholic 14
#27 Formerly homeless person M 50-55 1 None / NR¢ 1
#28 Formerly homeless person M 45-50 2 None /NR 10
#22 Formerly homeless person M 65-70 1 None / NR 10
#15 Homeless outreach worker M 55-60 2 None /NR 1
#23 Homeless outreach worker F 25-30 1 Protestant 8
#7 Homeless outreach worker F 45-50 3 Catholic X
#20 Homeless outreach worker F 55-60 1 Protestant 12
#21 Homeless outreach worker M 35-40 3 Protestant 13
#26 Homeless outreach worker M 45-50 4 Protestant 14
#13 Homeless outreach worker M 55-60 4 Protestant 26

“Mean age 52.8.

®Mean experience 9.8 years (formerly homeless people excluded).
¢In case of formerly homeless people: years of living on the streets.

4 Each number represents one of the four major cities in the Netherlands.
¢NR = Not relevant (formerly homeless people were not asked about their religious beliefs).



Care avoidance among homeless people and access to care 53

Table 2. Topic list for semi-structured interviews.

Care avoidance by homeless people Care provided by participants
- Current access to care and perceived problems - Care or guidance to homeless people
Extent of care avoidance -+ Reaching care avoiders and required expertise
- Signs of care avoidance - |dentified needs of homeless people who avoid
- Causes of care avoidance care
+ Characteristics of homeless people who avoid + Accessibility of care for target group
care - Examples of good and bad practices

- Care and aspects of care avoided

RESULTS

After rereading the manuscripts and three stages of coding, common themes were grouped
together following the research questions: factors that hamper accessible and appropri-
ate care and possible solutions as suggested by respondents. For both categories a clear
distinction could be made between themes related to characteristics of homeless people
and characteristics of the care system. Furthermore, as several respondents commented
on the term care avoidance, we considered this as a separate theme. We will address this
theme first.

Care avoidance - an ambiguous term

“Care avoidance" was considered to be stigmatizing by the participants, focussing primarily
on the responsibility (or lack thereof) of homeless individuals rather than design issues of
the care system related to care accessibility and usage. According to participants, several
issues prevent homeless people from being involved in care including the way the care
system functions and the fact that it can be difficult to access care. Participants therefore
emphasized the importance of also looking at the inadequacy or inaccessibility of care.

“So we're building a system, and the homeless are left outside it because they either can’t
fit or won't fit in it - or both. And then we punish them by saying that they're avoiding
care.” (P15, homeless outreach worker)

“They aren’t care avoiders, they're just careful about what care they accept. Saying it's care
avoidance is very negative. That says something about the person themselves, as if they
don't want any care. What | often see is that people look for care that suits them, which
may not exist.” (P20, homeless outreach worker)

Itis therefore important to realize that care avoidance is about homeless people for whom
care is not appropriate or inaccessible, and that it is not only a problem of homeless people.
Participants gave many different reasons for care avoidance among the homeless, which
we have divided into characteristics of homeless people and characteristics of the health
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system that hamper accessible or appropriate care. In reality, care avoidance is often a
combination of these factors.

Characteristics of homeless people that hamper accessible or appropriate care

The analysis showed six themes relating to homeless people themselves that might play
a role in care avoidance. The five themes are shown in Table 3 below, each theme is illus-
trated with a quote. As a first theme, the majority of the participants mentioned that this
group is diverse and that no stereotype exists (Table 3, Q1). There are people from all sorts
of cultures, ages, with different medical and social problems, and with several reasons to
avoid care. Despite this diversity some common denominators related to care avoidance
did emerge from the interviews. As a second theme, a common factor among homeless
people who avoid care is the complexity of their problems and the number of diagnoses
and labels (Table 3, Q2). Becoming homeless is often related to a variety of problems that
are either medical or social in nature, such as a combination of psychiatric symptoms, ad-
diction, intellectual disabilities, not having insurance, having debts, and housing deprivation.
Also, being uninsured or undocumented was mentioned as a barrier to care. The stress and
complexity of what is going on often make it difficult for homeless people to find solutions
themselves. Besides, many homeless people have already been involved in healthcare for a
long time, and have tried several social or medical services without success. They are often
disappointed because they are not treated equally and they feel disparaged by professionals.

The third theme regarding care avoidance was that homeless people often have other
priorities e.g. related to food or substance abuse due to their survival mode, which means
living day to day and fulfilling basic needs (Table 3, Q3). Moreover, maintaining (self-)control in
difficult circumstances (Table 3, Q4) was frequently mentioned as a fourth theme regarding
reasons for avoiding care. As a fifth theme, it was stated that in cases of psychological or
psychiatric problems homeless people might fear stigmatization and compulsory treatment
and therefore stay away from care (Table 3, Q5).

System-related characteristics that impede accessible or appropriate care

The analysis showed seven themes that concerned the relation between care and healthcare
systems and care avoidance. The seven themes are shown in Table 4 below, each theme
is illustrated with a quote. Overall, participants mentioned that many homeless people
experience 'the healthcare system’ as inaccessible and inappropriate, i.e. not meeting their
needs and - directly or indirectly - leading to care avoidance. According to participants, the
inaccessibility of the system is caused by several factors listed below.

The first theme refers to the complexity of the system for homeless people (Table 4, Q7).
Care for homeless people is, as was stated, complex, multifaceted and scattered in its orga-
nization with a wide range of shelters, hostels, psychiatric institutions and nursing homes. In
addition, consultation hours vary and helpdesks have limited and different opening hours.
This is especially difficult for homeless people because of their psychosocial vulnerability
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including their intellectual and mental disabilities. Some specific problems related to the
system were reported including regional bonding (which means that someone who is home-
less is taken care of in the region they come from, this implies that care cannot be provided
in other region), arranging things via the Internet, different locations for arranging different
things, limited opening hours, waiting lists, protocols, rules and bureaucracy.

Table 3. Quotes on characteristics of homeless people that hamper accessible or appropriate care.

Theme No. Quote

1. No stereotype Q1 “Careavoidance isn’t a single big group you can tackle in one go. The
pattern varies hugely from one person to the next.” (P16, spiritual
caregiver)

2. Complexity of problems Q2 “I'd associate care avoidance with significant medical problems.

They've also often been through a lot of psychotherapy and mental
care already. They've seen it all before.” (P24, street pastor)

3. Other priorities Q3 “Ifyou're homeless, you have to be ready to do things for your health
that you don't actually like. If they’d had normal lives, it maybe
wouldn’t have been do difficult, but they don't think it's worth it.
Scoring is often more important.” (P22, formerly homeless person)

4. Maintaining self-control Q4 “Idon't think that they're afraid to go to a doctor. They're afraid that
it'll end up restricting their lives, you know? Suppose the doctor says
you've got to be admitted to hospital... well, there’s no boozing or
smoking in hospital. That lifestyle will be changed drastically - the
doctor’s restricting what you can do, because you've got to go to
hospital. They don't want that. They don’t want to be tied down;
they want to be able to respond when they think they need to. Maybe
they’ll do nothing all day, but you never know - maybe the one time
that they do have an appointment is just the moment when they
could nick something or score or whatever. Yup, then they're stuck
with the appointment and they don’t think it's right” (P22, formerly

homeless person)
5. Fear of stigmatization and Q5  “For mental things in particular, | think that people do avoid care. So
treatment related to psycho- it's sometimes not so much care avoidance as denial and lack of an
logical or psychiatric problems understanding of their illness as well. That's often the case with psychi-

atric conditions. People who hallucinate but have a lot of difficulty ad-
mitting they're hallucinations and who feel theyre being pigeon-holed.
But ifit's a perception that you've got but they haven't, then they feel
they're being accused of inventing things that they think are absolutely
true. But, well, they don't think there’s much point talking to a doctor
anymore because they won't be taken seriously.” (P6, street pastor)

Secondly, participants reported that the conditions and requirements that people must
adhere to in order to get access to care can be a reason for homeless people avoiding care
(Table 4, Q8). These conditions are e.g. paying off debts in a certain way, detoxing, naming
care needs and concrete questions, and going through processes quickly. Participants be-
lieved that enforcing such conditions and requirements meant care organizations were not
sufficiently considering the needs or capabilities of homeless people.
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Another theme that appeared from the interviews is that even when homeless people find
access to the regular care system, the care they receive is often not appropriate, i.e. not
adapted to their care needs. Their health problems often expand beyond the borders of
individual somatic and psychiatric specialists, warranting a tailored and multidisciplinary
approach in which interdisciplinary communication should be secured (Table 4, Q9).

Time pressure among professionals proved to be a recurrent barrier to providing appropri-
ate care for the homeless. According to participants, current legislation and the way care
is organized and financed contribute to heavy time pressure on professionals (Table 4,
Q10). Professionals are bound to a specific amount of time, but as care for this population
is more intensive and complex, it takes more time. As a result, there is little time for good
conversations. Homeless people, however, generally consider real interest, attention and
time for small talk and conversations to be very important. To achieve this, not only time
but also the attitude of the professionals is important (Table 4, Q11). According to our par-
ticipants, homeless people could experience professionals’ attitude as suspicious, asking
questions unpleasantly, an attitude of knowing better, and applying their own standards. A
lack of patience and creativity hampering finding solutions was also reported to be a barrier.

Many participants mentioned that homeless people perceive the day and night shelters
as busy and overcrowded. Often, there is unrest (fights, disputes and security), little pri-
vacy and they have to be very careful when it comes to property. Moreover, professionals
intend to immediately start arranging things and setting goals, which can increase stress.
Homeless people, however, are in need of rest (Table 4, Q12). Avoiding busy shelters is a
way of reducing stress.

Finally, while engagement and equality are very important values for homeless people, they
are often left out in decision-making. According to participants, homeless people feel infe-
rior, patronized and not taken seriously by professionals (Table 4, Q13). Consequently, they
tend to avoid care professionals. According to the respondents, homeless people should
have the right to be involved in formulating their needs and making decisions together with
the professional despite their psychosocial limitations or issues.

Recommendations for facilitating access to homeless people who avoid care

Our second research question concerned suggestions of spiritual caregivers, street pastors,
homeless outreach workers and formerly homeless participants for how professionals can
improve the accessibility of care for homeless people. As indicated in the previous section,
care avoidance has no single cause but is caused by factors related to the homeless people,
the health system, and the interaction between them. Recommendations are aimed at a
wide variety of professionals working in medical care, social assistance or a combination of
these. In addition, each organization and professional has other sources, possibilities and
limitations. Thus, for each organization and professional, another combination of recom-
mendations will be relevant. In addition, a number of recommendations aimed at policy
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makers are addressed below. The suggestions for improving accessibility are categorized
similarly. Firstly, we will discuss the suggestions related to the characteristics of homeless
people themselves. Secondly, we will discuss the system-related suggestions. All themes
are mentioned in Table 5, and illustrated by quotes.

Table 4. Quotes on system-related characteristics that hamper accessible or appropriate care.

Theme No. Quote

System is complicated Q7 “It's complicated finding the right organization as well. There
are several options for your dole money or day care, for in-
stance. Then there are the people from different situations,
or from prison, where the probation service gets involved. Or
there are people with addictions, where the addiction care
service gets involved. Or the housing corporation - evictions
or whatever - where a district team will sometimes have had
a role too. And then you've got to find your way. So where do
you start?” (P20, homeless outreach worker)

Conditions and requirements of or- Q8  “They've already said to start with that you should kick the

ganizations drugs and then maybe we can help you with the mental
problems. People can’t comply with those conditions - what's
going to replace them? They aren’t going to stop using be-
cause they're suffering from sweaty feet. They're going to keep
using because they’re got an issue that they have to resolve,
i.e. coping with daily life and the problem of what'’s going on
in their heads.” (P15, homeless outreach worker)

System is inappropriate Q9  “Maybe it's the level of education of the personal supervisors
as well - that they're simply not qualified enough to be able
to deal with the entire spectrum of both mental and physical
complaints. Ordinary staff, supervisors, they're sitting there
looking at a lump and wondering whether it means that a
doctor is needed or not. They're not really the people who
should be dealing with those issues.” (P25, spiritual caregiver)

Time pressure of professionals Q10 “The caregivers would also want to do more, but there simply
isn’t the time. They only come along to tackle the issues of the
moment and dole out medication. The homeless see perfect-
ly well that they're short of time too. They complain hugely
about it, that the caregivers are often not really available.”
(P25, spiritual caregiver)

Attitudes of professionals Q11 “Many homeless people’s experience is that if they go any-
where - to a doctor or hospital or dentist - they get treated
with a degree of suspicion.” (P4)

Noisy and busy shelters Q12 “Some people actually find sleeping on the streets quite peace-
ful, because they think the care places are much too unsettled
and too busy and too many other people snoring and far
too much stuff that they don’t want.” (P8, spiritual caregiver)

Patronizing and lacking participation Q13 “And one of these caregivers will then think, ‘I'm going to take
you by the hand like a little kid and tell you how you have to
do it” And if you do that to a fifty-year-old bloke who may
have fought in a war or whatever, you'll soon lose their re-
spect. You mustn’t lay down the law for people. You can give
them advice, though.” (P21, homeless outreach worker)
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Related to the interaction between homeless persons and professionals

Tailored care

To reach homeless people who avoid care, it is important to be able to offer personalized
care. According to participants, tailored care means that professionals offer care that cor-
responds to the care needs of the homeless person. Additionally, tailored care implies
that exceptions can be made when needed; professionals should be able to deviate from
procedures or protocols, due to the complexity of needs and problems among people
who are homeless (Table 5, Q1). A personal approach also involves attention to personal
circumstances and capacity, e.g. coping skills or availability of time. Professionals have to
understand that care cannot be limited to one discipline. In order to get a complete picture
of the needs of homeless people avoiding care, it is important to explore the health, psyche,
intellect, history, housing, finances, and other relevant social fields. According to participants,
connecting all disciplines can provide tailored care. For this, it is important that professionals
are well and specifically trained in the field of needs and preferences of homeless people,
are able to find each other and ask each other for advice.

Building a trusting relationship

The most frequently mentioned theme in the interviews was that in order to reach care
avoiding homeless people, building a relationship between professionals and the homeless
person is crucial (Table 5, Q2). An important requirement for building relationships is that
it does not focus on providing care, but on the quality of the relationship. Conditions for
building a trusting relationship include a consistent professional, and a feeling of having a
connection between the homeless person and the professional. The professional should
be easily approachable, reliable, keep in touch and have patience and time, as building
trusting relationships may take a long time. Besides this, a ‘mediator’ can be helpful such
as a street pastor, spiritual caregiver or case manager who can act in the care avoider’s
interests during appointments.

Setting limits, but no rejection

According to participants, it regularly occurs that care-avoiding homeless people fail to
comply with agreements, misbehave or become angry or aggressive (Table 5, Q3). Partici-
pants stated that in such situations, itis very important that professionals do not reject the
person. Professionals can accomplish this by seeing the behaviour as only one aspect of
the person, by setting limits to the behaviour of their client, but at the same time offering
the possibility to start again afterwards.
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Table 5. Quotes on suggestions for making care more accessible to homeless people who avoid care

Theme Subtheme No. Quote

Characteristics Tailored care Q1 “Wouldn'tit be nice if the care system could offer more tailored
of homeless solutions, saying ‘What would help you? And how can we work
people together so that here’s a place where you can get it. Get what

would help you.” Within reason, of course, but without saying
it's our way or the highway. Instead, you say there’s supervision
but we'll take a look at things with you to see what's the best
way of arranging it. So that it works for you.” (P1, street pastor)

Building relation- Q2  “Suppose I've found you and you very often sit at a particular

ships time on a certain bench in the part, ‘cos that’s where you are
with your two bags. Well, then you've not got to start by saying,
‘Come along with me.” No, | think you've first got to ask if you
can sit there with them. And maybe you don’t say anything
else to start with. Getting someone to come and do what you
want is still a long way down the road at that point.” (P19,
spiritual caregiver)

Setting limits, but Q3  “We speak to people about their behaviour, we apply sanc-

no rejection tions, but there’s one thing that we always make clear: you can
always come back again. So it’s crucial that they know that the
relationship will never be put under pressure. It can therefore
mean that we ban people ten times, that they do something
wrong ten times, but you can always come back again.” (P13,
homeless outreach worker)

Humanity, dignity Q4  “It’s pretty awkward for them; theyre never normal. So, well,

and equality they need in some way or other to be able to give and get some-
thing back. And so that they've got lots of skills and things that
they can use, even if they are care avoiders.” (P23, homeless
outreach worker)

Characteristics Clear information, Q5  “Just be honest about it, like ‘It's not possible right now with
of the system  explanation and these waiting lists, but we'll see what steps we can take that

communication will really help you.” And being straight up: ‘| can make this or
that agreement with you now that we'll take a look, because
you want something to do. Right, | can call them now and see
if there’s a place and I'll call you, make an agreement with you,
such and such a place and time, that’s when you'll get the de-
tails from me.” Short timelines, clear communication and clear
agreements.” (P27, formerly homeless person)

Change of policy Q6  “My experience is that individual care providers are genuinely

and legislation motivated, but that it's often the structures of the institutions
regarding to avail- - imposed by legislation and regulations and driven by costs
able time above all - that make it tricky. So it's not the individual care

providers, because they're people who are really trying [to make
the process less complex, more accessible, working from a re-
lationship of trust, looking to see what the person themselves
needs, communicating in understandable terms]. But, well, we
need to set up the legislation and regulations and the funding
so that it’s possible.” (P3, spiritual caregiver)



60 Chapter 3

Table 5. Continued.

Theme Subtheme No. Quote

Quiet shelters Q7 “All the crisis shelters are in groups: several people sleeping in
the same room. And it’s difficult there, it's sometimes difficult to
tailor the care there to suit... there’s just too little money for it,
actually. A crisis shelter like that, there are just two of them for
sixty people, so there’s no chance for any one-on-one supervi-
sion or whatever.” (P21, homeless outreach worker)

Attitude and Q8 “We go to the station at five in the morning, at the times and
treatment by moments that really suit them and not just during office hours.
professionals Care avoiders are often up and about at night, and they'll sleep

during the day, simply because sleeping in the daytime is safer.
The other thing we do is start normal conversations with these
people. So it's not like ‘What do you need to get out of this situ-
ation’, but "How was your day? What are you going to do?’ And
don’t think people won't appreciate it, that it's not part of the
world they live in: it's very much in their kind of world, because
all day long they've got a caregiver or a cop or a guard hassling
them, and never a normal person with a normal conversation.”
(P15, homeless outreach worker)

Humanity, dignity and equality

Respect, humanity, dignity and equality are essential aspects in the attitude of a professional
towards a homeless person, in order to ensure non-threatening and appropriate care (Table
5, Q4). For people who are homeless, it is especially important to feel respected. Humanity
features a (more or less) equivalent exchange of personal information. Professionals can give
examples of their personal experiences. Dignity also implies looking at what is important
for homeless people. Equality is mainly about freedom of choice and not looking down at a
homeless person as a professional.

Related to characteristics of the system

Clear information, explanation and communication

Information, explanation and communication are key to increasing the accessibility of care.
The system is often experienced as complicated and homeless people can be overwhelmed
by the difficult language used by health providers. Itis crucial that homeless people are famil-
iar with the rules and functioning of the healthcare system. They should be empowered to
stand up for themselves (Table 5, Q5). This can be done concretely by providing information
in simple and clear langue. Professionals must communicate clearly about the possibilities
and impossibilities of their services and time schedule

Less busy day and night shelters

In order to improve accessibility of care, shelters should be more inviting. Day and night
shelters are usually overcrowded and noisy and there is a lack of privacy: all reasons why
homeless people tend to avoid care. To make day and night shelters more accessible, it is



Care avoidance among homeless people and access to care 61

recommended for policy makers and managers in organizations that organizations offer
smaller rooms and quieter geographical locations, even in urban environments (Table 5, Q7).

Attitude and treatment: more patience, time and understanding

According to the participants, an open and friendly attitude of professionals towards home-
less care avoiders is essential to improving accessibility (Table 5, Q8). Professionals should
be aware that when dealing with care avoiders, more patience, time and understanding are
needed than with the average person. In practice it is important that care providers create
rest during appointments and treatment pathways, e.g. to start an appointment or treat-
ment without too much pressure on commitment, engaging in small talk without providing
care or to familiarize themselves with the background of their client. For doctors, this implies
e.g. that several appointments are needed to fully map the problem and the history of the
person. Given the limited time of doctors and high costs, it might be more feasible to deploy
nurses to do these extensive intakes and let them mediate the doctor’s appointment, or to
engage another mediator who joins homeless people to the appointment, for example a
street pastor, spiritual caregiver or other homeless outreach worker.

Self-reflection by professionals

Many participants stated that professionals need sufficient self-awareness and must be
critical of their own actions (Table 5, Q9). The way a professional sees things can be very
different to the care avoider. A professional must be aware of this and realize that their
standards and expectations may not always be the same as those of the homeless person.
An open attitude is crucial. Self-reflection also means acknowledging mistakes and being
honest about their professional limitations.

Change of policy and legislation with regard to available time of professionals

Finally, participants indicated that the time available for care is too limited (Table 5, Q6).
This is mainly due to current legislation and regulations and the policies of organizations.
In order to provide effective and appropriate care, more intensive care is needed, which
takes more time.

DISCUSSION

Spiritual caregivers, street pastors, homeless outreach workers and formerly homeless
people, experienced the term ‘care avoidance’ to be stigmatizing. Care avoidance seemed
to focus only on the homeless and not on the system, while inaccessibility of the system is
a barrier to involvement in care. This study shows that care avoidance was not only related
to the characteristics of homeless people (e.g. complex problems, other priorities), but also
to system-related characteristics (e.g. complicated system, conditions and requirements
of organizations), both impeding care involvement. This supports the findings of Schout
et al.,”"? who introduced the term ‘care paralysis’, meaning the inability of professionals in
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social services to help people with multiple and complex problems. By using both terms
simultaneously, i.e. care avoidance and care paralysis, it is more clear that not only charac
teristics of the homeless but also from the system must be addressed in order to improve
care avoidance. Moreover, this might be experienced as less stigmatizing.

Previous studies in the field of care avoidance, although carried out among other populations,
show similar reasons for care avoidance, such as mistrust or a lack of confidence, negative
evaluations of the quality of care and previous negative experiences with care providers'
communication styles and seeking healthcare."*""” Additionally, several studies also reported
a low perceived need to seek medical care as a reason to avoid care."* "¢ However, existing
literature also provides some reasons for avoiding care that were indeed confirmed by our
study but were less evident such as a fear of serious illness or of thinking about dying, #7118
insured lack of (health) insurance and being illegal."™> "¢ This was most likely due to the focus of
the interviews which was more on the complexity of various problems among the homeless,
as a result of which a lack of health insurance and illegality appear less prominently as reasons
for care avoidance. Since the reasons for care avoidance identified by this study are similar to
the reasons previously reported for other populations, the question can be raised whether
care avoidance among the homeless is essentially different from care avoidance among other
populations. Nevertheless, the multifaceted nature of the problems, the focus on psychosocial
barriers, and the need for a multidisciplinary approach, respect, understanding and trust
do distinguish this group from other populations. Ye, Shim & Rust provide evidence for the
focus on psychosocial barriers to care among this target group. They mentioned that people
with serious psychological distress were more likely to report psychosocial barriers to care.'®

Participants made suggestions that could help reach care avoiders, related to characteristics
of both the homeless and the system. The person-related characteristics include tailoring
care and building relationships at an early stage. It is often necessary to build a trustful re-
lationship before care can be provided. Meeting the practical needs of the homeless person
is key in building this relationship. When care is provided, the needs of homeless must be
leading."” 12 Furthermore, setting limits to behaviour without rejecting the person, and an
attitude reflecting humanity, dignity and equality were also important factors in making care
more accessible and long-lasting. Regarding system-related characteristics, clear informa-
tion and communication to homeless people who avoid care are important for making care
more accessible. Other system-related suggestions include quiet and less busy shelters,
unthreatening attitudes and treatment by professionals, self-reflection by professionals and
finally a change of policy and legislation regarding available time. Other studies in care for the
homeless have also reported the need for respect, understanding, trust and easier access
to health services.”?""?3 Not being able or willing to be involved in care has several reasons,
which are mainly “demands, thresholds and fragmentation of services, which hinder the
accessibility of healthcare”, and more specifically “disputes, conflicts, suspicions about the
intentions of healthcare professionals and a mismatch between expectations and provision
of care”® Our findings confirm a previous study on care avoidance in psychological care by
amongst others homeless people, which highlighted the importance of establishing con-
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tact and winning trust'® and reported that care avoidance is often caused by the interplay
between characteristics of both the clients and the system. It is important to notice that
many of the solutions can only be successful if healthcare professionals realize that they
have agency and have an important role in achieving improvements. Thinking beyond the
individual causes of care avoidance, i.e. either related to the homeless person or the system,
but also having attention for the interplay between those causes is crucial.

While several respondents of our study reported the term care avoidance to be problematic,
respondents of another study did not report this.'* This does raise the question whether we
should discard the term ‘care avoidance’ and use more neutral terminology related to the
accessibility of care for different target groups, or at least emphasize that care avoidance
can be rooted in both personal and system characteristics.

To our knowledge, this study is the first to explore the reasons for avoiding care and the way to
overcome this from the perspective of spiritual caregivers, street pastors and homeless out-
reach workers, and is supported by experiences of formerly homeless people. Itis a strength
of our study that we were able to expand the respondent group, i.e. including also homeless
outreach workers and formerly homeless people. Together, the participants interviewed were
people who view both the perspective of the target group and the world of professional
care. It therefore gives practical suggestions for improving accessibility of care based on the
non-threatening working methods used by these participants. This was confirmed in the in-
terviews with the formerly homeless participants, who stated that the spiritual caregivers and
street pastors were the people who were most closely attached and committed to them, and
who understood them well. A limitation of our study was the different nature of care that street
pastors and spiritual caregivers provided in comparison with other care providers in medical
and social care, who often experience more obligations and more time pressure. This might
make it difficult for the latter to implement the suggestions for improvement. However, several
of the recommendations can be implemented in any event, e.g. attitude. Moreover, although
building relationships might require an investment at first, this may strengthen relationships
and contributes to providing more appropriate and more accessible care.

CONCLUSIONS

Reasons for care avoidance turned out to be a combination of characteristics of homeless
individuals as well as characteristics of the system and the competences of the professionals
working with homeless people. Measures to reduce care avoidance should be taken at both
levels. While changes in the organization of healthcare need measures from policy makers,
medical and social care professionals can also help reduce care avoidance. A low-barrier
method such as that of street pastors, spiritual caregivers and homeless outreach workers,
involves building relationships by building trust, showing understanding and being with
the homeless person. By paying attention, the professional can discover what these values
mean for the homeless and what this implies for providing care and starting a care pathway.
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Kan ik iets voor je doen?
Met een blik met een woord
Dat doet denken aan toen
Dat je even weer voort?

De Dijk
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ABSTRACT

Background. Homeless people experience multiple health problems and early mortality. In
the Netherlands, they can get shelter-based end-of-life care, but shelters are predominantly
focused on temporary accommodation and recovery.

Aim. To examine the characteristics of homeless people who reside at the end-of-life in shel-
ter-based nursing care settings and the challenges in the end-of-life care provided to them.

Design. A retrospective record study using both quantitative and qualitative analysis meth-
ods.

Setting and participants. Two Dutch shelter-based nursing care settings. We included 61
homeless patients who died between 2009 and 2016.

Results. Most patients had somatic (98%), psychiatric (84%) and addiction problems (90%).
For 75% of the patients, the end of life was recognised and documented; this occurred
0-1253 days before death. For 26%, a palliative care team was consulted in the year before
death. In the three months before death, 45% had at least three transitions, mainly to
hospitals. Sixty-five percent of the patients died in the shelter, 27% in a hospital and three
percent in a hospice. A quarter of all patients were known to have died alone. Documented
care difficulties concerned continuity of care, social and environmental safety, patient-pro-
fessional communication and medical-pharmacological alleviation of suffering.

Conclusions. End-of-life care for homeless persons residing in shelter-based nursing care
settings is characterised and challenged by comorbidities, uncertain prognoses, complicat-
ed social circumstances and many transitions to other settings. Multilevel end-of life care
improvements, including increased interdisciplinary collaboration, are needed to reduce
transitions and suffering of this vulnerable population at the end of life.
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BACKGROUND

People experiencing homelessness are a special, yet understudied population in the field
of palliative care. Compared to the general population, they have high rates of early mor-
tality, with average ages of death varying between 40 and 65 years in different Western
population-based studies.?? 2426:29.124128 Alsg in the Netherlands, homeless people have
a substantially reduced life expectancy: a 10-year follow-up study demonstrated that the
average remaining life expectancy at age 30 was 11.0 (95% confidence interval (Cl): 9.1-12.9)
years shorter for homeless men and 15.9 (95% Cl: 10.3-21.5) years shorter for homeless
women than for men and women in the general population, respectively.?®

Besides dying at a younger age, homeless people generally also spend more years in poor
health than housed individuals. Research has shown a disproportionally high prevalence
of somatic and psychiatric problems, addiction, intellectual disabilities and other psycho-
social issues.#>10.29.129 These problems prevail at the end of life, resulting in challenges for
palliative care provision.

Indeed, various studies suggest that end-of-life care for homeless people is highly complex,
among other things because of their harsh living conditions and frequent lack of social sup-
port networks and health insurance.® 30-32 58.86,109,110.130. 131 However, many of these studies
have been conducted in countries where the majority of homeless people die on the streets,
in hostels or in acute care hospitals, such as the United States and the United Kingdom. 2”2
32:58,86.130 |n several countries, including the Netherlands, some social relief shelters provide
24/7 in-patient nursing care.®” These shelters accommodate a significant proportion of the
homeless people at the end of life, but little is known about these people’s sociodemograph-
ic and health-related characteristics. In addition, as the Dutch shelter-based nursing care
settings are primarily focused on temporary accommodation and recovery,*> it is unclear
to what extent they are capable of providing end-of-life care. Therefore, this retrospective
record study aimed to describe the characteristics of homeless people who reside at the
end of life in Dutch shelter-based nursing care settings and to examine the end-of-life care
provided to them as well as the documented difficulties in end-of-life care.

METHODS

Design and setting

We performed a retrospective record study at two Dutch shelter-based nursing care set-
tings. Both settings are social relief shelters that provide 24/7 in-patient nursing care and at
least biweekly consultations with either a general practitioner specialised in street medicine
(one shelter) or a municipal public health service physician (the other shelter). They have
limited capacity (20 and 60 beds, respectively) and are officially intended at providing short-
term care and accommodation (for a maximum of three months).%°
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Study population

We included all persons who were known to have died (either expectedly or unexpectedly)
between 2009 and 2016 and to have resided in one of the shelter-based nursing care set-
tings for at least one night in the three months prior to death. To be admitted, people had to
be diagnosed with severe somatic problems, combined with psychiatric and/or psychosocial
problems. They had to be dependent on social relief and have a history of homelessness,
that is, lacking housing or residing primarily in transitional housing or supervised facilities
that provide temporary living accommodations (e.g. shelters).%® For the ease of reading, in
this paper, we will refer to them as 'homeless people’ or ‘nomeless patients”.

Data collection

Data were obtained between September 2016 and February 2017. Medical and nursing
records were collected and provided by shelter staff, who verified that patients had died
based on autopsy reports, death certificates or death notifications from the institutions
where death had occurred.

Measurements

To systematically extract relevant data, we developed a data extraction form."*? This form
included pre-categorised as well as open items about (1) availability and comprehensiveness
of records, (2) patients’ characteristics and diagnoses upon their last shelter admission, (3)
recognition and discussion of the end of life, (4) care provision and symptoms at the end
of life, (5) medical decision-making and transitions between settings at the end of life, (6)
informal social contact at the end of life and sociodemographic characteristics of death,
and (7) difficulties in care provision at the end of life.

We operationalised the end of life as the year prior to death.”** However, to get more specific
information about the circumstances surrounding death, for some variables, data were only
collected for the three months (i.e. symptoms, transitions between settings) or month (i.e.
informal social contact) before death.

Atransition was defined as a change of setting for at least one night. The end of life was con-
sidered to have been recognised and documented if the medical record included an explicit
statement expressing that the patient (1) had a limited life expectancy or an unfavourable
prognosis of a life-threatening disease or was in the palliative or terminal phase of life; (2)
had no more curative treatment options or received palliative care; or (3) was transferred
to a hospice. If the record contained more than one such statement, the first statement was
used. Care difficulties were registered if the researcher identified descriptions of situations
perceived to impede quality or provision of care. A palliative care team or consultant was
considered to have been involved if the record included a statement describing consultation
about palliation (either face-to-face or by phone, fax or email) with one or more experts of
a palliative care team or service (e.g. a hospice).**
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Data extraction

Two researchers (SD and HK) independently pilot-tested the data extraction form on the
records of five patients from both settings. They concluded that it worked well and did not
require any further adjustments. Records of the remaining 51 patients were extracted and
analysed by one researcher (SD); a random sample of 10 records were checked by another
researcher (HK). Cases of disagreement and uncertainty were discussed and resolved with
members of the project team.

Data analysis

Data were entered in SPSS version 24.0 and Excel 2016. Open answers were categorised using
both empirical approaches (i.e. categorisation guided by the data) and theoretical approach-
es (i.e. categorisation based on expert opinion and classification systems commonly used)
approaches. Subsequently, for each of the quantitative variables, descriptive statistics were
computed. Missing data were treated as a distinct category if a variable had missing data
for >10% of the patients.”® Qualitative information was analysed following the principles of
thematic analysis (i.e. coded, classified into themes and discussed within the project team).""

Ethical approval

The Medical Research Ethics Committee of the Amsterdam UMC (VU University Medical
Centre) declared that this study was exempt from formal review because it was not subject
to the Medical Research Involving Human Subjects Act (registration number: 2016.308).

RESULTS

Availability and comprehensiveness of medical and nursing records

Records of 61 homeless people were included. Thirty-six (59%) of these records were derived
from one shelter and 25 (41%) from the other. For all but two patients (97%), both medical
and nursing records were available, and results were obtained for all variables of interest.

Patients’ characteristics and diagnoses upon their last shelter admission

The majority of homeless patients were male (85%) and either had a Dutch (56%) or Suri-
namese/Antillean (28%) cultural background (see Table 1). Seven percent of the patients did
not have legal status in the Netherlands; a quarter did not have health insurance. Over half
of them came from another social relief facility (i.e. outreach services, supportive housing/
rooming-house or night shelter). Most patients had a combination of somatic (98%), psychi-
atric (84%) and addiction problems (90%). The duration of stay at the shelter-based nursing
care setting varied between patients from one day to more than ten years.

Recognition and discussion of the end of life

For 75% of the patients, the record contained a statement indicating that the end of life
was recognised (see Table 2). Patient-professional end-of-life discussions were reported
for 59% of the patients.
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Table 1. Characteristics and diagnoses at the end of life among homeless people in shelter-based
nursing care settings (n=61)

n (%)
Age in years upon shelter admission, mean (SD); (min - max) 55 (10); (31 - 79)
Duration of last shelter stay in days, median [IQR]; (min - max) 123 [31 -302]; (1 - 4491)
Sex:male 52 (85)
Cultural background:
Dutch 34 (56)
Surinamese/Antillean 17 (28)
Turkish/Moroccan 2(3)
East European 1(2)
Other, Western 2(3)
Other, non-Western 5(8)
Legal residential status: no 4(7)
Health insurance: no 15 (25)
Housing status prior to last shelter admission:
Independent, private or public housing 3(5)
Temporary address at friends’ or family members’ place 6 (10)
Independent, outreach services 12 (20)
Supportive housing/ Rooming-house 21 (34)
Night shelter 4(7)
Street/sleeping rough 5(8)
Other (e.g. detention, drug rehabilitation centre, nursing home) 10 (16)
Somatic diagnoses?: yes, i.e. (more than one option possible) 60 (98)
Cancer 30 (49)
Respiratory disease 44.(72)
Cardiovascular disease 35(57)
Diabetes mellitus Il 70
Infectious disease 31(5M
Liver disease 19 (31)
Injury 25 (41)
Musculoskeletal disease 18 (30)
Dental problems 16 (26)
Psychiatric diagnoses®: yes, i.e. (more than one option possible) 51 (84)
Psychotic disorder 20(33)
Depression and anxiety disorder 22 (36)
Personality disorder 12 (20)
Psycho-organic syndrome 34 (56)
Intellectual disability 13(21)
Other (e.g. suicidal thoughts or attempts, autism spectrum disorder) 19 (31)
Addiction diagnoses (excluding tobacco)< yes, i.e. (more than one option 55 (90)
possible)
Alcohol 34 (56)
Cannabis 21 (34)
Cocaine 36 (59)
Heroin 34 (56)
Methadone 31 (51)

SD: standard deviation; Min: minimum; Max: maximum; IQR: interquartile range.
2No/Not in record: n(%)=1(2).

> No/Not in record: n(%)=10(16).

< No/Not in record: n(%)=6(10).
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Table 2. Recognition and discussion of the end of life and care provision and symptoms at the end of
life among homeless patients in shelter-based nursing care settings (n=61)

n (%)
End of life recognised and documented in record: yes 46 (75)
End of life discussed with patient?: yes 36 (59)

Moment at which recognition of the end of life was first stated (number of 67 [18 - 170]; (0 - 1253)
days before death)®, median [IQR]; (min - max)
Care discipline involved in the year before death: yes, i.e. (more than one option 61 (100)

possible)
Social work 61 (100)
General practicioner care 61 (100)
Nursing care 61 (100)
Mental healthcare (e.g. addiction care, psychiatric care) 43(71)
Medical specialist care 60 (98)
General internal medicine 36 (59)
Pulmonology 26 (43)
Surgery 20(33)
Radiology 16 (26)
Cardiology 14 (23)
Gastroenterology 14 (23)
Neurology 12 (20)
Oncology 10 (16)
Dental surgery 9(15)
Other (e.g. rehabilitation care, infectious diseases) 26 (43)
Dietic care 15(25)
Physiotherapy 20(33)
Spiritual care 10 (16)
Volunteer services/Buddy care 2(3)
Pedicure 13(21)
Palliative care team or consultant 16 (26)
Symptoms in the three months before death¢: yes, i.e. (more than one option 59 (97)
possible)
Pain 55 (90)
Fatigue/Drowsiness 52 (85)
Restlessness/Confusion 44.(72)
Shortness of breath 43 (70)
Diarrhoea/Constipation 35(57)
Nausea/Vomiting 30 (49)
Cachexia/Sarcopenia 37 (61)
Fall accidents or increased fall risk 15(25)
Peripheral oedema 25 (41)
Ascites 6 (10)
Icterus 6(10)
Skin problems 22 (36)

IQR: interquartile range; Min: minimum; Max: maximum.

#No/Not in record: n(%)=10(16); Not applicable: n(%)=15(25).

®n=46 (i.e. patients for whom the end of life was recognised and documented in the record).
<No/Not in record: n(%)=2(3).
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The moment at which recognition of the end of life was first stated ranged from almost three
and a half years before death to the day of death. The content of the statements varied as
well (see examples in Box 1): whereas some statements explicitly mentioned palliative care
interventions (e.g. involvement of chaplain; P50) or end-of-life decisions taken (e.g. new
or updated resuscitation policies; P12 and P50), others were less explicit about care and
treatment implications (e.g. P37). Furthermore, actual end-of-life trajectories could be very
different from the initial expectations of care professionals, as was the case for this patient:

P09 - Last year, patient had ended up in a terminal situation, which was partly due to his
frequent cocaine use. Apparently, however, he has somehow gotten out of it again. (180
Days prior to death.)

PO1 - Patient declared to his internist that he wants to quit chemotherapy. Oncologist: life expec-
tancy of two months. (77 Days prior to death.)

P12 - Conversation about the end of life. Patient was admitted to shelter-based nursing ward with a
crack lung, chronic obstructive pulmonary disease, and heart failure. Previously, care professionals
barely managed to get him off ventilator. Although patient hopes everything will still be done, his
general practitioner, internist, pulmonologist and | together decided that resuscitation and hospi-
talisation are medically useless. (36 Days prior to death.)

PO37 - Current somatic problems: patient is extremely tired, feels already exhausted when waking
up. Terminal renal failure, human immunodeficiency virus, heart failure, hepatitis C, chronic obstruc
tive pulmonary disease. Patient should have had an appointment with his cardiologist and internist
this month, but did not show up. (40 Days prior to death.)

P50 - Incurable adenocarcinoma. Patient does not want any more invasive treatments; do not
resuscitate policy, no hospital admissions unless not burdensome and with favourable prognosis
for comorbid diseases. Involve a chaplain. (699 Days prior to death.)

Box 1: Examples of statements describing recognition of the end of life in medical records of homeless
patients in shelter-based nursing care settings

Care provision and symptoms at the end of life

In the year prior to death, the majority of the patients received a combination of social care
(100%), nursing care (100%), general practitioner care (100%), medical specialist care (98%)
and mental healthcare (70%; see Table 2). For 26% of the patients, a palliative care team or
consultant was involved. The most frequently stated reasons for involving palliative care
experts were pain and symptom management (e.g. medication management or palliative
sedation), behavioural and psychosocial problems and care transitions (results not shown
in Table 2). Symptoms reported for over 70% of the patients in the three months before
death were pain (90%), fatigue/drowsiness (85%), restlessness/confusion (72%) and short-
ness of breath (70%). The following example shows the complexity of many palliative care
consultation requests:

P36 - Please help to assess potential preferences and options to alleviate suffering of a pa-
tient with malignancy, Cushing’s syndrome, multiple drug addictions and a long history of
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psychiatric problems. Pain is not under control. However, this also seems to be affected by
a psychiatric component, i.e. anxiety and confusion. Gradually, an unmanageable situation
of refractory symptoms is arising. Patient indicated to take an overdose of methadone in
case of ongoing unbearable suffering. After mentioning the consequences and the options
for better supportive care, we (care professionals) could talk her out of this idea. We need to
combine hospital care, primary healthcare and addiction care. (304 Days prior to death.)

Medical decision-making and transitions between settings at the end of life
Records of 67% of the patients contained a resuscitation policy, which mostly (62% of the
patients) indicated that the patient would not be resuscitated (see Table 3). For 39% of the
patients, physicians had established a hospital admission policy, which predominantly (36%
of the patients) concerned a non-admission decision. In the final three months before death,
77% of the patients were transferred at least once to another setting and 45% of the patients
had three or more such transitions. This mainly involved transitions to acute care hospitals
and intensive care units of acute care hospitals (70% and 23% of the patients, respectively,
including patients with a hospital non-admission policy), and to a lesser extent to mental
healthcare institutions (10%), hospices/nursing homes (8%) and detention (7%) (see Table 3).
Patient-professional discussions about euthanasia were reported for 16% of the patients;
in two patients, euthanasia was performed.

Table 3. Medical decision-making and transitions between settings at the end of life among homeless
patients in shelter-based nursing care settings (n=61)

n (%)
Resuscitation policy documented in record: yes, i.e. 41 (67)
No resuscitation 38(62)
Resuscitation 3(5)
Resuscitation carried out® yes 6 (10)
Hospital admission policy documented in record: yes, i.e. 24 (39)
No hospital admission 22 (36)
Hospital admission 2(3)
Transitions between settings in the three months before death b: yes, i.e. 46 (77)
One transitions 9(15)
Two transitions 10(17)
Three or more transitions 27 (45)
Types of transitions between settings in the three months before death; at least
one transition to (more than one option possible)®:
Acute care hospital 42 (70)
Intensive care unit of acute care hospital 14 (23)
Mental healthcare institution 6 (10)
Hospice/nursing home 5(8)
Detention 4(7)
Euthanasia discussed with patient®: yes 10 (16)
Euthanasia performed: yes 2(3)

2 No/Not in record: n(%)=55(90).
®n=60 (the record of 1 patient did not contain sufficient information to examine transitions).
¢No/Not in record: n(%)=51(84).
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Informal social contact at the end of life and sociodemographic characteristics
of death

Records of 88% of the patients provided information about informal social contact in the
month before death (see Table 4). Two-thirds (67%) of the patients had received some
sort of social support, mainly from family (66%). Several patients had increased or even
restored contact with loved ones, sometimes with the help of shelter staff. This is shown
by the following extract:

P11 - Patient is single and has one little son who has been placed in custody care recently.
Today, foster father came with this son to visit patient. Patient is happy about this and
has started writing a little book for his son. He would like to get in touch with his family
in Turkey. Possibly, we can arrange contact by emailing the town hall of his hometown.

Table 4. Informal social contact at the end of life and sociodemographic characteristics of death among
homeless patients in shelter-based nursing care settings (n=61)

n (%)
Informal social contact in the month before death:

Yes, i.e. with (more than one option possible) 41 (67)
Family/partner 40 (66)
Friend/acquaintance 16 (26)

No 13 (21)

Not in record 7(12)

Cause of death®:
Natural 55 (93)
Non-natural® 4(7)
Place of death®:

Shelter-based nursing care setting 39 (65)

Hospital 16 (27)

Hospice 2(3)

Other: street, psychiatric hospital, detention, general practice 3(5)

Presence of others at the moment of death:

Yes, i.e. (more than one option possible) 26 (43)
Care professional 17 (28)
Family/partner 11(18)
Friend/acquaintance 2(3)

No 15 (25)

Not in record 20 (32)

Age at years at the moment of death,® mean (SD); (min-max) 56 (9); (38-79)

SD: standard deviation; Min: minimum; Max: maximum.

2n=59 (records of 2 patients did not contain information about the cause of death).
Injury: n(%)=2(3); Euthanasia: n(%)=2(3).

¢n=60 (the record of one patient did not contain information about the place of death).

About one-fifth of the patients did not see anyone other than care professionals or fellow
patients in the month before death. Some records included an explicit statement that the
patient did not want or appreciate informal social contact, like the following extract:
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P51 - Patient has two children. He tried to stay in touch after divorce, but did not get any
response. His mother died and patient does not know whether his father is still alive. His
sorrow about this has faded. He has no wish to get in contact with his family.

For both patients with and without informal social contact at the end of life, social circum-
stances were often pictured as complicated. This sometimes invoked feelings of loneliness
and regret:

P60 - Patient feels lonely. On some days, he gets little attention from staff. [. . .] Today, he
used the following words: ‘taken the wrong path in life’, ‘having disappointed loved ones’,
‘becoming increasingly aware that | am really all alone now".

Table 4 shows that patients died at the average (SD) age of 56 (9) years. Except for 7% who
died from euthanasia (3%) or due to injury (3%), almost all patients (93%) died from a natural
cause. Most patients died in the shelter (65%), others in a hospital (27%) or a hospice (3%).
According to 43% of the records, patients died in the presence of someone else, mostly a
care professional (28%). A quarter (25%) of the patients were known to have died alone.

Difficulties in care provision to homeless people at the end of life

Examples of documented difficulties in end-of-life care are displayed in Table 5. Arecurrent
issue concerned the continuity of care, which was considered to be impeded by insufficient
and fragmented facilities and expertise, but also by inadequate coordination of tasks and
responsibilities between care providers (P05, P39, P48) and gaps in care policies and leg-
islations for certain subgroups, such as uninsured (P38) and psychiatric patients (P01). In
addition, records contained frequent accounts of social and environmental safety problems,
such as rude (P04), unhygienic (P31) and hazardous behaviours (P10, P37). Another chal-
lenge to end-of-life care provision was constituted by patient-professional communication
difficulties, which were mostly attributed to characteristics of the homeless population,
such as language barriers (P39), somatic functional impairments (P42) and psychiatric and
behavioural problems, including care denial (P50) and lack of openness towards care profes-
sionals (P36). Finally, many records included remarks expressing persistent medical-phar-
macological difficulties to alleviate suffering of homeless patients at the end of life (P11).

DISCUSSION

Summary of findings

Our study confirms previous findings that compared to the general population, homeless
people die younger?? 2426282912428 and have complex comorbidities and a high symptom
burden at the end of life.3% 32 3435 71,110,130, 135 Although the end of life was recognised for
three-quarters of the homeless persons in our study, it was difficult to specifically predict
prognoses and identify palliative care needs: whereas some patients revived prodigiously,
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others deteriorated rapidly once admitted to the shelter-based nursing care setting. This
finding corroborates qualitative studies indicating that healthcare professionals experience
end-of life trajectories of homeless people to be especially capricious.30:3% 109110

In the year prior to death, almost all patients received care from multiple social work, medical
specialist and mental healthcare services. For a quarter of them, a palliative care team was
consulted, which is twice the proportion observed in the general Dutch population.”** AlImost
two-thirds died in the often familiar shelter-based nursing care setting. Nevertheless, in most
cases, it seemed unfeasible to continuously organise and integrate end-of-life care in the
shelters: 75% of the patients in our study were transferred more than once to another insti-
tution, with almost 50% experiencing at least three such transitions. This is a lot compared to
the general Dutch people, who mostly experience no more than one transition in the three
months before death."*® Moreover, these figures largely outnumber estimates obtained in
other vulnerable populations.®”'3* Among institutionalised people with dementia, for exam-
ple, less than ten percent had multiple transitions in the three months before death.'?” 38

Most records contained multiple explicit examples of discontinuity of care, social and en-
vironmental safety issues, complex communication and medical-pharmacological issues.
Partially, these difficulties are inherent to the complex problems of the population. Yet, they
may also be attributed to external, systemic factors. For example, unwanted hospital admis-
sions and extended stay in the not always sufficiently equipped shelters could be explained
by a lack of specialised, long-term available end-of-life care facilities for homeless people and
policies hampering their placement in regular care facilities. Also, these placement issues
may have deeper causes, such as a tendency among professionals in medical disciplines to
shift responsibility to other care disciplines (e.g. social care) when confronted with serious
psychiatric and psychosocial symptoms.'*> 140141 Together with statements about, for instance,
reimbursement issues for uninsured patients and insufficient coordination between care pro-
viders, these results elucidate pressing and ubiquitous issues of uncertainty, confusion and
conflicting ideas regarding roles and responsibilities in end-of-life care for homeless people.

Although we observed some sort of informal social support among two-thirds of this shelter
population, consistent with other studies,?® 37183141143 social circumstances at the end of life
were often described as complicated. In addition, 25% of the patients were known to have
died alone, and in reality, this percentage is probably higher, as information about the pres-
ence of others at the moment of death was unavailable for most of the patients who died in
the hospital. Previous studies among homeless people have pointed out unmet needs for
personal attention, understanding and family-like relationships as well as a common fear of
dying alone.32 7183868714446 Hence, carefully assessing social networks and needs of home-
less people is important to anticipate and reduce emotional suffering at the end of life.'*

Implications for practice, research and policy-making
Our findings suggest that continuity of end-of-life care for homeless people at the end of
life could be improved by more comprehensive collaboration between the various care
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disciplines involved. The current difficulties in continuity of end-of-life care and the complex
problems of the population highlight the challenges, but also the importance of individu-
alised advance care planning.”> 7® Furthermore, system-level changes in organisation of
end-of-life care for homeless people, which take into account uncertain prognoses, are
required to address structural shortages in expertise and facilities and increase end-of-life
care options in shelter-based nursing care settings.®* %® For patients with unmet social
support needs, volunteer or buddy support might be a valuable alternative, which could
possibly also reduce the strain on care professionals.>®>%14¢ |n research and policy-making,
itisimportant to identify needs and self-management strategies of homeless people them-
selves, including those who do not seek professional care.™* Future studies might utilise local
and international differences in care models to draw comparisons and identify successful
elements of end-of-life care provision to homeless people.

Strengths and limitations

To our knowledge, this is the first European study that provides a thorough overview of
shelter-based care for homeless people at the end of life. While most studies have used
cross-sectional data from interviews and focus groups, we examined real-world medical and
nursing record data that were documented during the full end-of-life period. We included
two of the largest shelter-based nursing care settings in the Netherlands. Still, generalis-
ability of our results remains limited to homeless people who use such facilities. Compared
to two previous, North American studies on shelter-based end-of-life care for homeless
people, our study included more patients and adds quantitative findings on the number of
care transitions in the months before death.*”" Unfortunately, however, data collection was
confined to shelter records and therefore only included information about care provision
elsewhere if communicated to the shelters and put in the record. Also, data might have
been prone to other types of recording bias, which may, for example, have occurred due to
changes in documentation over time."?? 159 Nevertheless, records seemed rather complete
with respect to most of the variables of interest.

CONCLUSION

This retrospective record study shows that at the end of life, homeless people have multiple
somatic, psychiatric, addiction and social problems, for which those residing in shelter-based
nursing care settings receive care from a variety of healthcare and social care disciplines. Yet,
their end-of-life trajectories are uncertain and end-of-life care is fragmented, with transitions
to other institutions being rather the rule than the exception. Overall, our findings paint a
worrisome picture of acute and structural shortages in capacity to serve this vulnerable
population at the end of life. Multilevel end-of-life care improvements, including increased
interdisciplinary collaboration and more palliative care facilities and expertise within shel-
ter-based nursing care settings, are needed to reduce unwanted transitions and suffering
among homeless people at the end of life.



Is er iets wat je wilt
Wat je stilte verstoort
In het kaal en het kil
Wat je graag van me hoort

Is er iets wat ik doen kan
Wat je helpt in de pijn?
Wat iets voor je betekent
Wil ik graag voor je zijn

De Dijk
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ABSTRACT

Context. Palliative care for homeless people is often given late, if provided at all. Profes-
sionals in both palliative care and shelter care are often insufficiently equipped to provide
this complex care.

Objectives. To provide insights into the palliative care experiences of professionals and
homeless people, including barriers and facilitators to care, and to investigate whether a
consultative function can help improve palliative care for homeless people.

Methods. Six focus groups were included; four with professionals (n=19) and two with se-
verely ill homeless people (n=15). Professionals were sampled purposively in organizations
providing (palliative) care to the homeless. Homeless people were recruited by opportunity
sampling.

Results. Palliative care for homeless people is especially complex and differs substantially
from regular palliative care. It differs greatly among professionals, institutions, and cities.
Homeless people get less autonomy than they would like. Homeless people and profes-
sionals have different perceptions of the care provided. Trusting relationships between
professionals and homeless people is essential and easily accessible, and flexible care is
needed. Consultation, in particular involving exchange of expertise between professionals,
can provide added value to professionals. Homeless people consider consultation primarily
as an opportunity to train professionals to show more understanding, provide tailored
palliative care, and enhance professional collaboration. The local situation, characteristics
of a consultant, and role of a consultant in providing information and education must be
considered when developing the consultation process.

Conclusion. Consultation can play an important role in improving palliative care by linking
disciplines, providing support to professionals and appropriate palliative care to homeless
people.
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BACKGROUND

People who are homeless often have psychiatric disorders and alcohol and drug dependen-
cy, as well as intellectual disorder.* ™" Their lifestyles and living conditions are accompanied
by multiple comorbidities and a significantly lower life expectancy than the nonhomeless
population.*1%:3>12 Defining homeless people as those known to the Dutch social shelter
system, about 30,000 people in the Netherlands are currently estimated to use that, and this
number is thought to be growing."'>> Aimost 80% are males, 16% are aged between 50 and
65 years, and they mainly live in the four major cities.! Because of the low life expectancy and
multiple comorbidities at the end of life, palliative care is often needed.®® However, more and
more international studies are showing that homeless people's access to palliative care is still
minimal for several reasons. First, there are factors related to the homeless themselves, for
example, competing priorities and not complying with procedures. Second, there are factors
related to the healthcare professionals caring for them, for example, limited knowledge of
the specific needs of homeless people. Finally, there are factors related to the organization
of services such as the system'’s nonadherence to harm reduction strategies.'" 3537 57,84:86,90,94

When looking for strategies to overcome the problems mentioned previously, many stud-
ies recommend multidisciplinary collaboration between professionals and staff training to
improve the access and quality of palliative care for homeless individuals.?* >3 Because
consultation proved to be an effective way of getting different disciplines working together
and increasing knowledge of palliative care in The Netherlands,®* consultation might also be
effective in homelessness and palliative care. We define consultation as the process in which
healthcare professionals can consult somebody with more expertise in a particular field
or situation, with the aim of providing appropriate care. This consultation approach largely
corresponds to a multiagency approach as mentioned by Hudson et al.,'*¢ where meetings
are arranged in which professionals with different expertise get together to consider the care
of a homeless individual with advanced ill health and work together to form care plans for
that patient who meet both their immediate and potentially future care needs and wishes.
In addition, our approach to consultation specifically concerns professionals in social care
who consult palliative care experts (e.g., hospice nurses) and vice versa. In practice, this
implies that when a social worker suspects or knows that a homeless person is nearing the
end of life, a hospice nurse or another palliative care expert is approached for palliative care
advice when the homeless person stays in the shelter. Where the homeless person later
requires admission to a palliative setting, the social worker can give advice on treatment,
challenging behaviour and contact with the patient. To understand whether reciprocal con-
sultation between social workers and palliative care experts would be helpful in providing
appropriate and timely palliative care to the homeless, more insights are also needed into
current care and the problems experienced by both professionals and homeless individuals.
Our study therefore aimed:
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1. Toexplore the experiences and perceptions of professionals and severely ill homeless
people regarding care and support provided to such people, including barriers and
facilitators within that care.

2. To explore whether reciprocal consultations between professionals in social and pal-
liative care would be appropriate for improving palliative care for homeless people.

METHODS

Design and participants

We held four multidisciplinary focus groups with professionals working with homeless
people needing palliative care and two focus groups with severely ill homeless people.
Professionals were recruited by telephone and electronic mail using purposive sampling,
ensuring as much variation as possible in characteristics, such as organization (homeless
shelter for day care, respite care, night shelters, nursing home wards, or palliative care
facilities), city, and profession (physicians, nurses, social workers, policy makers). Inclusion
and exclusion criteria are shown in Table 1. Recruitment was through relevant healthcare
organizations and existing professional networks of the project team using the snowball
method. Of all professionals approached for participation, 31 agreed to participate in one of
the four focus groups. Finally, 19 professionals participated. Participants who failed to take
part mostly did so at short notice because of illness, work-related emergencies, and public
transport problems. As a consequence, two focus groups with professionals were smaller
than expected (both n=3). Homeless people were recruited using opportunity sampling. In
a specialized nursing home for homeless people and a homeless shelter providing medical
respite care, staff were asked to distribute an information letter to all homeless residents
who were admitted in the nursing home and the homeless shelter or being cared for by out-
reach home care provided by the nursing home because of severe illness (defined as having
one or more life-limiting illnesses, such as chronic obstructive pulmonary disease, cancer,
liver problems, or infections). Severe iliness and the corresponding definition were chosen
because a recent systematic review showed that determining whether a patient is nearing
the dying phase and observing palliative care needs is very difficult for healthcare providers,
particularly in this target group.'® Residents who did not respond (e.g., low-literacy people
or non-native speakers) received explanations from staff or were asked later on by staff
whether they were willing to participate; no pressure was exerted. Of 70 homeless people
approached, eight agreed to participate in advance, ten agreed as a result of last-minute
recruitment, and fifteen actually participated. Not wanting to take part was mostly at very
short notice and because of not wanting to talk in a group or sudden other activities. We
followed the consolidated criteria for reporting qualitative studies guidelines (COREQ).1%®
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Table 1. Inclusion and exclusion criteria for healthcare professionals and homeless participants.

Healthcare professionals
Inclusion

Homeless participants
Inclusion:

Participant is currently working in a shelter for -
homeless people (day or night care), respite -

care, nursing home ward, other facility aimed
at homeless people, or palliative care facility
Participant works in one of the four major

Dutch cities, which are Amsterdam, Rotterdam, -

The Hague, and Utrecht

Participant is a physician, nurse, social worker, -

Participant is currently homeless

Patient is currently seriously ill

Participant is being cared for in the nursing unit,
nursing home, or outreach home care provided
by the nursing home

Participant is willing to talk about palliative care
or care when being seriously ill

Participant is older than eighteen years

and policy maker or has a related profession

Participant is available on selected moments Exclusion
for the focus groups Participant is not able to talk or is not under-
standable

Exclusion
Participant is not currently working in a facility
for (care for) the homeless

Participant does not understand Dutch or En-
glish and/ or is not able to communicate in one
of those languages

Participant is younger than eighteen years

Ethics

Both homeless participants and professionals provided written informed consent before
the focus groups. All participants received a gift voucher for their participation. Transcripts
were anonymized to ensure the participants’ anonymity. Access to the data was limited to
three researchers. On July 27, 2016, the Ethics Review Committee of VU University Medical
Center provided a waiver as ethical approval was not needed under Dutch law.

Data collection and topics

Data was collected from October 11 to November 30, 2016. All focus groups were conducted
and moderated by the same female researcher, trained in both qualitative and quantitative
research. She was assisted by another female researcher who also made field notes. Focus
groups (duration one and a half hours) with professionals were held at a central location.
Focus groups (duration one hour) with homeless people were conducted in the nursing
homes where they were staying at that time. Well-being of the homeless participants was
ensured by the availability of a staff member who was informed about the research and
was willing to assist the homeless participants during or after the focus group. An interview
guide was developed for the focus groups (Figure 1).
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Interview guide for focus groups with pro-
fessionals

Introducing the subject, programme and dis-
cussing rules and topics

- 'Consultation intervention’ was introduced as
follows. ‘A consultation function for healthcare
providers employed in the medical or social care
for homeless people, which can be consulted by
a broad population of healthcare professionals
who need knowledge or advice about palliative
care for homeless people. The purpose of this
consultation is to provide appropriate palliative
care in good time when needed. Specialists in
particular fields (e.g., shelter workers or pallia-
tive care nurses) are thus assisted by exchanging
knowledge and experience with other disciplines.’

Short participant introduction
Introductory, general question

Care provided
+ pain and physical symptoms
psychosocial
spiritual
contact with medical specialists
cooperation with different organizations

Care needs
severely ill homeless people
involvement in decisions and care
communication about health situation
individual wishes of homeless people at the end
of life

Consultation intervention
existing interventions
need for consultation
requirements for good consultation
resolving problems in current care

Summary and member check

Interview guide focus groups with home-
less participants

Introducing the subject, programme and dis-
cussing rules and topics

‘Consultation intervention’ was introduced as
follows. ‘A consultation function for healthcare
providers employed in the medical or social care
for homeless people, which can be consulted by
a broad population of healthcare professionals
who need knowledge or advice about palliative
care for homeless people. The purpose of this
consultation is to provide appropriate palliative
care in good time when needed. Specialists in
particular fields (e.g,. shelter workers or pallia-
tive care nurses) are thus assisted by exchanging
knowledge and experience with other disciplines.’

Short participant introduction
Introductory, general question

Care received
at the end of life
problems experienced

Care needs
when severely ill
involvement in decisions and care
communication about health situation
with professionals

Consultation intervention
need for consultation
requirements for good consultation
resolving problems in current care

Summary and member check

Figure 1. Interview guide for focus groups with professionals and homeless participants.

When talking about care needs, some homeless participants recognized that they might
be at the end of life, whereas others discussed experiences of other homeless people with
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advanced ill health. Demographic data as shown in Table 2 were collected by brief paper
questionnaires before the focus group. Data saturation was discussed frequently. All focus
groups were audio recorded and transcribed verbatim.

Table 2. Characteristics of participants

Group Number and Agerange Occupation® Range of years’ Health status
gender of (mean) experiencein (self-report-
participants occupation ed)?

(mean)®

Homeless 8(7M,1F) 40-64 (55.5) Moderate: n=5

participants Good: n=2

(M

Homeless 7(4M,3F) 42-82 (63.1) Poor: n=1

participants Moderate: n=3

(2) Good: n=3

Healthcare 73 M, 4F) 44-58 (53.3) Two outreach nurses, 13-32(19.3)

professionals nurse, elderly care

©) physician, physician

specialized in addic
tion, spiritual caretak-
er, street pastor.

Healthcare  3(3M,0F) 36-68(56.3) Pharmacist special- 3-25(12.7)

professionals ized in medication

(2) for homeless people,

physician specialized
in addiction, GP work-
ing in a nursing home
for homeless people

Healthcare 6(1M,5F) 48-60(52.3) Social worker, hos- 10-24(17.3)

professionals pice coordinator, spir-

3) itual caretaker, nurse,

street pastor, nursing
specialist

Policy 32M,1F) 55-69 (60.7) Policy advisor, client 4-42(17.3)

makers and board advisor of an

peer workers

organization involved
in care to homeless
people, peer worker
with experience of
homelessness and
addiction

M = male; F = female; n = number

@0Only applicable to healthcare professionals.
b Only applicable to homeless participants.
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Analysis

Data from the first two focus groups were discussed by two researchers, who decided that
the interview guide worked well and needed no adjustment for the remaining focus groups.
Transcripts were analysed following the principles of thematic analysis.""" Before analyzing,
the transcripts were read and reread by two researchers for familiarization with the data.
Codes were assigned to meaningful text and then grouped into themes by one researcher
and checked by a second, using Atlas.ti 7. The codes and themes were discussed with three
researchers after initially coding five transcripts and then after coding all transcripts. In
addition, themes and interpretations were regularly discussed in the project team.

RESULTS

Experiences and perceptions of care and support for severely ill homeless
people

Characteristics of the participants are shown in Table 2. Several themes emerged from the
data that gave insights into how severely ill homeless people and professionals experience
the care given. A brief overview of these themes is provided in Table 3.

Table 3. Summary of themes regarding experiences and perceptions of care and support

Themes and subthemes

- Complexity of palliative care for the homeless
+ Behavior of homeless people
+ Lack of expertise among professionals
+ Sharing of knowledge

- Variety of palliative care

+ Self-determination

- Different perceptions on care

+ Trusting relationship

- Less barriers

- Flexible care

Palliative care for homeless people is especially complex

According to both the professionals and homeless people interviewed, needs of homeless
people who may benefit from palliative care differ greatly from those of regular palliative
patients (Table 4, Q1). The disease course is often unpredictable, making it difficult to rec-
ognize the palliative phase and address problems adequately. This is largely related to the
frequent (somatic and psychiatric) multimorbidity, often combined with addiction to alcohol
and/ or drugs and intellectual disabilities.

Related to this, services are often unable to meet the homeless person’s needs. According
to homeless participants, palliative care in nursing home departments now focuses mainly
on providing physical care, whereas social and psychosocial care is very important to them.
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In concrete terms, psychosocial care, for example, taking time for small talk, attention to
the life story, and building trust is essential for the target group. In addition, the challenging
behavior of homeless people can be distressing to the healthcare providers, which compli-
cates the care (Table 4, Q2).

Given the various problems homeless people experience, it is almost impossible for pro-
fessionals or even specialists to have sufficient expertise in all aspects. Both professionals
(Table 4, Q3) and homeless people (Table 4, Q4) brought this up. Professionals also ex-
pressed a desire to share existing knowledge with professionals from different disciplines
and cities (Table 4, Q5). This was a recurring theme in all focus groups.

Table 4. Quotes on experiences and perceptions of care and support for severely ill homeless people.

Theme No. Quote
Complexity of pallia- Q1 “Iregularly have contact with homeless people who are extremely ill and highly
tive care vulnerable, and increasing numbers are dying when with us. Then you come

up against all kinds of things that are never in the picture for a GP, because
you aren’t familiar with the severe psychiatric issues and you don't see the
addiction either.” (professional, FG 2)

Behaviour of home- Q2 “It's often awkward enough already for ordinary people in society to deal with

less people the palliative phase properly, but with a target group like this it's even more
so, because if they are admitted to whatever setting, they start behaving in
highly inappropriate ways.” (professional, FG 1

Lack of expertise Q3 “If people are sedated at the last, and if they’re heavy users you have to watch
out very carefully that you have to begin with roughly a double dose, because
apparently - well, you see it a lot with alcohol and morphine abuse - it doesn’t
work so well then. And yes, that means you need to know more about it.”
(professional, FG 3)

Q4 “I'needed a sedative, but they were afraid that I'd change my day-night rhythm
around. | had to get rid of the stimuli. The people who work here don’t have
enough of an all-round thought pattern to be able to understand someone
with that kind of weird problems.” (homeless participant, FG 2)

Sharing of knowledge Q5  “If it was left to our management, we'd be allowed to do minor operations as
well, so then you have to be able to do everything. But there’s a real lack of
knowledge about palliative care. | know a fair bit about pain and addiction.”
(professional, FG 1)

Variety of palliative Q6 “It's pioneering, it's finding everything out for yourself. It's actually also the

care lack of a doctor at our place who's well familiar with it and able to assist
us a little as well. | sometimes speak to a GP who has some experience with
palliative care and euthanasia. But she often has to look things up as well.”
(professional, FG 1)

Q7 “lwork in a hospice and we occasionally get homeless people, off the streets.
We have a sort of cooperative link with the homeless shelter so that they can
stay there as long as possible and so that a nurse from the hospice will go
and take a look there, do an intake, get to know the person a bit. And once
it’s no longer possible to stay there, the idea is that they then come to us.”
(professional, FG 3)
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Table 4. Continued.

Theme

Quote

Self-determination

Different percep-

tions

Trusting relationship

Less barriers

Flexible care

Q8

Q9

Q10

Qn

Q12

Q13

Q14

Q15

Q16

Q17

“I'd like to have more influence over my own situation. It's not like the other
person can decide what you should be doing. There are even rules about
how late we should be going to sleep. Come on now, I'm fifty-six...” (homeless
participant, FG 1)

“I have one patient now who can put it beautifully: more rest and less conde-
scension, fewer rules. Something simple - controlling their own medication,
being able to drink a beer, rest, that there aren’t other residents in particular
knocking on the door all the time for a light or tobacco.” (professional, FG 1)
“So it's about their pills and the benzos and the methadone and you some-
times end up in, well, an awkward area, because they sometimes want things
that are medically irresponsible.” (professional, FG 2)

“Have a look at what's coming to the fore with a person. Take a look at the
dreams that they still have, for instance what they still want.” (professional, FG 1)
“And if they do come in, or if she comes in saying she’s in a hurry because there
are two more patients after me, then as far as I'm concerned there’s no point
talking. So then | keep quiet. | say, do your work, dole out your medicines, give
me the injection and bugger off.” (homeless participant, FG 3)

“Trust is often needed, but tricky because there’s already a past history in
which a lot of stuff has happened, and then at the end you have to build up
that trust again. Sometimes you do have time, fortunately, because that rela-
tionship of trust has to be there. A lot of these people off the street have in fact
lost that trust hugely - in the people around then, in humanity as a whole and
in family relationships, because of all the circumstances.” (professional, FG 3)
“I couldn’t sit in my room, because they never came there. So | had to go and
sitin the living room, go and eat with them, and then at one point somebody
Jjust fell forward with their face in a plate, and | thought, right I'll go and have
a chat with him and find out what's up. And so they gradually get to know
your face and then trust does start to appear, and then you start hearing the
stories.” (professionals, FG 3)

“There’s nothing agreed, no discussions, nothing about reducing anything if
I say that I've stopped taking my meds. It's tricky to talk to the doctor. Look -
they should be starting the process. They're the doctors, not me.” (homeless
participant, FG 1)

“Well, that comes from us but it's something the target group would say too,
that's my experience. It's very important that they can just pop in and out.
You actually need to be a bit more flexible.” (professional, FG 3)
“Without you making an appointment on Monday that they'll let you sit there
for quarter of an hour on the Thursday three weeks later. People just have
to be accessible, able to make time quickly. And I'd like a bit of privacy too.”
(homeless participant, FG 1)

Q (number) = Quote number, FG = Focus group

Palliative care varies widely between professionals, institutions and cities
Although participants indicated that palliative care for homeless people has received more
attention during the last few years, most pointed out that the quality and knowledge of



Views of homeless people and HCPs on palliative care and a consultation service 91

palliative care still varies greatly among professionals, organizations, and cities (Table 4, Q6).
Opportunities for professionals to consult someone often appear to depend on available
knowledge, experience, and funding regarding palliative care for homeless people (Table
4, Q7).

Homeless people get to determine less than they would like

Both homeless participants and professionals saw self-determination as an important need
of homeless people, especially in palliative care (Table 4, Q8). They also identified tension
between homeless people’s wishes when it comes to self-determination in care (e.g., wanting
to be more autonomous) and the role of the professional regarding decisions about care
(e.g., wanting to be more involved). Homeless participants wanted to become more involved
in decisions about health or treatment, even in cases of limited mental capacity (Table 4,
Q9). This tension often creates conflicts between professionals and homeless individuals,
affecting the relationship negatively. Professionals often make decisions because (accord-
ing to them) homeless people often make irresponsible or inappropriate decisions such as
refusing medication (Table 4, Q10).

Homeless people and professionals have different perceptions of the care provided
According to professionals, their approach to palliative care consists mainly of being involved
in the daily life of a homeless person, making patients feel at home, being available for small
talk, offering flexibility, knowing the homeless personally, asking about spiritual needs, dis-
cussing the last wishes and giving love and attention (Table 4, Q11).

According to homeless participants, however, the focus on palliative care in their residence is
mainly on somatic care, whereas psychosocial care matters more to them. This is related to
homeless participants’ perceptions that there is too little staff time available, among nurses
in particular. This is in turn related to the limited availability and frequently changing staff.
They mentioned that professionals need to pay attention to, for example, their life story
and psychological needs (without immediately referring them to a psychologist), and need
to be more open about palliative care (Table 4, Q12).

Trusting relationships are essential for providing palliative care to homeless people
To discuss palliative care with homeless people and/ or determine their wishes, a trusting
relationship between professionals and homeless patients is essential. This is especially the
case because fear of death and not wanting to die are common among homeless people,
according to professionals. According to both professionals and homeless participants,
homeless people are often distrustful and need time and attention to build a trusting
relationship (Table 4, Q13).

Homeless participants provided specific suggestions for establishing trusting relationships:
they are more positive about professionals who pay attention and have more time available,
and who have sincere interest in them.
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Fewer barriers and flexible care are needed in palliative care for homeless people
Both professionals and homeless participants mentioned that severely ill homeless people
often perceive barriers to palliative care and will often not approach professionals sponta-
neously (Table 4, Q14 and Q15). Professionals can overcome this barrier by regularly visiting
where a homeless person stays and by taking the initiative. In addition, homeless people
mentioned a need for care beyond the usual opening hours and possibilities (Table 4, Q16
and Q17).

Views on designing a consultation function to improve palliative care for
homeless people

Relevance of consultation

In this part of the focus groups, the primary question was whether and how consultation
specifically might be helpful. In all four groups, most professionals saw added value in consul-
tations. Anumber of professionals mentioned that since palliative care for homeless people
is so complex, existing palliative care consultation is often not specific enough. Professionals
see the added value of consultation for sharing, bundling and developing knowledge and
expertise. This supports professionals with knowledge and experience in disciplines where
they have less knowledge (Table 5, Q1). Additionally, increasing awareness about palliative
care can be part of consultation (Table 35, Q2).

Reciprocity seemed important for the added value of a consultation function (Table 5, Q3).
On the one hand, professionals employed in social services, mental healthcare or psychiatry
should be able to consult a medical consultant so that the homeless person can stay in a
familiar place as long as possible. On the other hand, professionals employed in medical
services could consult a consultant in social services to find out more about someone’s
background. In addition, consultation can be seen in a wider perspective according to the
professionals. Consultation does not only have to be limited to social care and hospice or
nursing home care but can also concern generalist professionals who work in hospitals,
home care, or nursing homes and would like to receive advice from an expert in social care
or palliative care for the homeless.

A small proportion of the participants were employed in organizations where consulta-
tions about palliative care for homeless people have already been used by professionals.
Participants felt these consultations were very useful. In the focus groups with homeless
participants, homeless participants were more likely to talk about current care and the
problems they experienced than about consultation. Homeless people often gave practical
suggestions for consultations, such as a social worker or a peer worker to help them express
their needs (Table 5, Q4). When asked about consultation, homeless people considered
a consultation function as a good option, as it could provide training for professionals in
showing understanding and paying attention to homeless people at the end of life.
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Considerations on designing consultation

Professionals described several issues that should be considered when developing a con-
sultation function. First, a consultation function should fit the regional situation. It is im-
portant to take account of varying expertise and the organizations already available. In any
event, consultation for palliative care for homeless people must be integrated into existing
consultation services (Table 5, Q5).

Secondly, it is important to consider which characteristics a consultant should have. Aspects
mentioned were knowledge in multiple disciplines, experience with homeless people and
their characteristics, being able to connect different disciplines, taking initiative, and repre-
senting several organizations. A consultant should be approachable for professionals and be
flexible because of the lifestyle of homeless people (Table 5, Q6). Professionals mentioned
that double consultations should not occur, consultation should ideally be available in a
wide range of fields such as illnesses or combinations thereof that are typical for homeless
people in the palliative phase and diversity among homeless people (including cultural and
religious differences), symptom management (including cases of drug tolerance), behavioral
problems of homeless people, addiction and drug use, practical issues such as insurance,
and rituals and commemorations.

Thirdly, in addition to consultation in individual cases, consultants should also have a role
in providing information and education. Participants said that there may be a barrier to
approaching a consultant. A proactive approach could improve awareness that appropriate
palliative care can be provided (Table 5, Q7). Professionals said that knowledge and informa-
tion would make them feel more capable and self-confident when providing palliative care.

Homeless participants also made suggestions that may be important in developing con-
sultation. Suggestions were that professionals should individually tailor palliative care, take
homeless people seriously, take time and pay attention, respect their need for control, care
in a familiar environment, and understand and implement the patient’s vision of palliative
care (Table 5, Q8).
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Table 5. Quotes on views on developing a consultation function.

Theme No. Quote

Relevance of consultation Q1  “/ think that consultations can give security - that you know where you
have to go with your questions, that you can ask targeted questions and
you'll get specific answers. So that you don't have to start investigating
things yourself and you know what the situation is. That keeps things
calmer.” (Professional, FG 1)

Q2 “Aconsultant can give information, provide extra knowledge to people,
bring other parties on board who are needed at that moment, as well
as working on a process for improving awareness.” (Professional, FG 3)

Reciprocity Q3 “I'think that consultations by bringing the social shelters and the hospice
together, transferring knowledge from one to the other, can help make
sure that someone can stay for as long as possible in their own familiar
place. Which is often a care placement.” (Professional, FG 3)

Views of the homeless Q4 “Someone who knows the situation from the inside and knows how they
can help me further. Someone who will look out for me a bit, who will
get things pointed out to the nursing staff and tell them that they really
have to listen to me.” (Homeless participant, FG 1)

Considerations: regional Q5  “Consultation... the municipality: if you look at the consultations for

situation social assistance, our policy for addresses for letters is very different
than what Amsterdam does. So don’t ask me how someone in Amster-
dam gets a letter drop address; if you want to ask me how things are
arranged in Rotterdam, then I'm a great consultant for that.” (Profes-

sional, FG 4)
Characteristics of a con- Q6 “Aconsultant has to know where palliative care can be offered... in fact
sultant they need to know everything that someone in that safety net role should

know. That’s one. And he has to know about how to arrange practical
things - a letter drop, care insurance, income, financial management.
And practical experience too.” (Professional, FG 4)

Information and education Q7  “Consultation is important, but so are awareness and training and
things like that, I'd say. And you can keep on about that, | reckon, be-
cause | think you can give training from the palliative care sector to
people in the homeless care circuit, the care providers. But the care
providers in the homeless care sector can also give the people from
palliative care training about the target group, the homeless and the
people on the streets.” (Professional, FG 3)

View of the homeless Q8  “There simply needs to be more knowledge. They need to know more
about these people as a whole, before they immediately start trying to
respond. More understanding needs to be created about how you should
deal with these people.” (Homeless participant, FG 1)

Quote (number) = Quote number, FG = Focus group

DISCUSSION

Main findings
Views of professionals and homeless people about palliative care are often influenced by its
complexity for this target group, the wide variation in palliative care between professionals,
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institutions, and cities, self-determination of homeless people, differing perceptions of pro-
fessionals and homeless people about the care provided, trusting relationships between
homeless and professionals when providing palliative care, and easily accessible flexible
care. Almost all participants saw a consultative role for helping caregivers care for individual
patients as a good way of addressing those themes and providing appropriate palliative care
to the homeless. Professionals supported this idea because of the complexity of problems
and the need for sharing, bundling and developing knowledge and expertise from different
disciplines. Homeless people saw consultation as a way of training professionals to show
understanding and pay attention as they feel that there is room for improvement in the
care given. It is noteworthy that the two groups emphasize different important aspects:
professionals emphasize the need of exchange of knowledge and skills to respond to com-
plex care needs and homeless people emphasize that consultation services have to result
in person-centeredness. The regional situation, the characteristics of a consultant, and their
role in providing information and/ or education must also be considered when developing
consultative processes.

This study is the first qualitative study that explores whether a consultative function can
be used to provide timely and tailored palliative care for homeless people. It combines the
views and experiences of professionals and homeless participants about palliative care. The
fact that the homeless people included in our study were severely ill, but not necessarily in
the palliative phase, can be seen as a limitation of this study. However, we think this is not
necessarily a limitation, given the challenges of identifying who might be palliative in this
population. However, their responses should be regarded as a combination of views on pref-
erences for current care and palliative care. Another limitation is related to the opportunity
sampling of homeless participants; they all were residents in nursing home wards for home-
less people. They are not representative of for instance homeless people who avoid care.

The complexity of homeless people’s problems at the end of life was also noted in other
recent studies conducted in other countries, as was the need for easily accessible flexible
care and the need for trusting relationships between professionals and homeless people
in the palliative phase."-31:32:37.85 91 |n addition, our study revealed that professionals and
homeless people have different perceptions about the meaning and content of palliative
care, the actual or perceived roles of the homeless patient and of professionals; homeless
people expressed a need for time, attention, and being taken seriously. Furthermore, this
study highlights new insights about the need and use of a consultative function to provide
timely, appropriate, and high-quality palliative care to homeless people, especially by pro-
viding specific knowledge, reciprocal exchange of skills and knowledge, and a broader vision
of the homeless patient. Finally, it became clear that consultation was not the only option
for providing more appropriate and on-time palliative care to homeless people. Homeless
people expressed a need for support when severely ill. An intervention in which experts
with practical experience help the homeless understand and communicate their needs
better could perhaps be developed.
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In order to realize a consultative function, more attention needs to be paid to the policy
for financing palliative care for homeless people. The funding (and knowledge about the
options for funding) was seen to vary greatly, so it seems that a regional structure needs to
be provided so that every homeless person will have the same opportunities and quality of
care at the end of life. In addition, consultations about palliative care for homeless people
should be embedded in existing care and consultation structures.

CONCLUSIONS

In conclusion, given the fragmented and complex nature of palliative care for homeless
people, multidisciplinary cooperation between professionals is necessary to improve palli-
ative care for this group. Consultation can play an important role in improving palliative care
by linking disciplines, supporting professionals, and providing appropriate palliative care
to homeless people and exchanging knowledge between disciplines. In addition to consul-
tation, other ways to improve palliative care for the homeless are training and knowledge
sharing, as well deploying of experts by experience to support the homeless.
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A threefold intervention:
evaluation of added value and process



Kan ik iets voor je doen?
Misschien een lied een gedicht
Dat je wanhoop benoemt
En je last iets verlicht?
Waar je droevig van wordt
Maar toch huilend om lacht
Dat je dagen verkort
Dat je nachten verzacht

De Dijk
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ABSTRACT

Background. Palliative care for persons experiencing homelessness who reside in social
service facilities is often late or lacking. A threefold intervention was implemented to im-
prove palliative care for this population by increasing knowledge and collaboration between
professionals. This consultation service comprised: 1) consultations between social service
professionals and palliative care professionals; 2) multidisciplinary meetings involving these
professionals; and 3) training of these professionals. This study aims to evaluate the per-
ceived added value of this threefold consultation service in three regions in the Netherlands.

Methods. A mixed-methods evaluation study using structured questionnaires for consul-
tants, requesting consultants, and attendees of multidisciplinary meetings, semi-structured
group and individual interviews with the professionals involved, weekly diaries filled out by
consultants, and an implementation diary. Qualitative data were analyzed following the
principles of thematic analysis. Quantitative data were analyzed descriptively.

Results. 34 consultations, 22 multidisciplinary meetings and nine training sessions were
studied during the implementation period of 21 months. Social service professionals made
up the majority of professionals reached by the intervention. In all regions the interven-
tion was perceived to have added value for collaboration and networks of professionals
(connecting disciplines reciprocally and strengthening collaborations), the competences
of the professionals involved (competency in palliative care provision, feeling emotionally
supported in complex situations), and the quality and timing of palliative care (more focus on
quality of life and dying, advance care planning and looking ahead, and greater awareness
of death and palliative care).

Conclusions. The threefold consultation service particularly helps social service profes-
sionals connect with palliative care professionals. It helps them to identify palliative care
needs in good time and to provide qualitatively better palliative care to persons experiencing
homelessness.
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BACKGROUND

Persons experiencing homelessness often live lives characterized by poor health, frequently
in combination with psychiatric diseases, intellectual disabilities, behavioral issues, and/
or substance use.””>">” The official number of persons experiencing homelessness in the
Netherlands—defined as persons living rough, in emergency accommodation, or in special
accommodation for persons experiencing homelessness or housing instability—has risen
from almost 18,000 in 2009 to almost 32,000 in 2021.%° Persons experiencing homeless-
ness often suffer from infectious diseases, cancer, psychiatric disorders, or cardiovascular
disease’® 158159 and have a higher risk of health problems as they grow older."> €0 [f their
health condition worsens, they often live in shelters for day care, night shelters, or respite
care,® which we refer to here as 'social service facilities’. We term the professionals working
at these services “social service professionals”; they include social service workers and street
nurses working on in-shelter nursing wards. The age at death of the homeless population is
approximately 10 to 30 years younger than for the housed population.# 20222829161 However,
palliative care is often lacking, late or of poor quality.>"19'¢2 Therefore, timely palliative care
is of great importance. We define “timely palliative care” as recognizing the palliative phase
in good time and implementing palliative care, as early palliative care is an important pillar
of palliative care and closely related to quality of life in the last phase of life.>% >

Several international studies and commentaries have shown a need to strengthen multidis-
ciplinary collaboration between palliative care professionals and social service profession-
als in order to improve the access and quality of palliative care for persons experiencing
homelessness.??3437 A multidisciplinary approach to palliative care for persons experiencing
homelessness is especially important due to the complex and multi-problem nature of their
needs. In addition, the care in many shelters focuses on practical issues with little consider-
ation for medical issues, illness, and death."*? Evidence on methods using multidisciplinary
collaboration or staff training for professionals serving this population shows perceived pos-
itive effects on the quality of palliative care.®* %3 However, multidisciplinary collaboration
between social service and palliative care professionals using a threefold intervention has
not been studied yet within social service and healthcare professionals caring for persons
experiencing homelessness.

In our previous focus-group study, we explored the need for a consultation service inter-
vention in which professionals of different disciplines work together in order to increase
collaboration and the exchange of knowledge between social service professionals and
palliative care professionals. Participants who experienced homelessness indicated that
professionals serving them need to be trained more in palliative care knowledge and skills,
interdisciplinary collaboration, tailored care provision, and an attitude showing understand-
ing and respect. They expected a consultation function supplemented by training and inter-
disciplinary collaboration to contribute to better palliative care for them."°
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In the Netherlands, palliative care is generally delivered by generalists who are supported
by healthcare professionals specialized in palliative care. Consultation with a palliative care
consultantis a commonly used method to increase palliative care knowledge among health-
care professionals, and it has been shown to lead to the delivery of palliative care starting
earlier>>>* Our focus-group study showed that reciprocal consultation was expected to be of
added value in providing timely and appropriate care to persons experiencing homelessness
who have palliative care needs. Additionally, we found that training and multidisciplinary
meetings should be part of this approach as well. A context-sensitive development of this
intervention was considered important in view of the differences between services and
regions.10164

Therefore, over a period of 21 months a threefold intervention involving consultation, multi-
disciplinary meetings, and training sessions was developed and implemented in three Dutch
regions and the added value evaluated. The intervention was aimed at both professionals
working in the field of social services for people experiencing homelessness and healthcare
professionals working in the field of palliative care. We aimed to improve the quality of care
by increasing collaboration and knowledge, and ensuring that palliative care starts earlier
for people who are homeless.

In this evaluation study, we aim to provide insights into the intervention's added value. The
research questions were:

1. How was the threefold consultation service received by social service professionals and
palliative care professionals, and which professionals and patients did the intervention
reach?

2. Whatis the perceived added value of the threefold consultation service for collabora-
tion between professionals, professionals’ competences, and the timing and quality of
palliative care for persons experiencing homelessness, according to the social service
professionals and palliative care professionals?

METHODS

Intervention
The intervention is described in Box 1.

Design and Data Collection

The mixed-methods evaluation study consisted of structured questionnaires, semi-struc-
tured topiclist guided interviews, and diaries. Table 1 shows an overview of methods used
for data collection. Participants were sampled purposively based on their participation in
the intervention activities. They were then contacted by phone or via the consultant. AlImost
allinterviews were audio-recorded and performed by phone by one researcher (HK) trained
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in qualitative research; there were also two audio-recorded face-to-face interviews. The
eighteen-month evaluation started in September 2019 and ran simultaneously with the
implementation.

Elements of the threefold consultation service

The intervention comprised three activities. These were: (1) regular reciprocal bedside consultations
between social service professionals and palliative care professionals (seeing the patient and talking
with them) concerning patients experiencing homelessness who are eligible for palliative care. In-
volved are professionals working in the field of social services for this population, and palliative-care
professionals working, for instance, in hospices and General Practices (2) multidisciplinary meetings
between social-service professionals and palliative-care professionals to discuss patients eligible for
palliative care; and (3) training and education on both palliative care and homelessness, whereby
the frequency and content were determined by the professionals concerned. Also 'strategic part-
nerships’' were created with one consultant in palliative care and one consultant in services for the
homeless. This pair of consultants formed the basis for the intervention; the consultants initiated
the consultations, multidisciplinary meetings, training sessions, and the involvement of other orga-
nizations. Group meetings with all the consultants were scheduled every six months in each region.

Intervention duration

The implementation of the threefold consultation service and process evaluation started with a
preparatory phase for all three regions from June to September 2019. Implementation plans were
made, followed by an execution phase lasting eighteen months. From March 2020, the COVID-19
pandemic affected the evaluation. Professionals had less time and had additional tasks, while visiting
restrictions meant interviews had to be conducted by phone or video call.

Context-sensitive approach and implementation plans

This intervention was designed to be context-sensitive in order to fit local needs and tie in with
existing collaboration efforts and/or further develop them. The regions of Amsterdam, Rotterdam,
and Utrecht (three large cities in the Netherlands) participated in this intervention. Part of the
context-sensitive design involved working out strategies drawn up in implementation plans by the
participating organizations in each of the three regions. These implementation plans covered: the
details of organizing the consultations, existing initiatives for consultation, collaboration, knowledge
exchange, training, the organization of multidisciplinary meetings and potential for improvement,
the organization of training and additional educational requirements, barriers and facilitators for
all three elements, characteristics specific to each region, and possibilities for future financing and
the continuation and embedding of the intervention. The implementation plans were updated every
six months on the initiative of the researchers.

Small-scale intervention

The intervention aimed to start on a small scale and to expand further amongst professionals
in the region once the consultations, multidisciplinary meetings, and training sessions were well
established.

Box 1. Description of the threefold consultation service

The data consisted of: 216 structured weekly digital diaries recorded by the consultants; 34
questionnaires filled out by consultants after consultations; 14 questionnaires completed by
professionals who had requested a consultation; 22 questionnaires about multidisciplinary
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meetings (MDMs) filled out by the palliative care consultant; eight semi-structured individual
interviews with managers at organizations involved in the intervention; two semi-structured
group interviews about MDMs (n=10, one face to face and one by video call); two semi-struc
tured group interviews about the training (n=10, one face to face and one by video call); five
telephone interviews with consultants; and one implementation diary.

Ethics

Participants were informed verbally by the researcher about the research goals. Written
informed consent was provided by all the professionals involved in interviews prior to the
interview. Completed questionnaires and transcripts were anonymized to ensure the par-
ticipants' anonymity. Access to the data was limited to three researchers. On July 24, 2019,
the Ethics Review Committee of VU University Medical Center provided a waiver as ethical
approval was not needed under Dutch law.

Data analysis

Quantitative data were analyzed descriptively using SPSS 26.0. Answers to open ques-
tions were categorized by one researcher (HK) and checked by a second researcher (BO).
Qualitative data collected in the interviews and the implementation diary were analyzed
using the RE-AIM framework to structure analysis, and subsequently searching openly for
themes within these RE-AIM elements, following the principles of thematic analysis."" Using
MAXQDA2020, analysis started after conducting the first five interviews. After an initial anal-
ysis of these interviews, topic lists appeared to have some overlap, and the topic lists were
shortened slightly. Three researchers (HK, BO, AV) independently coded four transcripts
and then discussed their codes together until agreement was reached. Afterwards, all other
data were coded by one researcher (HK). This researcher specifically looked for information
on the reach of the intervention, collaboration between professionals, professionals’ com-
petences, and the quality and timing of palliative care. In addition, an open and inductive
search was made for new themes that emerged from the data, until no more new themes
were found. All codes were grouped into themes, which were discussed in the research
team until no more new themes appeared.

In total, 60 palliative care professionals and 106 social service professionals were involved
in the intervention. In the three regions combined, 34 consultations were held with social
service professionals and palliative care professionals. All consultations were requested
by social service professionals. A total of 22 multidisciplinary meetings were organized, as
well as nine training sessions in the field of palliative care or in the field of social services
for professionals serving people experiencing homelessness.

Table 3 shows that 54 patients were discussed in the consultations (n=22) and multidisci-
plinary meetings (n=32). Most of them were male (80%). Almost all patients (93%) were 70
years of age or younger. A majority of patients had Dutch nationality (59%) and resided in
long-term shelters (57%). The most common diagnoses were cancer or lung disease (includ-
ing COPD) and severe substance use.
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RESULTS

The threefold consultation service during the intervention period
Table 2 shows the number of professionals who took part and the activities within the three
regions.

Table 2. Overview of involved professionals and activities

n of unique in- n of unique social n of n of n of training/
volved palliative  service professionals® consultations MDMs® education
care or health- involved sessions
care professionals
involved

Region 1 19 40 5 1N 3

Region2 18 19 5 7 3

Region 3 33 47 24 3

Total N 60 106 34 22 9

@Including in-shelter nursing staff
> Multidisciplinary Meetings (MDMs). The meetings involved the individuals referred to in columns 1
and 2

Consultations between social service professionals and palliative care professionals lasted
on average 56 minutes (range 10-120) and were mostly held at the bedside (59%). For prac
tical reasons or due to COVID-19 restrictions, some consultations were by phone (32%). On
average, 3.23 symptoms (range 1-6) were mentioned in a consultation request; these were
mainly fatigue, pain, and weight loss. On average 1.79 domains (range 1-4) were covered in
the consultation requests per patient. These requests mostly concerned somatic aspects
(30/34) and the patient's future well-being, pain treatment, or support and comfort in daily
life. To a lesser extent, consultation requests concerned the psychological domain (7/34),
for example patients being withdrawn or defensive. Some consultation requests were in the
social domain (6/34), concerning the involvement of family members, isolation, or behavior.
Lastly, consultation requests were in the existential domain (5/34), concerning future wishes,
how to discuss incurability with the patient, isolation, and suffering. Consultants reported
on average 2.23 (range 1-4) advice per consultation; these were mostly somatic care advice
(29/34), and to a lesser extent advice on substance use (10/34), psychosocial aspects (19/34),
and existential aspects (9/34).
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Table 3. General characteristics of patients discussed in consultations and MDMs

nof patientsin  nof patients dis-  Total n (%)
consultations (%) cussed in MDM (%)

Unique patients 22 32 54
Region Region 1 4(18) 14 (44) 18 (33)
Region 2 4(18) 15(47) 19 (35)
Region 3 14 (64) 3(9) 17 (32)
Sex Male 172(77) 26°(82) 43 (80)
Age range 30-40 years 0(0)® 3(9) 3(6)
41-50 years 3(14) 2 (6) 5(9)
51-60 years 8(36) 9 (28) 17 (32)
61-70 years 9 (41) 10(32) 19 (35)
70 and older 209 2(6) 4(7)
Nationality Dutch 132(59) n/a®
European (other) 1(5) n/a®
Non-Western 8(36) n/a¢
Residence 24-hour shelter (long term) 14 (64)? 17 (53) 31 (57)
Assisted living 3(14) 3(6)
In-shelter nursing ward 5(22) 15 (47) 20 (37)

Diagnoses© ¢

Somatic 212 26 47 (87)
Cancer (metastatic) 9 15 24
Lung disease / COPD 4 5 9
Rheumatism 3 0 3
Heart failure 1 5 6
HIV 0 3 3
Other 4 5 9

Substance use 17 19 36 (67)
Tobacco 5 n/a® 5
Combination of substances 5 2 7
Cocaine and/or heroine 5 6 1
Alcohol 2 2 4
Methadone 1 n/a® 1
Unspecified 9

Mental health 12 4 16 (30)
Schizophrenia 6 0 6
Personality disorder 3 3 6
Other 3 1 4

@ Missing values for consultation data were < 5% for sex, age, nationality, residence and diagnoses.
Missing values are not included in the numbers and percentages.

®Missing values for MDM data were 19% for age and 13% for diagnoses. Missing values are not included
in the numbers and percentages.

¢ As reported in the first consultation.

4 Combination of diagnoses possible.

¢Not included as a question or a checkbox in the evaluation questionnaire after MDMs.



110  Chapter 6

On average MDMs lasted 75 minutes (range 30-90) and were attended by an average of
6.86 persons (range 4-9). In terms of disciplines, most attendees were general practitioners
(GPs) and practicing or trainee medical specialists (34%), nurses and social workers in social
services (21%) and to a lesser extent, in-shelter care coordinators (11%), nurses specialized
in palliative care or psychiatric care (20%), or professionals of other disciplines (14%). The
training sessions as part of the threefold consultation service lasted on average 132 minutes
(range 30-300) and were attended by an average of 12.43 persons (range 7-16). Training
sessions were provided on an introduction to palliative care, palliative sedation, handling
complicated behavior, and taking care of caretakers.

Added value of the threefold consultation service

The use of the intervention differed per region and strongly depended on what options
for consultation, MDMs, and training were already available within the region and whether
there were needs within the region. Table 2 shows use of the intervention elements by
region. Although the three regions used elements of the intervention differently due to the
tailored nature of the intervention, there was homogeneity in the perceived added value
of the intervention.

The intervention mainly had perceived added value for collaboration between social service
professionals and palliative care professionals and the competences of these professionals,
which in turn was thought to improve the timing and quality of palliative care. The data
revealed seven themes reflecting the added value of the intervention.

Collaboration and Professionals’ Networks

Reciprocity helps connect social services and palliative care

The intervention resulted in reciprocity between healthcare professionals and social service
professionals. For all intervention elements, reciprocity was of added value in equipping
professionals as caregivers to provide palliative care in the physical, psychological, social,
and spiritual domains to a complex population. Reciprocity provided them with additional
knowledge, skills, and understanding that helped them take care of this population. They
gained options for palliative care provision that they had not been aware of before. Rec-
iprocity resulted in particular in social service professionals having more palliative care
competences (Table 4, Q1). Although palliative care professionals did not request consulta-
tions with social service professionals, reciprocity in the exchange of knowledge resulted in
them having better insight into a complex population, and more flexible and creative ways
of dealing with this population and their behavior.
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Table 4. Quotes on collaboration, competences, and quality and timing of palliative care.

Theme and sub- Quote Quote
theme number

Collaboration and networks

Reciprocity Q1 But for me it's the other way about, because of course | wasn't
familiar with the whole homeless world. | knew something through
the addiction services because of the multidisciplinary meetings
[MDMs, which the participant took part in before the interven-
tion]. But | take things from that and | think that we... (I'm repeating
myself, aren't I? Great)... well, that we got to know more and... well,
that we learned from one another. [...] So not just more breadth,
but also getting the nursing perspective more involved [..] (Region
1, palliative care consultant)

Creating and Q2 I think that we can find one another, and there comes a point that
strengthening we're in one another’s networks. And if we had a patient here with
collaborations really complex behavior, then even if they came from another

homeless center and not from [the homeless center with nursing
facilities], for example, then you can still just call [the homeless
center with nursing facilities] and ask them what we ought to do,
or what route we need to take to get help with this. (Region 1,
palliative care consultant)

Competences of professionals involved

Feeling equipped Q3 P: Well, she was real good at tying in with the medical aspects, I'd
and competent say. So yes, she has a different view of the residents than we do
in palliative care as sheltered housing supervisors. Yeah, we mainly focus on the
provision supervisory aspect but we don't know so much about the medical,

physical aspect. She helps us think about that and asks us critical
questions. She also does that with the psychiatrist and the family
doctor. She also looks at what alternative solutions there are and
how we can get an even better picture of a resident in terms of their
physical condition.(Region 1, care coordinator in social services)

Supportin complex Q4 P: I know she was involved at [location 2] with someone who was
and emotional really in the terminal stage... and also behaviorally... I'm not going
situations to the nursing home. And she was really good there at helping

think up solutions, whereas the family doctor said, Just go to a
nursing home." And we thought, that's not always how it works. It's
different behavior, another culture, not wanting to leave your safe
environment, not having any family. She gave real support — what
can you do as a team? [...] She could act as an intermediary more,
say thisis what the team can do, these are their areas of expertise,
but that only goes so far and after that, we need to bring in other
people. She brings those different worlds together. You really need
that with a specific group, especially here with aging people and
addiction and Lord alone knows what diseases. Yes, the whole
package is broader, more complex perhaps. She's better at that. |
don't have a nursing background at all. But the ultimate responsi-
bility for the processes is mine, so | thought, ‘Oh great, someone
who's helping find solutions, that can only be positive.” (Region 3,
social service professionals in MDM)
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Table 4. Continued.

Theme and sub-
theme

Quote
number

Quote

Quality and timing of palliative care

Focus on quality of
life and dying

Advance care plan-
ning and looking
ahead

Awareness of death
and palliative care

Q5

Q6

Q7

P:She is also doing a bit better now thanks to this [dietary advice].
You can have a bit more of a conversation with her, and she's slight-
ly more cheerful and less at risk of falls. So at first it's like, yeah,
she's getting so thin, we can't communicate with her, everything's
getting worse, one function after another stops working. Not caring
properly for herself. And now you see her becoming more stable
purely thanks to a good diet. And that it could be a few years yet.
But then you prioritize... you prioritize comfort rather than active
treatment. Then you can say it's a palliative process because if this
woman doesn't want to go any further we need to accept it, or if she
starts to feel a bit better again we could raise the topic again. That's
the great thing about this; they arranged an Italian interpreter and
now she has agreed to an operation, a cataract operation. Well,
that'll also improve her quality of life because she'll be able to see
things a lot better then, she will be able to watch TV, all that kind
of thing. Those are things she enjoys doing. (Region 3, palliative
care consultant)

P: Right. And if | can add to what both [the social care consultant]
and [the street doctor] have said, | reckon - and that's what [the
street doctor] said at the start too -, that it's mainly the proactive
aspect: thinking ahead, let's say. So not saying, ‘We'll do this now
and take another look in two days' time. More a case of well, we'll
do this and supposing that... then we'll take this route instead of
that route. You can do that as a nurse, of course. So let's suppose
someone becomes bedridden, well, you could consider a height-ad-
justable bed, just to give an example, | don't even know if you have
that, but that kind of thing. It's kind of like testing out ideas with one
another. As | said before to you [researcher], | reckon that's also
largely because you know one another. That removes any obsta-
cles, especially as you've been working with each other for several
years by now. (Region 2, social service professionals and palliative
care professionals, MDM)

P: Um, well, it [the advice in consultations and the MDMs] gives
you a better understanding anyway if you know someone’s in the
final stage. Including stuff about how you can keep up their qual-
ity of life. Um, also the fact that you can discuss it with the actual
resident. Just like when someone has poor liver function and you
can tell them: look, if you carry on like this, it will eventually be too
late. And your liver is functioning really badly. P2: It's terminal... P3:
Yes. (Region 3, MDM)

Quote (humber) = Quote number, P = participant, MDM = multidisciplinary meeting
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The intervention creates and strengthens networks and collaborations

Particularly MDMs and training sessions resulted in new formal networks and collaborations.
Mainly because of the MDMs and training sessions, the intervention resulted in new formal
networks and new forms of teamwork encompassing professionals in social services and
palliative care. The main added value of these networks and this teamwork was in knowing
how to find one another, the 'strategic partnerships’ (Box 1), and familiarity, which makes
it easy to consult one another. Other perceived benefits were the new options for patient
transfers, contacts with new categories of professionals such as spiritual caregivers, and
being able to integrate the two ‘worlds’ of healthcare and social services. On the other hand,
some social service professionals said they felt no need for more collaboration as they
already felt committed to in-house palliative care for their patients due to the involvement
of a GP. Also, some professionals reported that they were not yet able to assess the added
value of the intervention due to a delayed start, the small number of activities, or only briefly
being engaged as a consultant in the intervention (Table 4, Q2).

Professionals’ Competences

Professionals feel better equipped and more competent in palliative care provision

Both social service professionals and palliative care professionals felt better supported in
providing palliative care to patients coping with complex issues in all domains of palliative
care. Advice in consultations and MDMs on medication, and symptom management pro-
vided in consultations by palliative care professionals helped social service professionals
feel more competent in detailed, early and comfortable palliative care provision. Training
helped them feel better equipped in applying knowledge, guidelines, and protocols and in
signaling deterioration in the patient. Trained professionals felt that they could bring in ‘fresh’
expertise within their team, that they were better able to consider the situation from multiple
perspectives, had easier access to palliative care services, and could request a consultation
more easily. These benefits of the intervention were experienced in particular by social
service professionals whose organizations did not have palliative care expertise or who
previously felt ill equipped to provide palliative care to this patient population (Table 4, Q3).

Professionals feel supported in complex and emotional situations

Being able to request a consultation or ask for a second opinion on suspicions or actions
that had been taken was perceived as of great importance for the professionals involved
in the intervention. Social service professionals in particular reported that being able to
consult a palliative care specialist whom they already knew helped them feel emotionally
supported, gave them self-confidence and let them provide tailored care to the patient. An-
other perceived benefit was self-efficacy due to feeling better equipped, feeling supported
when making decisions, and being able to ask for help. Some consultants, however, had
ambiguous feelings about the added value of the intervention as it increased their workload
and caused stress as well (Table 4, Q4).
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Quality and Timing of Palliative Care

More focus on quality of life and quality of dying

Social service professionals and palliative care professionals saw added value for the quality
of life and quality of death of patients from the regular use of all three elements of the inter-
vention. They felt that the involvement of a palliative care consultant, the knowledge gained
or refreshed in training, and the discussions of patients in MDMs with other professionals
helped them offer patients more comfort, better symptom management and monitoring,
and more humanity, with a greater focus on the patients’ needs and wishes, and on somatic
aspects of palliative care for patients residing in social service facilities (Table 4, Q5).

Focus on palliative care encourages advance care planning and looking ahead

In line with the previous theme, the training sessions and consultations in particular helped
social service professionals use advance care planning and look ahead. As many deaths
seemed to occur suddenly, social service professionals perceived added value in spend-
ing effort on looking ahead and thinking about what could be expected in the future. The
consultant’s questions during MDMs or consultations made them feel more alert to the
possible deterioration in patients and made them more aware of early, tailored palliative
care (Table 4, Q6).

Awareness of death and palliative care

As arecovery-oriented approach is common among social service professionals, they often
fail to focus on the possibility of death. Therefore, the role of the training sessions in par-
ticular in raising awareness of death and palliative care among social service professionals
was also of perceived value. Social service professionals often felt too busy with day-to-day
ad hoc issues. In addition, it was difficult for them to recognize whether a resident’s health
was worsening. Because they often saw the resident on a daily basis, minor deteriorations
in health went undetected. Training sessions, MDMs, and consultations made them realize
that life is finite, and what consequences this has for daily care (Table 4, Q7).

DISCUSSION

All three elements of the threefold consultation service were used by all three regions. The
intervention reached a comparable population of patients and professionals: mainly older,
seriously ill male patients residing in long-term social service facilities and social service
professionals. Regions varied in numbers of consultations, MDMs, and training sessions.
Consultations mainly involved palliative care professionals advising social service profes-
sionals. Regarding the patients reached, the majority were male, of Dutch nationality, aged
between 50 and 70, and residing in 24-hour shelter facilities or nursing wards. Consultation
requests were mainly about somatic issues; advice often covered both somatic and psycho-
social aspects. MDMs were mainly attended by GPs and nurses from both social services
and healthcare services. The training sessions varied widely in duration and content.
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Perceived added value was found for the collaboration and networks of professionals, es-
pecially in reciprocally connecting professionals with different disciplines and creating and
strengthening collaborations. Added value was also found in strengthening competences
in palliative care provision, and offering emotional support in complex situations. Lastly,
the intervention was perceived as improving the quality and timing of palliative care for this
population, especially through the focus on quality of life and dying, advance care planning
when discussing patients, and awareness of death.

Our findings reveal that the intervention is of perceived added value regarding the detec
tion of possible palliative care needs and quality of palliative care. All three elements of the
three-faceted intervention contributed to the perceived added value of the intervention as
a whole, combining equipping social service professionals with knowledge, raising aware-
ness, and facilitating collaboration. In terms of improving the quality of palliative care, our
study revealed several aspects that have been identified as determining quality in palliative
care by the Dutch Quality Framework for palliative care, namely recognition, proactive care
planning, coordination and continuity, expertise, and personal balance of the professional.>
Therefore, we consider this intervention as contributing to an improvement in palliative care
for this population, whereby the training, MDMs, and consultations increase professionals’
(conscious) competence.

Our study shows that collaboration between different organizations helps social services to
deliver palliative care covering the somatic, spiritual, social, and psychological domains as
defined by the WHO,*° rather than mainly from the social perspective as social services are
used to doing. Several studies confirm the added value of interventions aimed at training or
interdisciplinary collaboration between social service and palliative care professionals,#6>16>
resulting in more knowledge, skills, collaboration, and confidence when providing palliative
care to this population. Other international studies confirm the need for palliative care in
the place where persons experiencing homelessness reside, all the more because of this
population’s poor access to palliative care 3031109166

In addition to our findings on collaboration, timing and quality, and competences, our study
highlights the emotional support needed by professionals when providing palliative care to
this population. This is also found in other studies,**>% ¢ which indicate a need for emotional
support among social service professionals in demanding situations, such as the imminent
death, extreme suffering or sudden death of patients with whom they have established
a bond during the patient’s stay in the social service facility. Our study demonstrates the
added value of the palliative care consultant in providing emotional support to social service
professionals.

The diversity in use of the intervention but comparable perceived added value confirms
the importance of a context-sensitive approach. Moreover, a context-specific approach
using the basic elements of collaboration, competences, and quality and timing of palliative
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care is relevant in other contexts and countries. However, the success of implementing an
intervention is also highly dependent on the process of implementation. Implementation
of the intervention took time and effort, and some professionals involved said that it was
too early to assess the efficacy of the intervention or that more time was needed for better
implementation. The COVID-19 pandemic made it particularly difficult to build new collab-
orations. A process evaluation is needed to gain more insight.

Strengths and limitations

Animportant strength of this study is that it evaluates a new, regionally tailored intervention
aimed at improving the quality and timeliness of palliative care for persons experiencing
homelessness. Another strength of this study is the intervention explored and designed
in close collaboration with persons experiencing homelessness, guided by our previous
focus group study in which persons experiencing homelessness indicated that professionals
serving them needed more knowledge, training and collaboration when providing palliative
care."® The design of this intervention and the project were supervised by an expert by
experience who participated in the advisory board. Also, in this study professionals were
involved from both social services and health services, including palliative care professionals
and their managers.

A limitation of this study is that persons experiencing homelessness who were the subject
of consultations were not interviewed themselves due to COVID-19 visiting restrictions, al-
though this had been intended in the study protocol. We recommend to conduct research
into evaluation of this intervention from the perspective of those who experienced the
intervention while measuring patient-centered outcomes. Another limitation can be seen
in the use of the intervention within social services, which might have resulted in a relatively
old, mainly Dutch patient population receiving care. Our study population is probably not
generalizable to the entire homeless population in need of palliative care in the Netherlands,
because a small number of seriously ill people live on the streets, are undocumented or do
not use social services."*

CONCLUSIONS

Athreefold consultation service can help especially professionals in social services to con-
nect with palliative care professionals. It is perceived to help professionals in social services
better identify palliative care needs, and collaboratively provide timely palliative care of
better quality. It is recommended to further study future use of the intervention in other
regions and countries.
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Is er iets wat ik doen kan
Wat troost in je verdriet?
Want straks moet je weer verder
Ook al wil je nog niet
Is er iets wat ik doen kan
Wat je helpt in de pijn?

Wat iets voor je betekent
Zou ik graag voor je zijn

De Dijk
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ABSTRACT

Background. Palliative care provision for persons experiencing homelessness is often
poor. A threefold consultation service intervention was expected to increase knowledge of
palliative care and multidisciplinary collaboration, and improve palliative care for this popula-
tion. This intervention comprised: 1) consultation of social service professionals by palliative
care specialists and vice versa; 2) multidisciplinary meetings with these professionals; and
3) training and education of these professionals. We aimed to evaluate the implementation
process and its barriers and facilitators of this service implemented within social services
and healthcare organizations in three Dutch regions.

Methods. A mixed-method evaluation study using structured questionnaires among con-
sultants, semi-structured individual and group interviews among professionals involved,
and (research) diaries. Qualitative data were analysed using thematic analysis. The process
was structured using the Reach, Adoption, Implementation and Maintenance dimensions
of the RE-AIM framework.

Results. All three regions adopted all three activities of the intervention, with differences
between the three regions in the start, timing and frequency. During the 21-month imple-
mentation period there were 34 consultations, 22 multidisciplinary meetings and nine train-
ing sessions. The professionals reached were mainly social service professionals. Facilitators
for adoption of the service were a perceived need for improving palliative care provision and
previous acquaintance with other professionals involved, while professionals’ limited skills in
recognizing, discussing and prioritizing palliative care hindered adoption. Implementation
was facilitated by a consultant's expertise in advising professionals and working with per-
sons experiencing homelessness, and hindered by COVID-19 circumstances, staff shortages
and lack of knowledge of palliative care in social service facilities. Embedding the service in
regular, properly funded meetings was expected to facilitate maintenance, while the limited
number of persons involved in this small-scale service was expected to be an obstacle.

Conclusions. A threefold intervention aimed at improving palliative care for persons expe-
riencing homelessness is evaluated as being most usable when tailored to specific regions,
with bedside and telephone consultations and a combination of palliative care consultants
and teams of social service professionals. It is recommended to further implement this re-
gion-tailored intervention with palliative care consultants in the lead, and to raise awareness
and to remove fear of palliative care provision.
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BACKGROUND

Persons experiencing homelessness often suffer from varying combinations of problems
such as intellectual disabilities, a high burden of somatic and psychiatric problems, sub-
stance use, high symptom burden and high rates of early morbidity compared to the general
population.*> %1029 |n the Netherlands, about 32,000 persons are officially registered as
using the Dutch social services system for persons experiencing homelessness.! Given the
high morbidity and mortality in this group, some of them will need palliative care.?®

Palliative care is often provided late or not at all to this population, and the provision is
characterized by many impediments such as lack of expertise and knowledge and training
among staff. Persons experiencing homelessness typically have chaotic lifestyles and an un-
predictable course of iliness, with unexpected improvements in their health if they are cared
for in social services.?**? Examples of impediments in care provision to this population are: a
lack of criteria pertaining to when a patient is eligible for referral to palliative care or hospice
care; what is often perceived to be the patronizing and stigmatizing attitude of healthcare
staff towards persons experiencing homelessness; a large number of different social service
professionals involved in the delivery of daily care; and inflexibility in mainstream healthcare
systems in adapting the care to the specific needs of a person experiencing homelessness.>
3173109 Moreover, improving palliative care for this population is complex because of the
decentralized organization, with individual municipalities or regions consequently taking an
individual approach.”® Also, existing regulations and financing systems hinder improvements
to palliative care, as we found in our focus group study of barriers and needs regarding the
provision of palliative care to persons experiencing homelessness."? In this study, we also
found that many disciplines are involved when a person experiencing homelessness is at
the end of life. Good quality palliative care is focused on improving the quality of life of pa-
tients and their families and on prevention and relief of suffering by the early identification
and impeccable assessment and treatment of pain and other physical, psychosocial and
spiritual problems,*® as defined by the WHO. However, palliative care is often not provided
for persons experiencing homelessness, or only to an insufficient degree. Moreover, the
provision of palliative care is complicated by the characteristics of this population.3" 109162167

In this paper, ‘persons experiencing homelessness’ are defined as persons without housing,
who reside in emergency accommodation or accommodation for persons experiencing
homelessness or who reside temporarily at a friend’s or relative’s place, as officially defined
by Statistics Netherlands (CBS)."*° In the Netherlands, these persons often reside in social
service facilities that provide daytime or overnight stays or temporary housing. Palliative
care for people experiencing homelessness is delivered in various settings, such as in-shel-
ter nursing care, outreach home care, or hospices,"% % and by various healthcare profes-
sionals. In addition, these settings vary across towns and cities. Previously, we explored if
professionals employed in social services, healthcare and palliative care would benefit from
a reciprocal consultation service in order to foster appropriate and timely palliative care.
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This consultation service was based on a practice-based, small-scaled intervention using
a consultation service in Amsterdam. Participating professionals saw added value in an
adapted version of this consultation service, which takes the form of a threefold reciprocal
intervention. The threefold intervention comprises: (1) consultations between social service
professionals in the field of services for persons experiencing homelessness and palliative
care professionals; (2) multidisciplinary meetings (MDMs) between these and other profes-
sionals in social and palliative care services on a regular basis in which homeless patients
eligible for palliative care are discussed; and (3) training and education on subjects related
to palliative care and homelessness, whereby the frequency and content are determined by
local professionals. This intervention was expected to work best when developed regionally
and tailored to the regional situation."?

During 21 months, this threefold consultation service was implemented in three regions in
Dutch healthcare and social service settings. By implementing this service, we aimed to in-
crease collaboration and knowledge as well as improve the quality and timeliness of palliative
care delivered to persons experiencing homelessness. As this threefold intervention is a
new phenomenon, a process evaluation was embedded in the implementation process. This
process evaluation was based on the Reach, Adoption, Implementation and Maintenance
dimensions of the RE-AIM framework used to structure these different implementation
factors.”® The perceived added value was described in our study on the added value of this
intervention."”®Perceived added value was found in all three regions for the collaboration and
networks of the professionals involved (connecting disciplines reciprocally and strengthen-
ing collaboration), the competences of the professionals involved (competency in palliative
care provision and feeling emotionally supported in complex situations), and the quality
and timing of palliative care (focus on quality of life and dying, advance care planning, and
awareness of death and palliative care).

The study was guided by the following research questions:

1. What is the Reach, Adoption, Implementation and Maintenance of a threefold consul-
tation function according to the social service and palliative care professionals involved
in the threefold intervention?

2. What are the perceived barriers and facilitators during this implementation process?

METHODS

Intervention design

Elements of the intervention

The intervention consisted of three activities, which were: (1) regular consultations about
patients experiencing homelessness and eligible for palliative care, between social service
professionals working in the field of services for this population and palliative service pro-
viders, such as hospices and GPs; (2) multidisciplinary meetings between social service pro-
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fessionals and palliative care professionals to discuss homeless patients eligible for palliative
care; and (3) training and education on both palliative care and homelessness, whereby the
frequency and content were determined by local professionals. Another aspect of the inter-
vention was the creation of 'strategic partnerships’ consisting of one consultant in palliative
care and one consultant in services for the homeless. This duo of consultants formed the
basis for the intervention; the consultants took charge of the practical implementation of
consultations, multidisciplinary meetings, training and involvement of other organizations.

Duration of intervention

The threefold intervention and process evaluation started with a preparatory phase for all
three regions from June until September 2019. Implementation plans were made, followed
by an eighteen month execution phase.

Context-sensitive approach and implementation plans

Because previous explorative research on the development of this consultation intervention
had shown that local initiatives, collaboration and resources differ widely among regions,'"°
this intervention was designed as context-sensitive, in order to fit local needs and to tie in
with existing collaboration efforts and/or further develop them. The regions of Amsterdam,
Rotterdam and Utrecht participated in this intervention. Part of the context-sensitive design
was working strategies written down in detailed implementation plans. These implemen-
tation plans concerned details of the organization of consultations; existing initiatives for
consultation, collaboration, knowledge exchange, and training; the organization of multidisci-
plinary meetings and potential for improvement; the organization of training and additional
educational requirements; needs barriers and facilitators for all three elements; character-
istics specific for each region; and possibilities for future financing and future continuation
and embedding of the intervention. Implementation plans were updated every six months
on the initiative of the researcher.

Small-scale intervention

This intervention aimed to start on a small scale. Once the consultations, multidisciplinary
meetings and training were well established, the aim was to expand this further amongst
the professionals in each region.

The RE-AIM framework

This mixed-methods process evaluation was designed to systematically monitor and eval-
uate the implementation of the threefold consultation service approach in three regions in
the Netherlands, according to the RE-AIM framework. RE-AIM is an appropriate framework
to evaluate the process and added value of interventions in practice at both the individual
level (e.g. healthcare professionals) and the organizational level (e.g. institution, policy),
and to provide useful starting points for improvement in the further implementation and
future maintenance. Table 1 shows the operationalization for all dimensions of the RE-AIM
framework. As we reported on Effectiveness, operationalized as added value in another
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study,”® effectiveness was not part of this process evaluation. We evaluated Reach on an
individual level, and Adoption, Implementation and Maintenance on an organizational level.
The process evaluation started during the preparatory phase for all three regions from
June until September 2019, and was followed by an evaluation of 18 months of practice, in
which the professionals in the regions worked with the intervention. The intervention was
implemented just before the start of the COVID-19 pandemic.

Ethical approval

Written or verbal informed consent was provided by all professionals involved in group
and individual interviews prior to the interview. Transcripts were anonymized to ensure the
participants’ anonymity. Access to the data was limited to two researchers. On 24 July 2019,
the Ethics Review Committee of VU University Medical Center provided a waiver as ethical
approval was not needed under Dutch law.

Data collection

This mixed-methods evaluation study consisted of structured questionnaires filled in by
(requesting and advising) consultants, semi-structured topic-list-guided interviews in which
managers, multidisciplinary meeting (MDM) members and consultants participated, struc-
tured diaries kept by consultants and an implementation diary kept by the lead author. The
topics covered in each data source are listed per RE-AIM dimension in Table 1. Table 1 also
shows the measurements for the data collected for all RE-AIM dimensions and the timing
and specifications of the measurements. All RE-AIM dimensions were measured in each data
source. Topic lists used during interviews are shown in Appendix 5 and included topics on
organizing activities and the process, maintenance, implementation and current activities.
Results are based on data from 216 structured weekly digital diaries, 34 questionnaires
filled in by consultants and fourteen questionnaires filled in by requesting consultants, 22
questionnaires completed by MDM attendees, eight semi-structured individual interviews
with managers in organizations involved in the intervention, two semi-structured group
interviews on MDMs and two semi-structured group interviews on training, five interviews
with consultants, and one implementation diary.

Data analysis

Qualitative data collected in semi-structured individual and group interviews and the imple-
mentation diary and structured diaries were analysed following the principles of thematic
analysis to identify important themes,""" using the RE-AIM framework'® to structure the
analysis of reach, adoption, implementation and maintenance. Using MaxQDA (version 2020),
analysis started after conducting the first five interviews. After that, topic lists were adjust-
ed slightly as some topics overlapped. Three researchers (HK, BDO, AJEV) independently
coded four transcripts and then discussed themes until agreement was achieved. After
that, all other data were coded by one researcher (HK). All data were coded using the
RE-AIM dimensions. Subsequently, we searched openly for themes concerning barriers and
facilitators within each of the RE-AIM dimensions. Then barriers and facilitators within the
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RE-AIM dimensions were further categorized using predefined constructs of the Consoli-
dated Framework for Implementation Research (CFIR),”" as operationalized in Table 1. All
themes, constructs, quotes and categorizations were discussed in the research team. An-
swers to open questions were categorized by one researcher (HK) and checked by a second
researcher (BDO). Descriptive analyses took place for the quantitative data using SPSS 26.0.

RESULTS

Reach of the intervention

Regarding persons experiencing homelessness at the end of life, the intervention mainly
reached sick residents of social service facilities (long-term or short-term care); no persons
living on the street were reached. Patients discussed in consultations and MDMs were often
older persons (42% aged 61 and over) where a need for palliative care was recognized. The
professionals reached by the intervention were mainly the colleagues of consultants and/or
the team to which the consultant was connected. Prior to the implementation period, the
professionals involved estimated the number of social service professionals and palliative
care professionals who could be reached by the intervention initially and potentially. Table
2 shows an estimated 400 professionals could potentially be reached by the intervention,
and 166 professionals were ultimately reached by the intervention in practice.

Table 3 shows intervention activities per region. There were a total number of 34 consul-
tations, 22 MDMs and nine training sessions. The participants were mainly social service
professionals and nurses employed in social service provision. Home-care professionals,
hospice nurses, practice nurses and general practitioners were also involved to a lesser
extent. During the implementation period, some external professionals other than the initial
participants became involved in the intervention, such as professionals working in other
social service organizations on the possible extension of the intervention, and professionals
in hospitals such as anaesthetists and surgeons.
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Table 2. Reach in terms of numbers and professionals.

n Actual organiza- n of Professionals n of Palliative care n of Social service

tions involved who could poten-  and healthcare professionals
tially be reached  professionals involved
(estimated)® involved
Region1 3 115 19 40
Region2 4 110 18 19
Region3 2° 175 33 47
TotalN 9 400 60 106

aThis involved two different branches of one large organization: a social services branch and a general
district nursing branch that had not previously worked together

® Estimated numbers are based on a survey before the start of the intervention among the participating
consultants.

Table 3. Number of consultations, MDMs and training sessions per region.

n Consultations n MDM'’s n Training/education
Region 1 5 1 3
Region 2 5 7 3
Region 3 24 4 3
Total n 34 22 9

The main facilitators in reaching professionals were intervention characteristics and the
characteristics of individuals, respectively homeless individuals already known to the social
services involved in the intervention and s having an enthusiastic and proactive consultant
(Table 4). Reported barriers to reaching persons experiencing homelessness at the end of
life were mainly in the field of intervention characteristics. Telephone consultations and con-
sultations during MDMs were considered to be barriers, as the consultant was not person-
ally able to assess the symptoms and patients. Another barrier in reaching this population
was that not all seriously ill persons experiencing homelessness for whom a palliative care
approach could be beneficial resided in social services or on a nursing ward. Barriers to
reaching more social service professionals in the intervention were in the outer setting, and
concerned difficulties in getting other social service professionals involved because new
contacts had to be made and developed. Intervention characteristics also formed a barrier
because starting the intervention required time and preparatory work. Regarding the pro-
cess, COVID-19 restrictions formed a barrier to reaching persons experiencing homelessness
and to professionals providing palliative care to them because of visiting restrictions and
the high workload of social service professionals.
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Table 4. Overview of facilitators and barriers in the RE-AIM Reach dimension

CFIR domain?

Facilitators

Barriers

Intervention characteristics

Persons experiencing home-
lessness are known to the
social services so that the in-
tervention can be potentially
beneficial for them

- Telephone consultations and
indirect consultations may
have hindered the assessment
of symptoms and the patients
themselves by the consultant

Intervention is aimed at social
services, while some persons
experiencing homelessness do
not reside within these services
Starting the intervention re-
quires time and preparatory
work, making it hard to involve
new parties as well

Expanding and reaching addi-
tional social service profession-
als with the intervention is hard
to accomplish

Outer setting

Characteristics of individuals An enthusiastic and proactive
consultant helps in reaching
out to social service profes-
sionals and establishing inter-
vention activities

Process COVID-19 visiting restrictions
and the heavy workload may
have hindered efforts to reach
persons experiencing home-
lessness and professionals pro-

viding palliative care to them

*For Reach, we did not find factors for the inner setting

Adoption of the intervention

All three intervention activities —consultations, multidisciplinary meetings and training —
were adopted in all three regions. However, the start, timing and frequency of these activities
differed greatly from region to region. Figure 1 shows when and how often a region used
each of the three activities. The course of activities shows that regular use of the activities
required time and effort in preliminary work. The activities were mainly taken up by orga-
nizations involved from the start, and occasionally spread to new organizations during the
implementation period. Activity growth was mostly gradual. However, in one region there
was a sudden big increase in consultations due to the regular planned visits of the consultant
to the linked social service professionals and their facility. All regions provided three training
sessions during the intervention period at a similar pace.
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Figure 1. Cumulative numbers of intervention activities in three regions.

Facilitators in adopting all or parts of the intervention were mainly found in characteristics of
individuals, specifically in having a committed and enthusiastic consultant in palliative care
who is medically skilled and familiar with the homeless population (Table 5, illustrated with
quotes in Appendix 6). The intervention is more likely to be adopted if there is a palliative
care consultant who is approachable and proactive in offering consultations, training ses-
sions or participation in MDMs. The consultant's independence in managing their available
time also helps, as does an open mindset. Awareness among social service professionals
of skill shortcomings in palliative care makes them open to reflecting and learning, which
facilitates adoption of the intervention, while trust between the consultants providing and
requesting assistance encourages collaboration and adoption. Intervention characteristics
that facilitated adoption were having professionals who perceived a need for palliative care
support and saw it as a priority, tools in palliative care for social service professionals, and
an intervention tailored to local collaborations and working structures. In line with this, in
the outer setting, having pre-existing regular meetings in the networks of the professionals
who were involved facilitated the adoption of intervention activities. Facilitating factors
identified in the inner setting were the intervention being compatible with current working
structures in the organization and a shared vision among collaborating professionals on
good healthcare and equal and reciprocal collaboration.

Barriers in adopting the intervention were predominantly found in the CFIR domain of the
inner setting. Adoption of the intervention was hindered by norms and values within social
services focusing on social care with a focus on recovery, thereby underexposing somatic
(palliative) care. Furthermore, adoption of the intervention was sometimes hindered by
the limited skills of social service professionals in recognizing, discussing and prioritizing
palliative care. Staff changes, insecure future prospects for some departments of the social
services in question, such as uncertain prospects for nursing beds, and a lack of appar-
ent engagement among managers were also perceived as hindering adoption. As regards
hindering intervention characteristics, the intended bedside consultations were sometimes
not perceived as valuable. The relative advantage of the threefold intervention for such
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a small population was also questioned. Also, low self-efficacy in palliative care skills and
different views on the need for a consultation request hindered individuals in adopting the
intervention. In the outer setting, unclear policies on the responsibilities of the organizations
involved complicated adoption of the intervention. Lastly, process-related issues hindered
adoption of the intervention; these concerned the difficulty of converting the work plan and
intentions into concrete actions and an unclear implementation route for the intervention
in the organization.

Table 5. Overview of all reported facilitators and barriers of the RE-AIM Adoption dimension.

CFIR domain Facilitators

Barriers

Intervention
characteristics

Outer setting

Inner setting

Characteris-
tics of individ-
uals

Professionals perceive a need and
priority for additional support which
makes them feel the need for collabo-
ration (QA1.1)?

Provision of palliative care tools helps
consultants concretize palliative care
in intervention activities (QA1.2)

+ Anintervention tailored to local col-

laborations and structures facilitates
easy adoption of intervention (QA1.3)
Pre-existing regular meetings in pro-
fessionals’ network means that pro-
fessionals who already have a network
among other organizations can easily
adopt the intervention (QA1.6)
Intervention is compatible within
existing workflow due to a clear route
of palliative care (and responsibilities)
within the organization participating
in the intervention (QA1.8)

Shared vision on good healthcare
among colleagues within the partici-
pating organization makes collabora-
tion easier (QA1.9)

Shared views of involved professionals
regarding equal and reciprocal coop-
eration (QA1.10)

Commitment and enthusiasm of the
professionals involved regarding
the intervention and palliative care
(QA1.15)

Benefit of consultations not recog-
nized by all the professionals involved
as not everyone feels the need to
engage the consultant in bedside
consultations (QA1.4)

Concerns about the relative advan-
tage of the intervention as palliative
care concerns a small population and
narrow topic (QA1.5)

Unclear policies on responsibilities.
due to too many external parties
involved in care for homeless people.
may hinder adoption of the interven-
tion (QA1.7)

Norms and values within the organi-
zation for social service provision are
often focused on social care, while so-
matic care gets less attention (QA1.11)
Limited skills in recognizing, discuss-
ing and providing palliative care within
social services hinder adequate care
at the end of life (QA1.12)

Many staff changes and insecure
future prospects for organization
make organizational commitment
hard (QA1.13)

Limited support and engagement of
management makes consultants feel
they are getting little support (QA1.14)
Low self-efficacy in palliative care skills
may hinder identification of pallia-
tive care and use of the intervention
(QA1.23)
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Table 5. Continued.

CFIR domain Facilitators Barriers
Medical skills and knowledge of indi- - Professionals’ differences in their
vidual consultant makes professionals views when a consultation is request-
feel the consultant is competent ed could hinder use of the interven-
(QA1.16) tion (QA1.24)

+ An approachable consultant without
their own agenda helps the profes-
sionals to adapt the intervention
according to their needs (QA1.17)

+ Adoption is facilitated by consultants
who proactively initiate consultations,
organize training or participate in mul-
tidisciplinary meetings, which makes
it easier for professionals to adapt
to the involvement of the consultant
(QA1.18)

+ Aconsultant who is familiar with
the homeless population makes the
intervention easier to adopt for social
professionals (QA1.19)

+ Open mindset and attitude of pro-
fessionals helps make them more
motivated for palliative care (QA1.20)

+ Awareness of skill shortcomings
makes individuals open to reflecting
and learning (QA1.21)

Individuals who trust each other coop-
erate better in using the intervention
(QA1.22)

Process + Issues with converting the work plan
and intentions into actions impedes
planning and engaging appropriate
individuals (QA1.25)

Unclear implementation route for
intervention within organization
(QA1.26)

2QA refers to quotes on Adoption by facilitating and hindering factors, shown in Appendix 6.

Implementation of the threefold intervention

The 'consultation’ element of the threefold intervention was partly implemented according
to plan. Initially, bedside consultations were planned with fixed duos of consultants who
consulted each other reciprocally. In practice, 59% of the consultations were held at the
bedside and two of the three regions had no fixed duo of consultants, but rather one palli-
ative care consultant and a requesting team of social service professionals. The ‘multidisci-
plinary meetings' element was implemented according to plan, resulting in multidisciplinary
meetings that varied in the disciplines involved and the frequency. The ‘training’ element
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was implemented according to plan. However, few training sessions were given even though
there was a perceived shortage of knowledge and skills. Regarding the reciprocity of the duos
as originally intended, there was a particular need among professionals in social services
for advice and knowledge from the professionals in a palliative setting, because they felt
that homeless people were dying more in social services nowadays, with fewer transfers
to hospitals or hospices.

Facilitators in the implementation of the intervention were most often mentioned in interven-
tion characteristics and characteristics of individuals (Table 6). Intervention characteristics facili-
tating implementation were frequent physical intervention activities, consultants’ structured
questioning, writing down notes and appointments in patient files, and discussing patient
cases in training. The fact that the three intervention activities complement one another was
also perceived as a facilitator. Regarding the characteristics of individuals, having a predictable
consultant who has extensive experience with the population and who is assessed as highly
competent in giving advice was also found to be a facilitating factor. Other facilitating factors
for the implementation were consultants who get on well, colleagues who share tasks in orga-
nizing intervention activities, and a strong relationship between social service professionals
and patients. Lastly, in the outer setting, familiarity with other professionals originating from
other regular meetings helps in implementing the intervention, as do clear financial struc
tures and regulations regarding palliative care indication for patients and financing this care.

Barriers in the implementation of the intervention were mainly perceived in intervention
characteristics and inner settings of the organizations involved. Barriers in intervention charac
teristics were a lack of clarity about the role of the consultant in the intervention, consultants
not feeling able to assess the situation themselves due to the lack of bedside consultations
when consulted by phone or when COVID-19 restrictions applied, and a lack of follow-up
consultations. No perceived necessity among social service professionals for embedding
palliative care patients in MDMs, and limited time for discussing patients in MDMs and train-
ing were also perceived as hampering the implementation of the intervention. In the inner
setting of the organizations, staff shortages in social services, unexpected situations and ad
hoc activities in the day-to-day business of social services, and late consultation requests
sometimes hindered implementation of the intervention. Furthermore, unfamiliarity among
the social service professionals with palliative care consultants in general may have hindered
implementation of the intervention. Also in the category of characteristics of individuals,
resistance and fear of the end of life and death hindered social service professionals in re-
questing consultations, MDMs and training. Lastly, regarding the process of implementation,
COVID-19 had an effect that could of course not have been predicted. Implementing the
threefold intervention was probably particularly difficult due to COVID-19 restrictions and
the scaling down of healthcare during the intervention. This might have been an obstacle to
planning and using of the intervention, mainly because more time was required for regular
tasks, but also because of restrictions on visiting patients and attending meetings in person.
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Maintenance of the intervention

All regions expected to continue with the use of one or more activities of the intervention
in the future, although the three regions differed in the expected continuation of activities
of the threefold intervention. Region 1 preferred MDMs as the activity that was most com-
monly used, while Region 2 preferred to use all three activities interacting together, and
Region 3 preferred the consultations and training. MDMs were expected to be an effective
way for palliative care professionals and social service professionals to meet and exchange
advice. Consultations were seen as helpful with specific questions about a patient, but also
highly dependent on having consultation funding in place for this population. Training was
seen as something that could be used to raise awareness of where advice could be sought
about palliative care in consultations or MDMs. Expected facilitators and barriers illustrate
how sustainability of the intervention can be realized.

Facilitating factors for maintenance of the intervention were mainly found in the inner setting
of the organizations involved (Table 7). The social and financial support of the consultant’s
manager and colleagues were considered as facilitating, as was the openness of other profes-
sionals to teamwork with disciplines other than their own. Other facilitating factors in mainte-
nance were a mindset geared to a need for change within organizations and a mindset among
professionals in social service organizations that not only focuses on social and psychosocial
care but also pays attention to somatic care needs. Maintenance was also facilitated by con-
crete actions that helped prevent the drop-out of consultants, like sharing information with
colleagues on the intervention activities performed. Intervention characteristics that helped
maintenance of the intervention were the availability of the consultant, frequent evaluation
of intervention activities, and use of MDMs in which a palliative care professional is involved
on a regular basis. Also, use of the threefold consultation service was expected to be most
sustainable over time when ownership is assigned to organizations in palliative care. Structural
discussion of patients initiated by the palliative care consultant, e.g. once a month, could also
contribute to sustainable, early, future-focused consultations. In the outer setting, a clear
policy of financial support and clear regulations regarding indications concerning ageing and
serious illness of the homeless would help in maintaining the intervention over time.

The factors mentioned as barriers for maintenance of the intervention were mainly in the
inner setting of organizations. Unfamiliarity within organizations with death in the population
could hamper the willingness to continue the intervention, as well as the fact that unpaid
medical tasks are not taken seriously within social services. In addition, staff shortages within
the social services could hamper further maintenance of the intervention. So could drop-
out and the vulnerability of the consultants’ position due to the dependency on a one-per-
son position. Also, different perceptions between organizations on ethical issues such as
euthanasia may hamper future collaboration between the organizations. Furthermore, an
organization with many layers of management needs time to arrange financing and hours,
which could hamper continuation of the intervention by leading to a temporary suspension
of intervention activities. Intervention characteristics mentioned as hampering maintenance
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of the intervention were unclear mutual responsibilities of the parties involved and the
consultation being small-scale and very specific. Besides, a shift in non-intervention-related
tasks of the palliative care consultant could hamper future collaboration, which was based
on a small number of individuals. In the outer setting, a lack of clear policy, funding and
regulations regarding care for seriously ill homeless patients on the part of the government
and health insurers was considered as a barrier. Lastly, a process-related barrier was found
in the dependency of the intervention on local champions participating in the intervention.

DISCUSSION

The patients reached by the intervention were mostly seriously ill homeless patients in the
last days of life residing in social service facilities. The reach of the intervention was mainly
accomplished by involving social service professionals who were working in the organizations
that initiated the intervention. While adoption of the three activities of the intervention was
achieved in all regions, there were differences in the start, timing and frequency of the three
activities in each region. Implementation of the intervention was partly accomplished accord-
ing to plan. Half of the consultations were bedside consultations and half were telephone
consultations instead of the planned bedsides consultations. Also, instead of the planned
duos of consultants, two of the three regions had collaboration between a palliative care
consultant and a team of social service professionals. Also, the consultations were mainly in
one direction, with palliative care consultants advising social service professionals. Finally,
regarding maintenance, all regions expected to use one or more activities of the intervention
in the future, although they differed in which activities they expected to use. Facilitators
and barriers were found for all the RE-AIM dimensions; the facilitators were mainly found in
the inner setting of the organizations, in characteristics of individuals, and in intervention
characteristics. Barriers were mainly identified in the inner setting of the organizations and
in intervention characteristics.

The three activities of the intervention are closely related

Our study shows that the consultations, MDMs and training are interrelated and that all
three elements are important in improving palliative care. Moreover, the elements reinforce
each other as by working together the professionals know more easily how to find each other
and know how to formulate a request for advice. Our study also shows that participants
get to know one another through the recurring meetings in person, such as on training
sessions, at bedside consultations or in MDMs. Thus, training sessions and multidisciplinary
meetings might be especially relevant when starting a similar intervention, as they nurture
a collaboration in which consultations can then be requested. Other interventions aimed at
collaborations between palliative care and social services for this population are still scarce.
Two British studies evaluated one intervention focused on palliative care specialists training,
supporting and advising shelter staff; they also found that training, structural connections
and advice reinforce each other.6% %
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The threefold intervention takes time and effort to adopt

Our study reveals that the threefold intervention takes time to adopt, and that this is deter-
mined mainly by factors in the inner setting, or organizations. Awareness-raising, a shortage
of skills in recognizing and discussing serious illness and the end of life, norms and values
about palliative care and death, the many changes among staff in social services hindering
sustainable collaborations, and insufficient recognition and support from managers were
factors that needed time and effort to tackle. Also, the COVID-19 pandemic limited the
amount of time and effort professionals could spend on the adoption of the intervention.
This process evaluation reveals that implementation of an intervention focusing on palliative
care provision requires time to create awareness and break down resistance and lack of
knowledge about palliative care and dying; this is also found in one other study.®> Although
this study indicates that time and effort is needed for adoption and implementation, our
study suggests that added value can already be achieved in this phase of adoption and im-
plementation.””® Further, this process evaluation also shows that efforts must also be made
in the financial field: multidisciplinary care also needs multidisciplinary, structural funding
to achieve long-term improvements in the palliative care for this population.

The importance of a competent consultant

Our study shows that characteristics of individuals appear to be highly relevant to the reach,
adoption and implementation of the intervention. Therefore, this should be considered
when connecting palliative care consultants and social service professionals. Our results
indicate that the palliative care consultant should be carefully selected. The selection should
consider their commitment and enthusiasm for the intervention and palliative care, their
medical skills and knowledge, approachability, ability to be proactive, and familiarity with
an underserved population as important factors. A predefined number of hours without
overlap with other tasks, support from managers and a lot of control over their own diary
were found to be important as well. Considering the complexity of care needs in the home-
less population at the end of life, it is recommended to match medically skilled, proactive,
flexible palliative care consultants with social service professionals who have a great deal
of expertise.

The challenge of connecting two worlds

Our findings show that the inner setting is a determining factor and potentially a barrier in
the process of adopting, implementing and maintaining the intervention. The settings of
social services and palliative care differ substantially, e.g. in attitudes towards death and
dying, skills in this area, organizational structures and recognition of the relevance of pal-
liative care. The results of our study indicate that a consultation service like our threefold
intervention could be best implemented within social service providers, and palliative care
professionals should have a proactive role in the provision of consultations and training and
participation in MDMs. When implementing a similar intervention focusing on increasing
competences, knowledge and collaboration, it is important to be aware of unfamiliarity and
resistance to the idea of death and dying in social services. A gap between social services
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and palliative care services as well as unfamiliarity with palliative care in social services is
also found in other studies.'®® 172

The importance of tailoring the intervention to the regional situation

A need for a context-sensitive intervention tailored to participating regions was already
indicated in our focus group study."® The implementation of this intervention reveals that
the three regions differed in their use of the intervention activities and preference for the
different intervention activities. Also, the regions varied in resources for collaboration and
knowledge regarding palliative care. Both this study and our study on the added value for all
three regions'? confirm that tailoring the intervention to a regional situation and regionally
available resources is important. This indicates that using working strategies and implemen-
tation plans, as applied in the preparatory phase of this study, are essential when further
expanding the intervention to other regions and settings.

Strengths and limitations

Our study is the first study to combine consultations, multidisciplinary meetings and training,
with palliative care professionals and social service professionals in an intervention. Another
strength of this study is the process evaluation using RE-AIM and CFIR sequentially, resulting
in structured domains of facilitators and barriers. Also, our mixed-method design resulted
in a broad scope covering different dimensions of RE-AIM. A strength of this study is that
this intervention is based on the needs and wishes expressed by persons experiencing
homelessness. They indicated that professionals needed more knowledge, training and
collaboration in palliative care.”® The design of this intervention and the evaluation of the
intervention were supervised by an advisory board, in which people who are homeless were
also represented. However, a limitation is that we did not interview homeless persons who
received palliative care; this study therefore gives the professionals’ views on their situation
rather than their own perspective.

CONCLUSION

A threefold consultation service aimed at improving palliative care provision to persons
experiencing homelessness was implemented, with consultations, joint multidisciplinary
meetings and training initiated by palliative care professionals. It proved possible to imple-
ment the intervention, especially when sufficient time for adoption and implementation
was allowed and barriers and facilitators were taken into account. The intervention works
best when it is tailored to fit the specific region, with both bedside consultations and tele-
phone consultations and with a palliative care consultant connected to a team of social
service professionals rather than to an individual social service professional. Facilitators
for the reach, adoption, implementation and maintenance were mainly found in the char-
acteristics of individuals, the inner setting and intervention characteristics. Barriers for the
reach, adoption, implementation and maintenance were mainly found in the fields of the
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inner setting and intervention characteristics. We recommend further implementing this
region-tailored intervention within social service teams, with competent and enthusiastic
palliative care consultants in the lead. The intervention can start with training to raise aware-

ness of possible palliative care needs and reduce fear of palliative care provision among
social service professionals.




Kan ik iets voor je zijn
Een soort arm om je heen?
Zodat het iets minder schrijnt
En je niet zo alleen?

De Dijk
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INTRODUCTION

The aims of this thesis were to provide insight into:

1. important aspects of palliative care for persons experiencing homelessness and im-
portant elements for reaching persons experiencing homelessness (Chapters 2 and 3);

2. the current provision of palliative care for persons experiencing homelessness in the
Netherlands, and to explore future needs for improving palliative care provision (Chap-
ters4 and 5);

3. how a threefold intervention to improve palliative care for this population was evaluated
regarding the added value and implementation (Chapters 6 and 7).

This final chapter provides an overview of the main findings in relation to the literature. It
also reflects on the research methodologies used and on important themes addressed in
this thesis, and it provides recommendations for practice, policy and future research.

MAIN FINDINGS IN RELATION TO THE LITERATURE

Important aspects of palliative care and reaching persons experiencing
homelessness

The first aim was to get insight into important aspects of palliative care for persons experi-
encing homelessness and important elements when trying to reach this population. First,
specific aspects and challenges for palliative care provision to this population emerged from
a comprehensive overview of many aspects. Attention to the fear of dying and suffering
among persons experiencing homelessness, the importance of professionals addressing
spiritual issues, a strong desire for professionals to show dignity, a trusted and non-stig-
matizing relationship with professionals, room for patients to express their concerns, and a
wish for a natural death were found to be important points to consider in caring for persons
experiencing homelessness with palliative care needs (Chapter 2). These aspects fit well with
the core principles of palliative care, which is aimed at the individual as a whole and their en-
vironment and involves physical, psychological, social and spiritual care.*® Furthermore, our
findings addressed the importance of training for professionals and collaboration between
multiple disciplines involved in the care for persons experiencing homelessness. Training for
professionals, establishing a patient-centred approach with trustful relationships, providing
proper accommodation, and better organization of care were recommended in the study
(Chapter 2). Reflecting the complex, multi-problem issues in the lives of persons experiencing
homelessness, our findings emphasized both the importance and challenges of palliative
care in the somatic, psychological, social and spiritual domains. Our findings highlighted a
need for an approach that includes dignity, respect, and spirituality and religiosity for this
population at the end of life (Chapters 2 and 3). However, other studies found that while
psychosocial and spiritual care is particularly important for persons experiencing homeless-
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ness, it is perceived as difficult as well.3% 172 This could be explained by our findings of a fear
of death and suffering among persons experiencing homelessness, which might complicate
palliative care provision in all domains.

Second, palliative care for people experiencing homelessness was found to be hampered
by interfering day-to-day needs, resulting in a lack of priority for palliative care and distrust
towards professionals among persons experiencing homelessness. Also, palliative care
provision was found to be hampered by poor access to healthcare services and a lack of
hospice-like facilities, and limited palliative care skills among staff (Chapter 2). In addition, our
findings showed that people experiencing homelessness often felt stigmatized (Chapter 3),
which might be closely related to the findings reported in other studies of feelings of being
ignored, discriminated against and disrespected, resulting in a suspicious and distrustful
attitude towards receiving care.?> 5658598494 P3|liative care provision for persons experienc
ing homelessness was found to be facilitated by professionals acknowledging their spiritual
needs and building trustful relationships between the professional and the patient. Other
facilitating factors were professionals treating the person experiencing homelessness with
dignity, pragmatism in tailored palliative care, and compassion for lived lives (Chapters 2 and
3). Other facilitators included personalized care without stigmatization, professionals who
set limits on misbehaviour but do not reject the individual, and professionals who realize that
their values might differ from those of the persons experiencing homelessness (Chapter 3).

A third finding was that similar challenges in palliative care provision were reported in other
special needs groups, such as people with intellectual disabilities and people with severe
mental illness. The challenges described in the palliative care for people with intellectual
disabilities residing in intellectual disability services are mainly: understanding the patients’
perspectives, referrals and collaboration between professionals in different disciplines, train-
ing professionals in providing palliative care, and empowering professionals’ confidence in
their ability to provide palliative care.”*"7¢ Challenges in palliative care provision to patients
with severe mentalillness are mainly found in the lack of attention for palliative care among
mental-health professionals, lack of education in palliative care among professionals and the
lack of collaboration between healthcare professionals and professionals in mental care.’
Our findings add that persons experiencing homelessness suffer from multiple problems
that often affect multiple areas, such as intellectual disabilities, substance use, complex
comorbidities, lack of housing, and dying at a relatively young age. It can be concluded that
serving persons experiencing homelessness at the end of life involves even more challenges
than for other patient populations, and that it is challenging for professionals to cover all
the domains of palliative care.

Fourth, our findings highlighted that the multi-level issues of persons experiencing home-
lessness and a complicated care system are underlying factors behind the underuse of
care. We found that changes in the healthcare and support system are necessary in order
to provide adequate, accessible palliative care to a population dealing with many challenges
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(Chapter 3). This indicates that in order to provide multidisciplinary care at the end of life,
collaboration between social and healthcare services is of great importance. We found that
access to the care system must be accompanied by clear information provision and com-
munication between professionals of different organizations and with persons experiencing
homelessness (Chapter 3). This is also found by another recent study of homelessness."””

Current palliative care provision for persons experiencing homelessness and
future improvements

The second aim was to get insight into the current provision of palliative care for persons
experiencing homelessness and to explore future needs for improving palliative care pro-
vision. First, regarding the current provision of palliative care for this population, we found
that this palliative care provision is perceived by professionals as complex and the provision
varies widely between professionals, institutions and cities (Chapter 5).

Second, regarding the characteristics of persons experiencing homelessness who are eligi-
ble for palliative care in the Netherlands, our results showed a young age at death, multi-level
and complex somatic, psychiatric, addiction and social issues, and a high symptom burden
at the end of life in the year before death. We found that the end of life of persons experi-
encing homelessness and residing at in-shelter nursing wards was characterized by uncer-
tain prognoses and unexpected revival or deterioration. In addition, it appeared difficult
to recognize whether the end of life is near. Other characteristics were complicated social
circumstances and frequent transitions to other settings such as the acute care hospital
(Chapter 4). Difficulties with uncertain prognoses, identification of palliative care needs,
recognition of the dying phase, and recognizing palliative care needs among multiple other
problems are also addressed in other studies and commentaries about homelessness and
mental illnesses. 20 %8178

Third, our medical record study revealed that organizing and integrating palliative care in
Dutch social services during the final phase of life is challenging. At the same time, two-
thirds of the study population eventually died in this setting (Chapter 4). This raises the
question whether social services are an appropriate place for palliative care, or whether
professionals within social services should be given more support in providing palliative
care. Literature shows that residents wish to die in a home-like setting such as a hostel or
home community,®># that residents prefer being somewhere comfortable where they are
known to others,””? and that persons experiencing homelessness consider family-like and
trusting relationships with social service professionals to be important.>® %63

Fourth, potential areas of improvement were found in multidisciplinary collaboration, more
palliative care facilities for this population, and palliative care expertise within social ser-
vices (Chapter 4). A consultation intervention between palliative care and social service
professionals was expected to contribute to multidisciplinary collaboration and palliative
care knowledge, and to be of added value for both patients and professionals. Besides
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consultation, training on palliative care topics and skills, and multidisciplinary meetings
attended by palliative care professionals and social service professionals were expected
to be necessary as well. Consultation, training, and multidisciplinary meetings could be
developed best regionally and tailored, and guided by an experienced consultant (Chapter
5). Our findings suggest that it is desirable to strive for in-shelter palliative care beds, sup-
ported by palliative care expertise and multidisciplinary collaboration. This is in line with
studies in other countries advocating for appropriate respite or hospice facilities for this
population, 3662 86,9193

Fifth, regarding the involvement of palliative care consultants, the number of consultations
observed in our study population was twice the proportion for the general Dutch population
(Chapter 4). This higher involvement of palliative care consultants is probably a reflection of
results from our studies that highlight the importance of support from palliative care spe-
cialists given the complexities, complications and place of residence before death. However,
our studies also indicated that there is need for even more support from palliative care
specialists (Chapters 4 and 5).

Sixth, current provision of palliative care to persons experiencing homelessness showed
that person-centred palliative care is essential and involves a specific approach. Both per-
sons experiencing homelessness and professionals perceived this as challenging. Identified
factors of particular importance were respecting the need for autonomy of the homeless
patient, trusting relationships between them and professionals, which might take time and
effort to establish, and pragmatism on the part of professionals in providing palliative care.
Although patients having control over their own care is generally known to be one of the
pillars of good quality palliative care,*? the autonomy specifically mentioned by this popu-
lation goes further than this, and is related to less access to care and the fact that not all
care is accepted. There is a great need to live life without (much) interference by others.
Also, we found that individuals experiencing homelessness and professionals have different
perceptions on what care should be provided (Chapter 5); this was also found in Chapter 2.

Seventh, potential areas of improvement that were identified were more multidisciplinary
collaboration, more palliative care facilities for this population, and palliative care expertise
within social services (Chapter 4). To achieve these improvements, a threefold intervention
was designed and implemented between palliative care professionals and social service
professionals was expected to boost multidisciplinary collaboration and palliative care com-
petences, and to be of added value for both patients and professionals. In addition, training
in palliative care knowledge and skills, and multidisciplinary meetings attended by palliative
care professionals and social service professionals were expected to be necessary as well.
Consultation, training and multidisciplinary meetings could best be developed regionally,
tailored to fit local requirements, and guided by an experienced consultant (Chapter 5). Our
findings suggested that it is desirable to strive for in-shelter palliative care beds, supported
by palliative care expertise and multidisciplinary collaboration. This is in line with studies
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in other countries advocating appropriate respite or hospice facilities for this population.3®
63, 86,91, 93

A threefold intervention: evaluation of added value and process

The third aim was to provide insight into a threefold intervention to improve palliative care
for this population and the evaluation of its added value and implementation process. The
RE-AIM evaluation framework was used; RE-AIM is an acronym for the framework's five
components: Reach, Effectiveness, Adoption, Implementation and Maintenance.

First, in the three participating regions, all three activities of the intervention — consul-
tations, multidisciplinary meetings and training sessions — were implemented. All three
intervention activities were considered useful. At the same time, use of the different activities
was tailored to the needs and resources of each region. We found that mainly social service
professionals were reached by the intervention. This focus on integrating a palliative care
approach into social services with a major role for social service professionals in ensuring
access to palliative care is also found by Canadian and British studies.®* 613516 patients
who were reached via consultations and multidisciplinary meetings were often males, born
in the Netherlands, aged between 50 and 70 and residing in 24-hour shelter facilities or
nursing wards (Chapter 6).

Second, perceived added value was found in all three regions in improvements to the quality
of life and dying, and the timing of palliative care. In addition, added value was found in recip-
rocal collaboration and stronger connections and networks for the professionals involved.
Also the professionals’ competences improved and professionals felt better equipped to
support patients emotionally. The importance of and need for emotional support from social
service professionals is also addressed by a recent Canadian study.'®®

Third, regarding evaluation of the Reach, Adoption, Implementation and Maintenance, the
reach of the intervention was mainly accomplished by involving social service professionals
in the intervention who were working in the organizations that initiated the intervention.
While all three activities of the intervention were adopted in all regions, there were differ-
ences in the start, timing and frequency of the three activities in each region. Implemen-
tation of the intervention went partly according to plan. While the intention was that all
the consultations would be bedside consultations, half the consultations took place at the
patient’s bedside, and half were by telephone. Also, a palliative care consultant was linked
to a team of social service professionals (rather than a single social service professional),
and the consultations mainly involved palliative care professionals advising social service
professionals. Regarding maintenance, all regions expected to use one or more activities
of the intervention in the future, although the three activities were expected to be used
differently between regions (Chapter 7).
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Fourth, many facilitators and barriers influenced the use of the intervention. Facilitators
were most often found in characteristics of individuals, the inner setting of organizations
and the characteristics of the intervention itself. Barriers were most often found in the
inner settings of organizations and in the intervention itself (Chapter 7). The importance of
individuals in the role of ‘local champions' is recognized in another study.®* Barriers in the
inner settings of organizations are also found in other studies of palliative care and home-
lessness, which show that workload, limited capacity and staff changes put high pressure
on social service professionals.”” %172 In addition, studies into palliative care for persons
with intellectual disabilities and psychiatric issues show that somatic and palliative care is
barely integrated into daily care.'”>17?

METHODOLOGICAL CONSIDERATIONS

The data for this thesis were derived from five studies: a systematic review of concerns, care
needs and preferences, and barriers and facilitators for providing palliative care to persons
experiencing homelessness (Chapter 2); a semi-structured interview study on homeless
persons with less access to care (Chapter 3); a retrospective medical-record study on end-
of-life care for persons experiencing homelessness in shelter settings (Chapter 4); a focus
group study of palliative care provision for persons experiencing homelessness and the
desirability of setting up a consultation service (Chapter 5); and a mixed-method study on
the evaluation of the added value and implementation process of a threefold consultation
intervention (Chapters 6 and 7).The strengths and limitations of the individual studies were
discussed in the respective chapters already. Here we reflect on the overall way in which
the aims of the study have been reached.

A mixed-method design enables a broad exploration

Of the five studies included in this thesis, three studies had a mixed-method design involving
qualitative and quantitative data (Chapters 2, 4, 6 and 7), and two studies had a qualitative
design (Chapters 3 and 5). Because palliative care for persons experiencing homelessness
is ayet understudied and the population of persons experiencing homelessness is relatively
small, the aims of the study were of an explorative nature. Varying research methods were
used, such as a systematic review, semi-structured interviews, focus groups, a study in
which medical records were analysed, and research diaries. These mixed methods helped
give a comprehensive and detailed overview of core elements of palliative care, the current
provision and areas for the future improvement of palliative care for persons experiencing
homelessness.

Specifically for this population, a strength can be found in collecting data using a focus group
study (Chapter 5). This method is eminently suitable for a marginalized, underserved group
expressing their feelings around such precarious subjects as illness and mortality. It is a
strength that while different designs were used, there is overlap in the findings of the various
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studies. Examples are the findings on the importance of dignity for this population, a need
for trustful relationships between persons experiencing homelessness and professionals,
and issues with integrating end-of-life care in shelter settings. Realizing the risk of bias in
these types of studies, we tried to avoid bias as much as possible during data collection and
interpretation by making joint decisions, coding independently and in varying compositions,
and jointly discussing and interpreting data. A limitation can be found in a potential inter-
view bias and selection bias as the coordination of the intervention and the data collection
were conducted by the same researcher and performed with participants interested in the
intervention. This might have resulted in participants giving socially desirable answers and
a positive distortion of the perceived added value.

Perspective of persons experiencing homelessness themselves

Another strength of the study is that the perspectives of persons experiencing homeless-
ness themselves were explored in several chapters. As palliative care is person-centred
care, including their perspective is essential when studying important aspects of palliative
care for this population. The interview study on homeless persons with less access to care
included the perspectives of formerly homeless persons (Chapter 3), and the focus group
study (Chapter 5) included two groups of participants experiencing homelessness. Chapters
6 and 7 only consider the perspectives of professionals and do not include the perspectives
of persons experiencing homelessness regarding the care received. We did not succeed
in including the perspectives of the population of persons experiencing homelessness in
these studies as visitation restrictions around COVID-19 and the high work pressure for pro-
fessionals as a result of the pandemic meant that it was not possible to conduct interviews
with persons who were the subject of consultations. The implementation and the research
project were supervised by an advisory board, in which people who were homeless were
also represented so that their perspective was included in all phases of the research. How-
ever, itis a limitation that the data presented in Chapters 6 and 7 was only collected among
social service and palliative care professionals. These chapters therefore, only discuss the
views of social service and palliative care professionals rather than the patient perspective.
Perspectives of persons experiencing homelessness on the intervention and its added value
therefore have not been extensively researched and compared with the perspectives of
care providers.

Generalizability of intervention and study population

A strength of this study is that the research presented in Chapters 6 and 7 was conducted in
three of the four major cities (G4) in the Netherlands. Because 37% of all homeless people in
the Netherlands reside in these cities, the exploration of the use, added value and process
of implementation of the intervention was most effective in its reach in these cities. How-
ever, 63% of the Dutch persons experiencing homelessness resides outside the G4 cities.’
Itis unknown whether our results also apply to persons experiencing homelessness in The
Hague (not covered in Chapters 6 and 7) and other cities. In addition to having focused
on three cities, our intervention also mainly reached people who were already receiving



General discussion 151

care e.g. in social service facilities. Therefore our results are probably not generalizable to
seriously ill people experiencing homelessness who do not receive care. Compared to the
data of Statistics Netherlands (CBS), the findings in Chapters 4 and Chapter 6 might under-
represent persons of non-Dutch origin (CBS: 62% of persons experiencing homelessness of
non-Dutch origin, Chapter 4: 44% of non-Dutch origin, Chapter 6: 41% of non-Dutch origin).
Characteristics regarding the sex of participants experiencing homelessness (male: 85% in
Chapter 4 and male: 80% in Chapter 6) are in line with CBS data (male: 83%).

Another strength was that our threefold intervention was expected to be context-sensitive
for each region, and was found indeed to be best implemented by tailoring the intervention
activities to the needs and resources of each region (Chapters 5, 6 and 7). Thus, this inter-
vention is expected to work well in other contexts due to the possibility of tailoring it to suit
requirements, but good monitoring is needed to see whether it is useful in other regions
and on a larger and nationwide scale.

Added value of the intervention

A strength of this thesis is that the added value of a new intervention aimed at serving per-
sons experiencing homelessness in the last phase of life is explored. It reveals that especially
social service professionals perceive added value for their palliative care competences,
the interdisciplinary collaboration and the quality and timing of palliative care. However, a
quantitatively measurable effect of the intervention was not determined due to the small
study population and the explorative nature of the use of the new intervention. This was
the first step of providing evidence on use, added value and implementation process, and
indicates possibilities for future studies that could make use of a pre-test and post-test,
large-scale evaluation study.

Using RE-AIM and CFIR in the process evaluation

The RE-AIM framework was developed to help evaluate the impact of interventions on sev-
eral dimensions,'®® and was used in this thesis to structure the process evaluation (Chapter
7). A strength of this study is that an existing model with multiple dimensions has been
used to structure the process evaluation. This resulted in a detailed overview of the reach,
adoption, implementation and maintenance of the intervention in practice. The Consolidated
Framework for Implementation Research (CFIR) was used to further structure analysis of
the barriers and facilitators within each RE-AIM dimension. This combination of RE-AIM and
CFIR provided insight and structure in a large number of facilitators and barriers within the
RE-AIM dimensions. Furthermore, we consider that the conceptualization and operation-
alization of the RE-AIM framework is a strength of our study. After all, the RE-AIM authors
emphasize that application of the framework should be done pragmatically, as we did e.g.
when measuring added value instead of effectiveness as this better fits the aims of our
studies; and by using and identifying contextual factors such as the norms and values of
persons involved in the intervention.’®® Some limitations can be found in how we assessed
the reach, implementation and maintenance. We did not discuss the representativeness of
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non-participants. Also, professionals who did not use the intervention were not questioned
about their reasons for not doing so (reach). No costs were evaluated (implementation) and
no distinction was made between the expected maintenance in the shorter term and longer
term (maintenance) (Chapters 6 and 7).

REFLECTIONS ON THE FINDINGS

We found several recurring themes in our findings that particularly characterize palliative
care provision for persons experiencing homelessness and efforts to improve their palli-
ative care.

Bringing palliative care and social services together

This thesis shows that healthcare services and social services are separate worlds that
often have little or no contact. We found that somatic care within social services is often
considered as subordinate to the other domains of care. Working together with psychia-
trists, mental health nurses and addiction doctors is often self-evident for social service
professionals. However, multidisciplinary collaboration with palliative care professionals is
much less obvious, despite the high comorbidities and high mortality among this popula-
tion. Other studies reflect on this as well, emphasizing that end-of-life care should be an
important element integrated into social care for the homeless, starting with the integra-
tion of primary care practice within social services as standard practice in daily personal
care.2358166:172173 |t js glso indicated that multidisciplinary collaboration helps give emotional
support to social service professionals."*® This thesis reveals that during the intervention
period, consultations and advice in the somatic domain in particular are provided in social
services. However, this thesis (Chapters 2 and 4) and other evidence also shows that older
persons experiencing homelessness have a high prevalence of symptoms and needs in all
domains.’® Therefore, consultations, meetings and training sessions involving both palliative
care and social services should not be limited to the integration of somatic care for patients,
but also extend to the integration of social, psychological and spiritual care into standard
palliative care practice.

Holistic care and a person-centred approach

Palliative care is eminently holistic, including multidisciplinary care involving various disci-
plines, and facilitating a good quality of life for as long as possible.” We found that accom-
plishment of multidisciplinary care was hampered by the inner settings of the organizations
involved (Chapter 7). At the same time, a person-centred approach by social service pro-
fessionals was a huge facilitator for palliative care provision. A person-centred approach
is already part of the recovery-oriented perspective that social service professionals are
used to having. While learning how to deal with death, dying and the increasing dependence
of loved residents, social service professionals’ norms and values of person-centred care
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make a strong foundation for providing person-centred palliative care based on a trustful
relationship and familiarity with the resident, as also highlighted by other studies.'3> 166181

Importance of advance care planning and parallel planning

This thesis reveals that the death of persons experiencing homelessness is often experi-
enced as unexpected, and that professionals find it difficult to recognize and determine
palliative care needs. Moreover, persons experiencing homelessness have a need to discuss
their concerns and future wishes. It is considered crucial for professionals to have more
knowledge and skills in order to provide tailored palliative care to persons experiencing
homelessness (Chapters 2, 3, 4 and 5). Given the early age of death, persons aged 50 and
older can be classified as ‘old people’, as advocated by a recent study.'® Discussing values,
goals and preferences for future care in good time can thus be considered as extremely
relevant. Advance care planning, which is “a process that supports adults at any stage or
state in health in understanding their personal values, life goals, and preferences regarding
future care”, can help ensure early discussion of the person in question’s values, goals and
preferences.'® Several studies already showed the importance of integrating advance care
planning into routine primary care.”> 18418 However, this also requires timely identification of
a need for palliative care. We showed several difficulties that professionals have with recog-
nizing this need (Chapters 6 and 7). Therefore, we emphasize the necessity of incorporating
uncertainty and using parallel planning for people aged 50 and older as a standard practice
in social service facilities.'*® Such planning should be embedded in a trustful relationship
with a familiar professional (Chapters 2 and 5). Parallel planning involves a “hope for the best,
prepare for the worst” approach, emphasizing that the person in question is not necessarily
atthe end of life but at the same time discussing values, goals and preferences should their
condition start deteriorating or become life-threatening.

Perspectives on a good final phase of life

Evidence shows that life circumstances influence the perspective on a good death, and
emphasizes that these perspectives differ across groups and individuals.'® It is known that
for non-homeless patients, a good death includes good symptom and pain control, clear
decision-making, a feeling of closure, acceptance and inner peace, being seen as a person
and having one’s wishes respected, and the presence of loved ones.'®”'® Qur findings high-
light that for persons experiencing homelessness other themes also play a role in a good
death. A good death for persons experiencing homelessness often means a natural death
avoiding heroic treatments, no suffering, not dying alone, and resolving inner conflicts and
restoring connections with loved ones. Other aspects considered as important for a good
death are time and attention for life stories and psychosocial issues, being treated with
dignity and respect, attention to religious and spiritual experiences, and being respected
and memorialized after death (Chapters 2 and 5). Our findings on a good death reflect the
(past) lifestyles of persons experiencing homelessness and indicate that their perspectives
on death and palliative care differ from those of non-homeless patients. Given the number



154 Chapter 8

of persons experiencing homelessness who ended up dying alone (Chapter 4), more effort
is needed to ensure a good death for persons experiencing homelessness.

Unequal access to palliative care provision

The WHO states that “Palliative care needs to be provided in accordance with the principles
of universal health coverage. All people, irrespective of income, disease type or age, should
have access to a nationally- determined set of basic health services, including palliative care.
Financial and social protection systems need to take into account the human right to pallia-
tive care for poor and marginalized population groups.”' However, palliative care services
are known to vary widely between organizations and regions and in terms of professionals’
skills and resources. Given their poor access to health services in general,'30.72.143.145 3 |ack
of family or social support, and the frequently unexpected nature of their death, it can be
concluded that persons experiencing homelessness are affected by their unhoused status
and corresponding problems when it comes to availability of palliative care provision. This
thesis suggests that dying with dignity for people experiencing homelessness involves at
least a respectful approach, peace, acknowledgement of their fear of dying and suffering,
high-quality care at the end of life, attentiveness for spirituality, room for the patient to
express their concerns, pragmatism and compassion. In addition, persons experiencing
homelessness regularly have no choice in where they die®*® and often experience more
transfers in the final phase of their lives compared to other vulnerable populations (Chapter
4). To achieve equal access to palliative care for this underserved population, system-related
structural changes are needed to integrate palliative care into the social service facilities
that are the home-like residence of persons experiencing homelessness.?* 4

Urgency of structural and tailored funding

This thesis reveals a lack of structural, countrywide funding of palliative care provision
for this population. Extra funding is needed to encourage interdisciplinary collaboration
to improve the quality of palliative care provision (Chapters 5 and 7). Other international
studies endorse structural funding for palliative care provision to persons experiencing
homelessness and clear funding policies. ¢>72 143172 Funding for palliative care provision has
proven to be challenging because persons experiencing homelessness deal with multiple
problems and a lack of housing, and financing is often geared to the care concerning a
single problem (such as psychiatric care, somatic care, or housing counselling). In addition,
compared to the general population, a high number of transitions occur within the last
phase of life of persons experiencing homelessness. In the Netherlands, difficulties exist in
the regular lack of indications for palliative care because life expectancy in this population
is very difficult to determine (Chapter 4). Persons experiencing homelessness are often
il long before their death and do not always have recognized palliative care needs, they
sometimes experience unexpected improvements in their health situation once they start
receiving care, they cannot live independently, they have indications in several domains, and
they do not have a home where they can receive care (Chapters 2 and 4). There is a gap in
the funding options for the situation when highly complex (palliative) care is needed when
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someone is seriously ill or when curative treatment is no longer possible. The Social Sup-
port Act (Wmo) covers funding for stays in social services and shelter facilities. The funding
for primary-care residence and highly complex care (ELV Hoogcomplex) can be used for 42
days in the first instance and is intended, for example, for rehabilitation and people who
return home afterwards. The options and conditions for extending this £LV Hoogcomplex
funding differ greatly between health insurers. The indication for primary-care palliative
care (ELV Palliatief) can rarely be used for longer than six months. The Long-term Care Act
(WLZ) funding is subject to the condition that no further improvement is possible and that
nursing care is provided 24/7, which is often not feasible in residential facilities. Under the
Health Insurance Act (ZVW), only specific treatments are reimbursed, such as hospice care
or wound care. Thus, within the social service facilities and nursing wards, there is a lack of
proper funding for people with multi-level problems and highly complex care. Lastly, when
we developed a regional threefold intervention that encourages interdisciplinary collabo-
ration and improves the quality of health and palliative care provision (Chapters 6 and 7),
another area lacking funding was revealed, namely regarding the specific combination of
consultations, multidisciplinary meetings, and training, which could contribute to better
palliative care provision for this population.

RECOMMENDATIONS

Practice

This thesis shows that persons experiencing homelessness prefer to die in a home-like
environment and to receive care from professionals whom they know well. Therefore, we
recommend that social service facilities facilitate a resident’s wish to die in the social service
facility.

Providing palliative care within social service facilities requires structural multidisciplinary
collaboration with palliative care professionals, as this thesis shows that social service pro-
fessionals are often not fully equipped to provide the necessary palliative care. This mul-
tidisciplinary collaboration requires structural funding for all activities. We recommend
that the multidisciplinary collaboration should be tailored regionally, using consultations,
multidisciplinary meetings and training sessions. Also, regarding multidisciplinary teams,
we recommend a greater mix of competencies in teams within social service facilities, such
as the standard deployment of nursing assistants, nurses and GPs. This could encourage
interdisciplinary care. Besides these efforts, we recommend integration of palliative care
practices into the care for all persons with comorbidities and ‘older’ homeless persons.

Lastly, it is recommended that social service professionals should be trained in palliative
care knowledge and skills. We recommend at least training to enhance awareness of palli-
ative care principles and the vulnerability of the population. Besides, in order to anticipate
unexpected deaths, we recommend an approach involving “hope for the best, prepare to the
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worst” in order to integrate parallel planning and advance care planning into the standard
practice of care in social service facilities and on nursing wards. This could be facilitated
by a trusting and familiar bond between professionals and residents and not discussing
end-of-life issues directly during intake. Furthermore, social service professionals should
be trained in discussing needs, wishes and preferences with residents. Within these con-
versations, the end of life does not necessarily need to be addressed specifically as it may
scare people, but a potentially serious illness and deterioration can be the starting point
for the discussion. Taken together, enhancing these competencies can positively affect the
wellbeing and quality of life of persons experiencing homelessness.

Research

As we studied the homeless population in three of the four largest cities in the Netherlands
(the G4), we recommend conducting further research also among professionals and persons
experiencing homelessness outside Rotterdam, Utrecht and Amsterdam. Specifically, when
conducting research outside these highly urban areas, results in smaller cities and rural
areas could be compared with the preferred approach in the highly urban areas already
studied, which have many facilities for this population. Furthermore, regarding the interven-
tion and patient-measured outcomes for added value, we recommend conducting further
research into the perspectives of homeless people regarding the practice of palliative care
within social service facilities and their opinion of the threefold intervention. Lastly, once
the intervention is being used on a large scale and by many organizations, we recommend
studying the effects of the intervention on the quality of care, timing of care, competences
of professionals, and quality of collaboration.

Policy and legislations

This thesis indicated that palliative care professionals had a very active role in this interven-
tion. They gave the consultations and training sessions. They also attended multidisciplinary
meetings in social service facilities. Therefore, we recommend that funding should be ar-
ranged for the palliative care professionals’ activities as this is essential for a future-proof
intervention focused on accessible and good palliative care for the homeless. Also, the
three intervention activities reinforce each other and the need for tailoring the activities
to the regional situation implies that financial resources must be made available for all
those activities on a regional level. As current funding of direct patient care does not cover
these additional activities, we recommend extra, structural funding for the combination
of consultations, multidisciplinary meetings and training sessions. In addition, concerning
the funding for direct patient care, we recommend that health insurers and social service
facilities should facilitate a residential or home-care setting for non-urgent, long-term care
for persons with a life-threatening condition, who are in relative good health but in need of
daily somatic care. Ideally, this would be comprehensive primary care stays (ELVs) especially
for the homeless and spread across the country. Furthermore, we recommend that health
insurers and municipalities responsible for budgets become involved in financing the con-
sultations, multidisciplinary meetings and training sessions specifically for this population.
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Regarding the organizational policies of social service facilities, we strongly recommend
including criteria on the quality and provision of palliative care and minimal requirements
for good-quality palliative care provision within their facility. Further, we advise social service
facilities in which homeless people are ageing and living in the final stages of life to acknowl-
edge that people may see this ‘home’ as their ‘last home’, and consequently to reduce the
number of transitions, such as avoidable hospitalizations. For this it is necessary to improve
palliative care provision in social service facilities. Finally, we recommend that both social
service facilities and healthcare organizations such as hospices reflect on person-oriented
palliative care and the prerequisites for such care, even if the lifestyles of persons experienc
ing homelessness are different to other patients when they reside in hospice settings, such
as their smoking, substance use, complicated behaviour, and sometimes differences in hy-
giene. That is why we recommend both social service facilities and healthcare organizations
to deal pragmatically with rules and standards, so that people experiencing homelessness
have access to palliative care.
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Appendix 1. Search Strategies

Search strategy for Embase.com (April 1, 2016)
/exp = EMtree keyword with explosion, :ab,ti = words in title or abstract, NEAR/3 = words near to each

other, 3 places apart

Search Query Items found
#3 #1 AND #2 899
#2 ‘terminal care’/de OR 'hospice care’/exp OR ‘palliative therapy'/de 2,358,671

OR ‘palliative nursing/exp OR ‘hospice’/exp OR *hospice nursing’/
exp OR ‘death’/de OR ‘dying’/exp OR ‘attitude to death’/exp OR
‘mortality’/de OR terminal*:ab,ti OR ‘end of life":ab,ti OR ‘life
care end"ab,ti OR hospice*:ab,ti OR (bereavement NEAR/3 car*)
:ab,ti OR palliati*:ab,ti OR (limited NEAR/3 life*):ab,ti OR
death*:ab,ti OR dying*:ab,ti OR die:ab,ti OR mortal*:ab,ti OR
‘advanced car*"ab,ti OR ‘advance car*:ab,ti
#1 ‘homelessness’/exp OR homeless*:ab,ti OR ‘street people*":ab,ti 11,028

Search strategy for Ebsco/Psycinfo (April 1, 2016)
DE = descriptors, keywordsT| = words in title, AB = words in abstract, N3 = words near to each other,

3 places apart

Search Query Items found
S3 S1 AND S2 332
S2 ( DE “Terminally lll Patients” OR DE “Advance Directives” OR 145,273

DE “Death and Dying” OR DE “Hospice” OR DE “Palliative
Care” OR DE “Death Attitudes” ) OR Tl ( terminal* OR “end of
life” OR “life care end” OR hospice* OR (bereavement N3 car*)
OR palliati* OR (limited N3 life*) OR death* OR dying* OR die
OR mortal* OR “advanced car*” OR “advance car*”) OR AB
(terminal®* OR “end of life” OR “life care end” OR hospice* OR
(bereavement N3 car*) OR palliati* OR (limited N3 life*) OR
death* OR dying* OR die OR mortal* OR “advanced car*” OR
“advance car*")

S1 DE "Homeless” OR Tl (homeless* OR “street people*”) OR AB 8,750
(homeless™ OR “street people*"”)

Search strategy for Ebsco/CINAHL (April 5, 2016)
MH = keywords, Tl = words in title, AB = words in abstract, N3 = words near to each other, 3 places apart

Search Query Items found
S3 ST AND S2 283
S2 ((MH “Terminal Care (Saba CCC)") OR (MH “Terminal Care”) 170,379

OR (MH “Palliative Care") OR (MH “Hospice and Palliative
Nursing”) OR (MH “Hospice Care”) OR (MH “Death”) OR (MH
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“Dying Care (lowa NIC)") OR (MH “Attitude to Death”) OR (MH
“Advance Care Planning”) ) OR Tl ( terminal* OR “end of life”
OR “life care end” OR hospice* OR (bereavement N3 car*) OR
palliati* OR (limited N3 life*) OR death* OR dying* OR die OR
mortal* OR “advanced car*” OR “advance car*") OR AB
(terminal* OR "end of life” OR “life care end” OR hospice* OR
(bereavement N3 car*) OR palliati* OR (limited N3 life*) OR
death* OR dying* OR die OR mortal* OR “advanced car*” OR
“advance car*")

ST ((MH "Homeless Persons”) OR (MH “Homelessness”) ) OR Tl 6,233
(homeless* OR “street people*”) OR AB ( homeless* OR

“street people*")

Search strategy for Thomson Reuters/Web of Science (May 3, 2016)
TOPIC = words in title, abstract or keywords, NEAR/3 = words near to each other, 3 places apart, Index-
es=SCI-EXPANDED, SSCI, A&HCI, ESCI; Timespan=All years

Search Query Items found
#3 #2 AND #1 1,116
#2 TOPIC: (terminal™ OR “end of life” OR “life care end” OR 4,071,753

hospice* OR (bereavement NEAR/3 car*) OR palliati* OR
(limited NEAR/3 life*) OR death* OR dying* OR die OR mortal*
OR "advanced car*” OR "advance car*")
#1 TOPIC: (homeless™ OR “street people*") 21,929
Search strategy for PubMed (May 10, 2016)
(Mesh) = Medical subject headings (MeSH), (Mesh:NoExp) = Medical subject headings (MeSH) without
explosion, (Subheading) = qualifier to MeSH term, (tiab) = words in title or abstract

Search Query Items found
#3 #1 AND #2 614
#2 “Terminal Care”"[Mesh] OR “Palliative Care"[Mesh] OR 1,797,180

“Palliative Medicine"[Mesh] OR “Hospice and Palliative Care
Nursing”[Mesh] OR “Death”[Mesh:NoExp] OR “mortality”
[Subheading] OR terminal*[tiab] OR end of life[tiab] OR life care
end[tiab] OR hospice*[tiab] OR bereavement car*[tiab] OR
palliati*[tiab] OR limited life*[tiab] OR death*[tiab] OR dying*
[tiab] OR die[tiab] OR “Advance Care Planning”[Mesh] OR
“Attitude to death”[Mesh] OR mortal*[tiab] OR advanced car*
[tiab] OR advance car*[tiab]
#1 “Homeless Persons”[Mesh:NoExp] OR homeless*[tiab] OR 9,277
street people*[tiab]
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Appendix 2. Details of assessments of studies by using the Critical Appraisal Tool

Study

Reviewer 1 (HTK)

Reviewer 2 (AJEV)

Bartels et al.

Davis et al. *’

Hakanson et al.*>?

Hutt et al.*®

Hwang et al."

Abstract and title: very poor (1)
Introduction and aims: fair (3)
Method and data: good (4)

Sampling: fair (3)

Data-analysis: poor (2)

Ethics and bias: poor (2)
Findings/results: fair (3)
Transferability/generalizability: fair (3)
Implications and usefulness: fair (3)
Total = 24 (moderate)

Abstract and title: very poor (1)
Introduction and aims: fair (3)
Method and data: good (4)

Sampling: fair (3)

Data-analysis: poor (2)

Ethics and bias: very poor (1)
Findings/results: fair (3)
Transferability/generalizability: poor (2)
Implications and usefulness: fair (3)
Total = 22 (moderate)

Abstract and title: good (4)
Introduction and aims: good (4)
Method and data: good (4)

Sampling: good (4)

Data-analysis: fair (3)

Ethics and bias: fair (3)
Findings/results: good (4)
Transferability/generalizability: good (4)
Implications and usefulness: good (4)
Total = 34 (good)

Abstract and title: good (4)
Introduction and aims: fair (3)
Method and data: fair (3)

Sampling: fair (3)

Data-analysis: good (4)

Ethics and bias: poor (2)
Findings/results: good (4)
Transferability/generalizability: poor (2)
Implications and usefulness: fair (3)
Total = 28 (moderate)

Abstract and title: poor (2)
Introduction and aims: fair (3)
Method and data: fair (3)

Sampling: good (4)

Data-analysis: fair (3)

Ethics and bias: very poor (1)
Findings/results: good (4)
Transferability/generalizability: fair (3)
Implications and usefulness: good (3)
Total = 27 (moderate)

Abstract and title: very poor (1)
Introduction and aims: fair (3)
Method and data: fair (3)

Sampling: fair (3)

Data-analysis: poor (2)

Ethics and bias: very poor (1)
Findings/results: fair (3)
Transferability/generalizability: poor (2)
Implications and usefulness: poor (2)
Total = 20 (moderate)

Abstract and title: poor (2)
Introduction and aims: poor (2)
Method and data: fair (3)

Sampling: good (4)

Data-analysis: poor (2)

Ethics and bias: very poor (1)
Findings/results: poor (2)
Transferability/generalizability: poor (2)
Implications and usefulness: fair (3)
Total = 21 (moderate)

Abstract and title: fair (3)
Introduction and aims: good (4)
Method and data: fair (3)

Sampling: good (4)

Data-analysis: fair (3)

Ethics and bias: fair (3)
Findings/results: good (4)
Transferability/generalizability: fair (3)
Implications and usefulness: good (4)
Total = 31

Abstract and title: fair (3)
Introduction and aims: fair (3)
Method and data: poor (2)

Sampling: poor (2)

Data-analysis: fair (3)

Ethics and bias: fair (3)
Findings/results: poor (2)
Transferability/generalizability: poor (2)
Implications and usefulness: fair (3)
Total = 23 (moderate)

Abstract and title: poor (2)
Introduction and aims: poor (2)
Method and data: poor (2)

Sampling: good (4)

Data-analysis: good (4)

Ethics and bias: very poor (1)
Findings/results: good (4)
Transferability/generalizability: fair (3)
Implications and usefulness: fair (3)
Total = 25 (moderate)
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Study Reviewer 1 (HTK) Reviewer 2 (AJEV)

Ko et al.#? Abstract and title: fair (3) Abstract and title: poor (2)
Introduction and aims: fair (3) Introduction and aims: fair (3)
Method and data: fair (3) Method and data: good (4)
Sampling: fair (3) Sampling: good (4)
Data-analysis: good (4) Data-analysis: good (4)
Ethics and bias: good (4) Ethics and bias: poor (2)
Findings/results: good (4) Findings/results: good (4)
Transferability/generalizability: fair (3) Transferability/generalizability: poor (2)
Implications and usefulness: good (4) Implications and usefulness: good (4)
Total = 30 (good) Total =29 (good)

Ko et al.®? Abstract and title: poor (2) Abstract and title: fair (3)

Krakowsky et al.?

Leungetal®?

Mac Williams et
al.®o

Introduction and aims: good (4)
Method and data: fair (3)

Sampling: fair (3)

Data-analysis: good (4)

Ethics and bias: good (4)
Findings/results: good (4)
Transferability/generalizability: poor (2)
Implications and usefulness: good (4)
Total =30 (good)

Abstract and title: fair (3)

Introduction and aims: poor (2)
Method and data: poor (2)

Sampling: poor (2)

Data-analysis: very poor (1)

Ethics and bias: poor (2)
Findings/results: poor (2)
Transferability/generalizability: poor (2)
Implications and usefulness: fair (3)
Total =19 (poor)

Abstract and title: good (4)
Introduction and aims: good (4)
Method and data: fair (3)

Sampling: fair (3)

Data-analysis: good (4)

Ethics and bias: fair (3)
Findings/results: good (4)
Transferability/generalizability: poor (2)
Implications and usefulness: good (4)
Total =31 (good)

Abstract and title: fair (3)

Introduction and aims: good (4)
Method and data: fair (3)

Sampling: fair (4)

Data-analysis: poor (2)

Ethics and bias: fair (3)
Findings/results: fair (3)
Transferability/generalizability: poor (2)
Implications and usefulness: good (4)
Total = 27 (moderate)

Introduction and aims: good (4)
Method and data: good (4)

Sampling: good (4)

Data-analysis: good (4)

Ethics and bias: good (4)
Findings/results: good (4)
Transferability/generalizability: poor (2)
Implications and usefulness: good (4)
Total =33 (good)

Abstract and title: fair (3)
Introduction and aims: poor (2)
Method and data: poor (2)

Sampling: poor (2)

Data-analysis: very poor (1)

Ethics and bias: poor (2)
Findings/results: poor (2)

Transferability/generalizability: very poor (1)

Implications and usefulness: fair (3)
Total = 18 (poor)

Abstract and title: good (4)
Introduction and aims: good (4)
Method and data: fair (3)

Sampling: good (4)

Data-analysis: good (4)

Ethics and bias: fair (3)
Findings/results: good (4)
Transferability/generalizability: fair (3)
Implications and usefulness: good (4)
Total = 33 (good)

Abstract and title: fair (3)
Introduction and aims: good (4)
Method and data: poor (2)

Sampling: poor (2)

Data-analysis: poor (2)

Ethics and bias: poor (2)
Findings/results: fair (3)
Transferability/generalizability: poor (2)
Implications and usefulness: good (4)
Total = 23 (moderate)
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Study Reviewer 1 (HTK) Reviewer 2 (AJEV)

McGrath?®® Abstract and title: poor (2) Abstract and title: fair (3)
Introduction and aims: good (4) Introduction and aims: good (4)
Method and data: good (4) Method and data: poor (2)
Sampling: poor (2) Sampling: poor (2)
Data-analysis: very poor (1) Data-analysis: very poor (1)
Ethics and bias: very poor (1) Ethics and bias: very poor (1)
Findings/results: fair (3) Findings/results: very poor (1)
Transferability/generalizability: very poor (1) Transferability/generalizability: poor (2)
Implications and usefulness: fair (3) Implications and usefulness: fair (3)
Total =21 (moderate) Total = 19 (moderate)

McNeil & Guir- Abstract and title: fair (3) Abstract and title: poor (2)

guis-Yonger®? Introduction and aims: good (4) Introduction and aims: good (4)
Method and data: good (4) Method and data: fair (3)
Sampling: poor (2) Sampling: fair (3)
Data-analysis: good (4) Data-analysis: good (4)
Ethics and bias: poor (2) Ethics and bias: good (4)
Findings/results: good (4) Findings/results: good (4)
Transferability/generalizability: poor (2) Transferability/generalizability: fair (3)
Implications and usefulness: good (4) Implications and usefulness: good (4)
Total = 29 (good) Total =31 (good)

McNeil et al.® Abstract and title: good (4) Abstract and title: good (4)
Introduction and aims: fair (3) Introduction and aims: good (4)
Method and data: good (4) Method and data: good (4)
Sampling: fair (3) Sampling: good (4)
Data-analysis: good (4) Data-analysis: good (4)
Ethics and bias: fair (3) Ethics and bias: good (4)
Findings/results: good (4) Findings/results: good (4)
Transferability/generalizability: fair (3) Transferability/generalizability: fair (3)
Implications and usefulness: good (4) Implications and usefulness: good (4)
Total = 32 (good) Total = 35 (good)

McNeil et al.# Abstract and title: good (4 Abstract and title: good (4)
Introduction and aims: fair (3) Introduction and aims: good (4)
Method and data: good (4) Method and data: fair (3)
Sampling: fair (3) Sampling: fair (3)
Data-analysis: good (4) Data-analysis: good (4)
Ethics and bias: fair (3) Ethics and bias: good (4)
Findings/results: good (4) Findings/results: good (4)
Transferability/generalizability: fair (3) Transferability/generalizability: fair (3)
Implications and usefulness: good (4) Implications and usefulness: good (4)
Total = 32 (good) Total = 33 (good)

Nikouline & Abstract and title: very poor (1) Abstract and title: very poor (1)

Dosani® Introduction and aims: fair (3) Introduction and aims: poor (2)
Method and data: fair (3) Method and data: poor (2)
Sampling: poor (2) Sampling: poor (2)
Data-analysis: fair (3) Data-analysis: poor (2)
Ethics and bias: very poor (1) Ethics and bias: poor (2)
Findings/results: good (4) Findings/results: fair (3)
Transferability/generalizability: poor (2) Transferability/generalizability: poor (2)
Implications and usefulness: good (4) Implications and usefulness: fair (3)

Total = 23 (moderate) Total = 19 (moderate)
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Study

Reviewer 1 (HTK)

Reviewer 2 (AJEV)

Norris et al.*

O'Connell et al.”®

Podymow et al.>

Ratner et al.”*

Song et al.*®

Abstract and title: good (4)
Introduction and aims: good (4)
Method and data: fair (3)

Sampling: good (4)

Data-analysis: good (4)

Ethics and bias: poor (2)
Findings/results: good (4)
Transferability/generalizability: fair (3)
Implications and usefulness: fair (3)
Total = 31 (good)

Abstract and title: fair (3)

Introduction and aims: very poor (1)
Method and data: very poor (1)
Sampling: poor (2)

Data-analysis: very poor (1)

Ethics and bias: very poor (1)
Findings/results: fair (3)
Transferability/generalizability: poor (2)
Implications and usefulness: very poor (1)
Total =15 (poor)

Abstract and title: good (4)
Introduction and aims: good (4)
Method and data: good (4)

Sampling: good (4)

Data-analysis: good (4)

Ethics and bias: poor (2)
Findings/results: good (4)
Transferability/generalizability: good (4)
Implications and usefulness: poor (2)
Total = 32 (good)

Abstract and title: poor (2)
Introduction and aims: poor (2)
Method and data: poor (2)

Sampling: fair (3)

Data-analysis: poor (2)

Ethics and bias: very poor (1)
Findings/results: poor (2)
Transferability/generalizability: poor (2)
Implications and usefulness: poor (2)
Total =18 (poor)

Abstract and title: very poor (1)
Introduction and aims: fair (3)

Method and data: fair (3)

Sampling: poor (2)

Data-analysis: fair (3)

Ethics and bias: poor (2)
Findings/results: good (4)
Transferability/generalizability: poor (2)
Implications and usefulness: fair (3)
Total = 23 (moderate)

Abstract and title: good (4)
Introduction and aims: good (4)
Method and data: fair (3)

Sampling: fair (3)

Data-analysis: good (4)

Ethics and bias: fair (3)
Findings/results: good (4)
Transferability/generalizability: fair (3)
Implications and usefulness: good (4)
Total = 32 (good)

Abstract and title: poor (2)
Introduction and aims: very poor (1)
Method and data: very poor (1)
Sampling: poor (2)

Data-analysis: very poor (1)

Ethics and bias: very poor (1)
Findings/results: fair (3)
Transferability/generalizability: very poor (1)
Implications and usefulness: very poor (1)
Total =13

Abstract and title: good (4)
Introduction and aims: poor (2)
Method and data: fair (3)

Sampling: good (4)

Data-analysis: good (4)

Ethics and bias: poor (2)
Findings/results: good (4)
Transferability/generalizability: good (4)
Implications and usefulness: fair (3)
Total = 30 (good)

Abstract and title: poor (2)
Introduction and aims: fair (3)

Method and data: poor (2)

Sampling: fair (3)

Data-analysis: very poor (1)

Ethics and bias: very poor (1)
Findings/results: poor (2)
Transferability/generalizability: poor (2)
Implications and usefulness: poor (2)
Total =18 (poor)

Abstract and title: very poor (1)
Introduction and aims: poor (2)
Method and data: fair (3)

Sampling: poor (2)

Data-analysis: fair (3)

Ethics and bias: fair (3)
Findings/results: good (4)
Transferability/generalizability: poor (2)
Implications and usefulness: good (4)
Total = 24 (moderate)
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Study Reviewer 1 (HTK) Reviewer 2 (AJEV)

Song et al.®’ Abstract and title: good (4) Abstract and title: good (4)
Introduction and aims: good (4) Introduction and aims: good (4)
Method and data: fair (3) Method and data: good (4)
Sampling: fair (3) Sampling: good (4)
Data-analysis: fair (3) Data-analysis: good (4)
Ethics and bias: fair (3) Ethics and bias: good (4)
Findings/results: fair (3) Findings/results: good (4)
Transferability/generalizability: fair (3) Transferability/generalizability: fair (3)
Implications and usefulness: good (4) Implications and usefulness: good (4)
Total = 30 (good) Total = 35 (good)

Song et al.®® Abstract and title: good (4) Abstract and title: good (4)
Introduction and aims: good (4) Introduction and aims: good (4)
Method and data: fair (3) Method and data: fair (3)
Sampling: fair (3) Sampling: good (4)
Data-analysis: fair (3) Data-analysis: good (4)
Ethics and bias: fair (3) Ethics and bias: fair (3)
Findings/results: fair (3) Findings/results: fair (3)
Transferability/generalizability: fair (3) Transferability/generalizability: fair (3)
Implications and usefulness: fair (3) Implications and usefulness: good (4)
Total = 29 (good) Total =32 (good)

Song et al.®® Abstract and title: good (4) Abstract and title: good (4)
Introduction and aims: good (4) Introduction and aims: good (4)
Method and data: good (4) Method and data: good (4)
Sampling: fair (3) Sampling: good (4)
Data-analysis: fair (3) Data-analysis: good (4)
Ethics and bias: good (4) Ethics and bias: good (4)
Findings/results: fair (3) Findings/results: good (4)
Transferability/generalizability: fair (3) Transferability/generalizability: fair (3)
Implications and usefulness: good (4) Implications and usefulness: good (4)
Total = 32 (good) Total = 35 (good)

Song et al.®' Abstract and title: good (4) Abstract and title: good (4)

Tarzian et al.”

Introduction and aims: fair (3)
Method and data: good (4)

Sampling: good (4)

Data-analysis: fair (3)

Ethics and bias: poor (2)
Findings/results: good (4)
Transferability/generalizability: fair (3)
Implications and usefulness: good (4)
Total =31 (good)

Abstract and title: good (4)
Introduction and aims: fair (3)
Method and data: good (4)

Sampling: good (4)

Data-analysis: poor (2)

Ethics and bias: fair (3)
Findings/results: good (4)
Transferability/generalizability: fair (3)
Implications and usefulness: good (4)
Total = 31 (good)

Introduction and aims: good (4)
Method and data: good (4)

Sampling: fair (3)

Data-analysis: good (4)

Ethics and bias: good (4)
Findings/results: good (4)
Transferability/generalizability: good (4)
Implications and usefulness: good (4)
Total = 35 (good)

Abstract and title: good (4)
Introduction and aims: fair (3)

Method and data: good (4)

Sampling: fair (3)

Data-analysis: fair (3)

Ethics and bias: fair (3)
Findings/results: good (4)
Transferability/generalizability: good (4)
Implications and usefulness: good (4)
Total = 28 (good)
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Study Reviewer 1 (HTK) Reviewer 2 (AJEV)

Walsh®® Abstract and title: very poor (1) Abstract and title: very poor (1)
Introduction and aims: good (4) Introduction and aims: good (4)
Method and data: poor (2) Method and data: fair (3)
Sampling: poor (2) Sampling: poor (2)
Data-analysis: very poor (1) Data-analysis: very poor (1)
Ethics and bias: good (4) Ethics and bias: fair (3)
Findings/results: fair (3) Findings/results: fair (3)
Transferability/generalizability: very poor (1) Transferability/generalizability: poor (2)
Implications and usefulness: good (4) Implications and usefulness: fair (3)
Total = 22 (moderate) Total = 22 (moderate)

Webb® Abstract and title: good (4) Abstract and title: good (4)
Introduction and aims: fair (3) Introduction and aims: good (4)
Method and data: good (4) Method and data: good (4)
Sampling: poor (2) Sampling: fair (3)
Data-analysis: good (4) Data-analysis: good (4)
Ethics and bias: fair (3) Ethics and bias: fair (3)
Findings/results: fair (3) Findings/results: good (4)
Transferability/generalizability: poor (2) Transferability/generalizability: fair (3)
Implications and usefulness: fair (3) Implications and usefulness: poor (2)
Total = 28 (good) Total = 33 (good)

HTK = Hanna Klop, AJEV = Anke de Veer
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Appendix 5. Overview of topic-lists used for semi-structured (group)
interviews

Semi-structured group interviews with attendees of MDMs and training activities
Process of organizing MDMs and training activities

Start and progress

Establishing contact and collaboration

Role of consultant
-+ Appreciation of meetings attended

Perceived added value
Of topics discussed
Of MDM or training for professionals and patients
For daily work and competences
Contribution to identification of patients with palliative-care needs
Contribution to quality and timing of palliative care

Maintenance and suggestions for improvement
+ Advice for consultant/trainer
+ Advice for other regions

Semi-structured individual interviews with managers of the organizations involved
Process of consultations, MDMs and training

Start and progress

Establishing contact and collaboration

Facilitating the consultant

Collaboration with other organizations

Perceived added value
Of consultations, MDMs, and training activities for own organization
Of consultations, MDMs, and training activities on palliative care for the homeless

Maintenance
Future-proof financing of activities
Ownership of activities

Semi-structured individual interviews with the consultants involved
Description of current activities
Consultations, MDMs, training activities
What works, what doesn't?
Collaboration with other professionals in palliative-care provision
What helps, what doesn't?
Needs of care professionals
Strategies to involve other professionals

Implementing the intervention
Minimal effort to let the intervention work
Most useful elements of the intervention
Missing elements
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Appendix 5. Continued.

Added value and effectiveness

+ Perceived achievements of the intervention
+ Through consultations, MDMs, training
+ On quality and timing of palliative care
- On collaboration
- On competences




Appendices

188

(z 8ujutpay) , uIpSD 35/2 AUOAWIOS 0] Y2Nq Y1 SSDd 0]

[A315] ur 243y 3jdoad 4of 4a1s0a S 3] 01 420G NOA SulLI3fa. 34,am ‘Ou
‘I1am “Aps Aaya pup aJay3 08 noA uayi puy "aJayi o8 AjjpaJ pjnoys
noA ‘sn yum op 01 uiyiou s,10y1 Abs ajdoad 1041 ‘Uaddoy saop
AJ21nj0SqD 1041 ‘S3A oA 10y YUIYL | pUY YNSaJ b sp 150d 03 Jpjjid
wouf paaunys 128 noA sawinawos puy ‘suojido ajqissod ayl Jjo Uy
150/ 128 ua1fo noA uonsanb difinads o aaby noA Ji ‘[A1d] ul sauyd
-13sip pub suondo Aupw ay3 || Jo asnbiaq Ajasiaid yuiyl | ing,
(£ 1Y) uonuaalaul ay) jo uondope

Japuly Aew ajdoad ssajawoy 10} 2182 Ul paAjoAUl Sal3Jed |eu
-191%3 Auew 003 03 anp ‘safljigisuodsal uo sapijod Jeapun

(G wpINSU0D) , yanw uaddoy 1) 23S

,uop noj ynaffip 1snls,ay [+] ‘8uiya jjows b yans s, Aom auwos uj
pajiwi) a3nb si [3103 aA13pj0d] 2103 341 10Y3 120f 3Y3 S, HUIYI |,
(5" 1LyD) 21doy

MmoJieu pue uofiejndod ||ews e suJaduod aled aAlel|ed se
UOIIUDAIDIUI BY) JO 98BIUBADE AIIEB|DJ U] INOge SUJ9dU0D
(1 eNsu0)), apIspaq s,uanod ayi 10 sdoyiad

S,1043 3J3ym u10d D 2w 03 pjnod 343y Ing Uadod uo 1uapIsal 3y}
92s Ajuo noA as4nod Jo asnolaq ‘a4am 31 so Uadpd uo a2iApDo |10
S,21 UaWoW ay1 1y “1ujod awos 10 1Ua10d 3yl 10 00] pub 08 noA
aJaym 8ujy12Wos 03Ul 310U MOIS pINod 31 UISoWI UDI | ‘WYSJY,
(¥ 1¥D) SUOIIBINSUOD SpISPaQ Ul JUR}NSUOD

31 28e8uUa 01 PaaU 3yl S|23) SUOAISAS 10U SE PIA|OAUL S|
-uolssajoid ay3 ||e Aq paz|ug0da4 30U SUOIIR}NSUOD JO Jljauag

(€ Ja8pUDY)

' 2IYMAIBAS Ja10UD 3UO 133U NOA AjjDIISDQ ‘|jaM pup J3y0uD
U0 Moy AppaJo NoA subaw 10yl oS “[a21dsoy] pup [UoNDZIUDS
-10 181J3yS] pup [U0/IDZIUDSIO 43)[aYS J3410] WO SaAIDIUSSaIdaI
SO Jjam Sp ‘Sujyy Jo pupy 1oy pup ssunsaw 123foud ur 1upd 303
[uonbzIup8I0 132JayS] puDL [UCIIDZIUDSIO J33jaYyS JaYy10] pup [22id
-soy] y10q oS “[£115] Jo a3snp3aq 45419801 Usaq p,am 0S “asnplag,
(9'1¥D) uonuaaIaIul ay1 1dope Ajisea ued suopezjuesio Jsyio
Suoule yJomiau e aney Apealje oym sjeuolssajold 1eyl sueaud
3}Jomlau S|euolssajold Ul sSuppeaw Jengdas Sulsixa-aid
(z 1280UDW) , 24N1DNJIIS D

oY APDaiip aM 0S "SYILOW OM] IO SYaaM XIS AIaAa 3IUO dADY am
Y21YM "A4apja 3jqnJauini ay 1o Waw 10Y1 pup SUoIssnISIp WAaw
aADY aM Uapjoy 321190.4d 3y SI 10120 192.41S] aJayM 35.Nn03 J0 31
04d 1041 poY am 354n02 Jo ‘dnias o poy Apoaljp am oof ‘WYslY,
(£71¥O) uonuaAlalul 8y} jo uondope Ases saiell|de}
SJNJDNJ3S pUE SUOIIRJIOQE||0D [2D0] O P.J0|1eI UOIUSAIIUI UY
(100g80/

uojpuaWadwWy) , pIo UOJIDSIBAUOD U3PIaT ‘3J0IS 3dupuliofiad
aAnbyyod ‘Aipip wordwAs 1yaain ‘waof Suiuupid 2103 2dUDAPD
QUIJ 43I0 WAy Papadu ays asnpIAg Sj00} [Iupynsuod] 1uas,
(Z' VD) SaIARDe UOUBAISIUL Ul 318D dAl3el|ed

97/3910U0 S3UP}NSU0D sdjay S|001 34D aAel||ed JO UOISIAOI]
(Z ub3nsuod) ,sak 1oya Jof

J3Y10UD 2U0 Paau NoA 1ySIy ¥J0M 3] SaDW 10Y1 YUIYD | OS 340
aANDJjI0d 0] SAUI0I 1] UdYM 3S11JadXa aADY 0p | INg "3S11Jadxa Jo
034D U3y AJ|DaJ S| 1DY] — SS3[aLIOY 3] 0] SAUI0D ] UBYM 3511430X3
ou 01 3/231] 2ADY Aj23ulfap | 10y1 4D3JD 303G SHY 10Y1 YUY |,
(1'Ly(0) UoneI0qe||0d 10} Pa3U aY1 [93) WAyl Saxew ydiym 1iod
-dns jeuonippe 1o} A1iolud pue pasu e aaleduad s|euoissajold

SunLs 1IN0 7

Sonsi1deIRYd
uonuaAIIUl | uondopy

sialiieg

siojeyjidey

ulewop ¥4  ulewop W1v-3y

sujewop Y|4 ulew pue syuawa|d NIV-3Y Aq paziues.io ‘siole

e} pue sialiieq Jo M3IAIIAQ

sujewop y|4) urew pue syuawa|d NIV-3Y Aq paziuesio ‘siojelijide) pue sidLiieq Jo M3IAIBAQ 9 Xipuaddy



189

Appendices

(8 428pUDY),,10IA SIY1 JO 1015 Y1 10 UIDSD U0 240NbS WO 1I0IS
AjjpaJ noA os ajdoad mau aiow aapy noA uay uIpSD paziup8i0ai
108 W3y ajoyM N0 UaYI ING dUOAOS dADY PIP dM ‘| "WD3)
ay1 U dn pax1d S138 31 24NS SAYDW 0S[D OYM puD a8IDY3 3XDI PUD
2 yum [p3p upd oym uosiad 3j8uis p Jujoddo 01 pasu Ajjpat apm
'00] ‘Salljiqisuodsal pup jauuos.iad ul sagunyd ayl ||o Jo asnpiag,
(E1'1LY0) pJBY JUSWWILIOD [rUOIBZIUBSIO 9Xew uollez
-luegJo Joj sy1dadsold a1ninj aJndasul pue sagueyd Jjeis Aueiy
(7 JupINS

-u0)) ,8umas a4,noA so yanw so s,1041 WS puy ,I3YI0IM 34}
Japun 11g o s,u0sJad ay/, ‘Sujaas a4, Aay1 S 11 10yM Aj120Xa 9 ayl
1121 3,up3 A3Y1 1Nq U0JI01011213P D 110024 A3y1 “Jjam “110da. 3,uop
SJ0SINJadNs SuIsnoy PaJaljays 10Y3 S wajqoad ay [] 210] 001 o)
pad110u 198 A2y 10 ‘padnou 128 1,uop ajdoad Aym pubisiapun uod
| /oM ‘4D D 01 3 uip|dxa 3,und NOA JO ‘3XD] 0] UOJIID JDYM MOUY
2,U0p NoA pup 23s noA 1oym Ajpo0xa spiom oul nd 3,und noA 1ng
8Un0J01I312P S,2U0WOS ‘935 NOA 1DYM SPJom 01Ul 1nd 3,upd NOA Ji
3snpaq 3402 aA1LIjpd 1NOGD dSPIMOUY Y2 dADY I,U0pP AjUID1I2 |,
(T11vO) 3411 Jo pus

91 Je 24ed 91enbape Japuly S9JIAISS [BIDOS UIYIM 2D 2Al}
-eljjed Suipinoud pue 8uissnasip ‘8uiziu8odal Ul S||S paliwl
(1 4a8oUbYY),, ") d2UDYUS PINOI 1 [0 20 ISDI Y} 3G 0} DALY 1,USIOP
1043 YUIYI | SDAIYA “2Ual3 Aw yum diysuoiinjal Aw Jof poq aq
pjnom 3j 3snplaq 1oy1 1noqo Sujyrfup op o3 Sujos ou wi, pup
Apoq ay1 yum op 01 5,21 102IsAYd S,21 ‘ou :pauDW Jo pupl b ULfO
0S/D S,3/ "2 1N10qD SujyIWOS Op pP/Noys noA ‘djdwipxa Jof A1uip
U128 s1 2u0aUIOS 39S NOA 1DY] SAWOI JUWOW Y] UdYM aSNDI
-3q — 1/ 235 01 WDLM 1,U0p A3Y1 U Jo 110d 0S[D S,10Y1 YUIYL | 3SNDI
-3g — SaW0D JUAWIOW 3y} UdYM 1by1 00} 33S NOA puy "00} Aipds
1 pulf A3y “ssauisng siyi ug jou Aidwis s 123dso ajoym 0y,
(L1 1YO) uonuae ssa| 5198

9JBD DIBWIOS 3[IYM ‘948 [BIDOS UO PISNI0) U0 aJe Uo|siroid
92IAJIS |BIDOS 10} UO[IEZIUBSIO 93U UIYIIM SSN|EA PUB SWION

(z upyNSu0)) ', 4a410uD
aU0 1WaWa|dwod am 1ng 10/ |nfmb ub mouy noA pup 10] |nfmo uo
mouy |, AbS 0S| UDI | *4aYI0UD U0 1WAW|AUIOD IM MOY S,10Y]
pup 3jdoad ssajaLioy 1nogo 3iq b Mouy NoA pup 3103 aAnpyd
1N0qD 11g b Moy |, ‘Abs sAbmjo | 3SNLI3q Sul100f JbNba UD U0 S,1,

(01 1vQ) uoneiadood |exoidpau

pue |enba SuipieSal sjeuoissajold paAjoAUl JO SMAIA paleys
(uoi8ai N ‘Waw) ., ansod aq Ajuo uod

10y3 suonnjos pulf Suidjay s,oym auoawios 10a.8 yo, ysnoyl |
0S ‘dulw s/ $355220.d ay1 Jof Aj1gisuodsas a10wian ay1ang || 10
puUN0JSYIDq SUISINU D dADY 3,U0P | 1DY1 10 423334 S,aYS "sdbyJad
X2/dwo3 240W 4apD0.q S aS0X0d 3]0YM a4 ‘SaA “SaSDISIP JOYM
SMOU3 aUOJD PJOT pub UOI2IPPL pub 3jdoad SuiaSo yim auay
Ajjp12adsa ‘dnous d1fipads o yum 10y3 paau Ajjpat noj 4ayiadol
Spliom 1aJaJJIp asoy) sSulq ays [] -awoy Suisinu ayy 03 Sujos
j0U W,/ *AjpIN0IADYAQ 0S| PUD “*38DIS |DUIUWIIB) a1 Ul AjjDa
SOM OYM dUOAWIOS YUM [Z UOIDIO[] 10 PIAJOAUI SOM dYS MOUY |
(6'Lv0)

J31Sea uol1eIoge||0d sayew uoieziuegio 3unedpnied syl
ulym sangeajjod Suowe aJedyleay poog Uo UOISIA paJeys
(s 4aSouppy) ,'sn Jof

1DYMaUIOS Sa8UDYD 00] 303 IDY} 2SNDIAG “NOA UO |10 [|,oM “IUdP]
-S4 S|y2 ADY M [jam Abs upd NoA puaiio 01 aAby SADMID 1,USa0p
[uDn}INSU0d ay3] 3YS puy IUDIIOAW] 210 YIIYM ‘SNAWN Y1 Suippaq
W3 JubyNSU0d D 8ujsn Salf1ads os|o 3y puy 3403 ay1 UL
2D1S Aj2101p3atw] pub ‘3sinu 10 J3.4nd b So Jjays ayl [fo dowpoo
Jadoud p 301 ubd NoA 1Y ‘Mouy 1,uop noA 10yl AbS noA 10y1
‘sisouspip-a4d v 4o [3f) Jo asoyd [pulf] SISOUSDIP Yl UAIS UG
DY OYM SIUBPISaJ 10J dDUIPDOI PapPaqUId UD dADY aM DY oM,
(8°1v0) uonuaAlaul ay1 ul dunedipied uopneziuedio

AU UIYIIM (sanljigisuodsal pue) aled aaljeljjed Jo 21noJ Jes|d
e 01 3NP MO|PIoM 3UNSIXS UIYIM 3|qIredwod S UolUSAISIU|

Sunias Jauu| g

sialiieg

siojeljidey

ulewop Y|4  urewop WIv-3y

‘panunuo) g Xipuaddy



Appendices

190

(3yo0q8oy uonbIW

-3/dwiy) , wiajqoid b sp 11 23S 1,USa0p aN8P3Jj0I Y[ 23I8D 1,U0p
M 2JaUYM UOJIDN}IS D U] 3IAPD J10f SYSD an80ajj03 b Uaym Ay2111,,
(Z°1Y(O) UOPRUSAISIUL 3Y3 JO SN J3PUIY PINOd paisanbal s
UOIIRINSUOD B UBYM SMBIA JI9U] Ul S3DUSIYIP ,S|PUOISSD)01d
(g upINS

-Uu0)), u0NuUNL aJ0wW 1 piod aApY pinoys am sdoyiad pub uipSo
pauaddpy 11 ‘yo xyuiya nok os ‘siaduif snoA ysnoaya says 11 Ji so
523/ 31 sawaWOs ‘suaddoy [Y10ap Waujwwi 40 yI0ap] 3l JI puY,
(E7°1Y0) UOIIUSAISIUI 3U] JO 3SN puUe 2.ed aAlel|[ed Jo uolied
-J1IUSPI Japuly Aewl sjiys aJ4ed aAneljed ul Aedila-4|9s Mo
(oog8oj uonoiuawajdwiy), uoiIIU

-NWIWod Jo Sauy 12241p ‘SIUaWa3I80 Jadoud ‘Yum 3iom 01 an3pa|
-/03 350/2 D ‘SIN0OY 3|qpJIAD ‘Sl aw} SulpipSal ajduinxa Jof
A0y 40 1oddns yonw SuinS 10U SI saSoubw S[aaf 1UpYNSUO)D,
(71 1vQ) 1oddns a1 8uniag ale Asyy |99) s1ueINS

-U02 sayew Juawaseuewl Jo JuswageSus pue 1ioddns pawi]

(1 UDYNSUOD) , WY1 3SOJ
pInom | yulyl | uaya ‘uaddoy o3 paau s3ujyi Jo spupy Jjo Abs puo
343y} pupIs SNoLas b ayby | J1 oS [] ‘Sujyrawios op 01 aAby A3y}
Uay1 ‘Jjam ‘asnplaq wayl Jof xajdwiod sawodaq 1 yuiyl | -suiyafuo
0p 03 2ADY 3,UOP | 'sNIDIS J0IN311i0d AUD aADY AJjDJ 3,U0p | 35IN0I
Jo “3jifoud moy Alipf b yim 343y punos o8 noA 1oy3 Ajjpaisog,

(LL'LvD) spasu

J1943 03 SUIpJ0d2E UOIIUSAIIUI 3Y) ydepe 01 sjeuoissajold ayy
sdjay epusSe UMO J13y3 IN0YIIM JUBIINSUOD 3jgeydeoldde uy
(G qubyNsuo)) ,uo 8ujo8

S,10UM S,0041 A3y XUIY) pUD UOIPUOD IIDWIOS S,2U03OS SIS
11125 aYs pub udas aA,| Suiyafiara Aq paippnu Ajqipaloul au03aq
Appa.ip spy aAadsiad [paipaw Aw ‘25102 Jo aw ubyl aA123dS
-13d |p2jpau b Jo aiow uaAa Sby uosiad 1oyl Aay Suifos Ajauinuas
a0 A3y3 ‘[aup1nsu0d Jay10] yium diysiauriod Aw uj a3s | 0S puy,
(91'1YO) Ju212dW0D S| JURYNSUOD 3y} |93) S|euolssajold
S9Xew JUBINSUOD [BNPIAIPUI JO 93P3IMOUY PUE S||1S [EDIP3IA
(1 4280UDW) 2103 2A10110d 1NOGD D1ISDISNYIUD

Sumag wi,), :Auunfaynb punof | uiyaauios pios uars aH °,A403s 1no
/21 01 138 aM 10y ‘P3IJI0U PUD 0) PAUAISI| 198 M DY, ‘PIDS 3H,

sjen

(S1'1V0O) 2482 aAneljed pue uonuaAaIul ay) Suipiedal -pIAIpul JO SO
POAJOAUL S|eU0ISSD)04d Y] JO WISLISNYIUS PUB JUSWIIWWOD) -S1uaideleyd)

sialiieg

siojeljidey

ulewop Y|4  ulewop Wv-3y

‘panunuod g xipuaddy



191

Appendices

<

(€ 3UDYNSU0) 2403 JO 21235 0UL 1043 U] 10/ D
sdjay 1041 Uiyl | puy ‘yop04ddo patojivy 33 03 pual NoA a1aH
‘8uoj os Jof Aom 10y1 31 Suiop Uaag annNoA asnplag 10yl op NoA
moy 1snf s,20y1 pup “j030304d D UO 210w SSuIY1 3SDG NOA 24a4yM
‘2402 aWI0Y-8UISINU 1D|NSaJ a4 01 JUaJ3[JIp 24,9M YUjy3 | puy Apoq
-A1aAa 10f 1aJaffIp 5,11 1042 MOuy am asnplag *|od0104d D ‘pibp
-UD3S D S| 8UjYI0U ‘s3sinu Jno Jo 1aspujw Uado 3yl AjjpaJ os|p 1ng,,
(0Z'LY0O) 182 aAnel|jed 1o} paleAjlow aiow

way3 xew sdjay sjeuolssajoud jo spninie pue 19spulll uadQ
(€ 3up}INSU0D) , 43y 40f anss| up 1ou

S5,U0020N}IS 1042 ING "SIY1 S3Z1)03J 2UOAIAR ‘2.1nS “Mouy NoA ‘3pisino
s,y aw AJara wiy y213f pup 08 pinoys noA 10yl Hunip apisino
pUNOJD YoM 0} WIY 40f D3PI POOS b Y2NS 10U S,2] ADS UL NOA ‘2INS
1by1 ujuosanb Uy ujod ouU S,3Jay41 10Y1 MO SI0P [JUDINSUOI]
aYs [] a21nJas yaypay Jojndat ay1 ul dnoJs§ dif1pads uno yum aio
swajqold aya 1oym uipjdxa 03 YndLfip 0S 3 SaYOW IDYM S,104 ]
"9NSS| UD 3,US] 1DY] DY) OP 1,ubd NOA IO “'S|Y1 Op ,upd NOA LAY}
‘ou *"auIp303 Suisn s,3y Ji ‘Jjam ADS Oym S10100p 3ADY OS|D NOA,
(61LvO) sje

-uoIssaj0.4d |e1D0S 40} 1dope 01 J91Sea UOIUSAIRIUI 3] Sy ew
uopendod sSajaWoY 3yl YiIM Jeljiude) S| OYM JUBINSUOD
(G Jup1INSU0)) 10/ D DY 230i224ddD Ajjpas A3y1 10Y) pulf | uay |
c8uiyafup yum wayl djay | upd ‘sauauidolarap mau Aub aJayl 2o
‘§Ul08 24D SSUIYI MOY XSD PUD ‘00 SAWIII UaamIaq wayl auoyd |
JI puy 31 310103.1ddp Ajj0a. 3jdoad 1oy1 puif | puy Siya a1 jjam Aian
520811 pulf | W8Iy Y81 ‘W Yaim SUojb SauI0d 3ys 40 1041 1N0qo
paspajd AjjpaJ SAom|o s,a4S 40SIAIadNS SUISNOY Padaljays ayl Yim
11 8u123.18p 431fp ‘Wiayy uo uy dodp | oS “Jjam Sujop 3,uaJp 3snf oym
‘Abs s,29] 1n0qp palliom AjjpaJ Wi, sauo aya ‘ajdoad ajqoiauina
150W 2y uo uy dod 03 211 0sjp | “fjasAw uoRLIO] Y1 USIA | JI pUY
[ 'suonni0o] ay1 yum 190302 Asoa Ul Suidaay Ajdwis 5,101 ‘Saj,
(81'1Y0) JUBYNSUOD B3 JO 1UBWBA|OAU| 3Y1 03 1depe

01 sjeuolssajoud Joj Jaises 11 saxew ydiym ‘sSunassw Aseund
-SsIplNW Ul a1edpided 1o Suiulesy azjueglio ‘'suoiie}Nsuod
a1e11ul AloAloeold oym syueynsuod Ag paiell|iey st uopdopy

sianeg

sJoleyjidey

ulewop ¥14) Ulewop NIV-3d

‘panunuo) g xipuaddy



Appendices

192

(yooq8oy uonpuawiaiduil), sasniioys [fois pun sAopljoy Jo asnod
-39 SNojIquID 003 3G 01 N0 SUJINY JdQUIIARS Ul SUI1IDIS *S3J0J JIay]
1N0QD YUIYY M Siaquidt dnodn "andoA 10yMaWOS [113S [ID S,

(Crat/e)
sienpialpul 1ejudoidde SuiSeSus pue Suiuueld sspadul suoly
B OJUl SUOUIUI pue ueld YJom ay1 SUlIISAUOD YIIM SaNSS|

(/ 428pUDW),, ADS OM JJDYS AWDUS UOUWILIOI D 2ADY 0 PIau Jo puly
|10 NOA sawiawios “djay Ajaaulfap und 31g p J3y0UD U0 SUIMouy
3uIYa | -230J Aup 10 asodund infasn AjjpaJ b aAbY SSUaW WD Y]
102 SuImouy Jayaoup auo Uy 3snJ ‘sak puy ‘siapiroid a1 ay)
ul A1nunuodsip Jo 10] b 335 0p NOA W) UID1IAD D YUIYL | WYSIY,
(¢’ LyD) uohuaAIIUl DL

3uisn uy Ja11aq 21eJado0d Jaylo Yyoes Isnii oym S|enplAipul
(G UDYNSUOD) , 3ZI|D3J NOA UDYI MOY-MOUY 3JOW dADY

YSjw noA A3y :30y1 23031UNWILIOD OSID UDI NOA 1DY1 OS SSAUIDMD
10y1 dojarap 01 poos s,3] aspd Jpjn2j1iod o Jof 2.5ap UjDIIAI
D 0] 001 aADY SJaPIA0ID 340D JaY10 SUjYIdWOS 0SjD S,10Y1 Aoy
DUIYY dW SaYDW IDY) 22U212dWI0I SNODSU0IUN SIY) S,249Y] “dl
Ul padojanap sby ssauaIomp 10 [ JU1aduiod Ajsnojpsuodun som
| sdoyuad “Aay :1no putf noA o pup noA aypw sdjay 003 10y,
(1Z' YD) Suiules| pue 8undayal

01 uado s|enpIAIpUl SaeW SSUILIODII0YS [|IYS JO SSaudiemy

$S3201d 'S

sialiieg

siojeljidey

ulewop Y|4  ulewop Wv-3y

‘panunuod g xipuaddy



193

Appendices

(z up3Nsuo)) ,'3)qIssod so ainjd

0 239/dw0d sp 198 ULd NOA oS suonsanb Y81 ay1 s 01 SI Uayl
a8uajbyd ay1 0§ LIS Y1 JO SaAIS L0IIDYNSUOI ay1 §uISanbal
uosJad ay1 10y3 24n121d 3y uo apuadap sAomip 310 noA 10yl
IOMD 0S 43 3.0 NoA [uojonsuod auoyd o yium] [] wanod
D 235 01 221U ‘Aj21043q11ap SIY1 ADS | puDp ‘321U SADMID S,31 %007,
(£7110) uonuaAJIaluUl 8Y3 Ul papulUl

SB SJUBWISSASSe UMO J1ay3 Sup{eu WoJj JUrINSU0D 3yl SIUSA
-24d sanijigissod UonLRINSUOD 3PISPaQ JO 3sN paiwl| SueN
(UoI3aY N 'WAN) . udym pup Ajpooxa

0p 01 SujOS 24aM dM IDYM MO AJ1D3J 3,Upip M !SUOJIDINSUOI a4
dn 8u403S 2110042 3G b SOM 31 JaquiawiaJ | SujuuI8ag ay1 10 ‘IjaM,
(9°110) uonuaiUl 8y jo Axajduiod

panl@2Jad ay) sasealoul AjaAneSau JuelNsuod Jo 9|0J J1esjdun
(uoi8al N ‘Waw) .,z 01y wodf Jo ppaisul v 01 7 woif 3uam Jo
puUIY 3 U0 ON ¢1ySnoy am AomAup asoyd [puuial ayl Ui Som
oym ‘upawi | ~*saspd jpnpilpul Jof uj Jay 8uliq 01 8ujo8 noA aip
“Jay3ja Mouy ,Upip | ‘8ujop 3q 01 pasoddns som ays 10ym Aj120x3a
mouy ,uplp 3jdoad pup ASSawi 11q D [jo SOM 3 ‘pua ay1 Ul I0Y]
uo pasbg upjd b apow puy ‘op 01 U108 a4am am 1oym Apiqnd
pauipjdxa pub Sunasw wna} 3y 01 SUOJD 30D 3ADY PINOYS 3YS
[] 'sawawos sAbjap awios aiam aiayl Aym s, 1041 ‘pubyaiofaq
Apuaiaffip 1 pasunouun a3Aby pINOYS 3p) 10y UID3] 01 POY M
'SI 3403 aA1DIj0d 10YM S,1043 0S Yy IySnoyr noA ubyl aJop,
(9'Lv0) uoneziu

-e810 UIYIIM UOIUSAISIUL JOJ 21N0J uoneluswsa|dull Jespun

(€ UDYNSUOD) ", /]oM OS SULYIOM 1,US] dUO 10Y1 OS

Y0, 10 ,D3aP] UD 3q P[NOI UODIIPAW IDY] YO, YUIy2 2gAbW puD
‘00] 1/ 10 00| 0SD UDI 103I0P AY1 ING ‘SUOIIUBAIIU] SUISINU Y]
Jofaping o sb 3j1f 3y 01u1 1YSI0J1S O UDI Y2IYM **110daJ 10dwi0d
403J2 AJjpaJ sjy1 sadanpoad SAbmib ays uay ¢uonnIpaul 10yl Jo
JUIY1 103120 ay1 pid ¢10y3 Jo yuiyr nok pip ‘11 a1 31 op noA
pIp 1042 8ujop NoA 210 Moy ‘suoiISanb aJow puD 3JOW SKSD dYS
uayy Aom siya 3 ujop ai,am Aym pup Suiop ai,om IDYM I3y |13
| ‘uoipNYS ay1 Jo y212%s D NS | B 10801l A|jpad ays Aq
SIY2 Sa0p AYS puy ¢SIY1 2304q1p3 noA pip “‘wiod jupliodwi up s
Sy quiod wpjaoduwiy up si syl 317 U3y wolf uondinsaid Jo pury
0 198 Ajjpas noA 0s “Aom 01022015 AJaA siy1 ul dn 1 SdUIM 3YS,
(Z'110) suopeynsuod

Sunuswa|dwi ul sdjay Sujuoisanb painidniis ,SIURNSUOD
(U0I82Y & ‘WA, Abs s,23]

‘U01320 3XD1 01 J2ISDA 5,31 0S PUD UBLJO 30U UdAS 1IDIUOD U] 21D IM
MOU 2JOW UdAS J3Y10 Y203 39S aM WYSJY "“"MOU 10Y1 IADY oM pu,
(1°110) s|euolssajold 92|AI3S [BID0S pue

S|euo|ssajold aJed aAlel|jed UaamIag UOJIBIOgR||0d 9Z|[euliou

(Sululey 'sN@N ‘suonelnsuod) sdunaaw [edisAyd uanbal4 uolUBAIRIU| (|

SonsisdeIRYD
uoneuswa|dw

sianeg

sJoleyjidey

ulewop ¥14) Ulewop NIV-3d

‘panunuo) g xipuaddy



Appendices

194

(Z 2UDIINSU0D) '3l P,NOA UDY1 JaSUO] 31G D 4001 SaLUIOUWIOS
10U "32IAPD 3Y1 1SNIpD 0] PaaU NOA JaYIdYM 1O PAYIOM 3] JdYIdYM
Jpay pup 00} dn-mojjof aya op noA Ji 2sinod Jo ‘Aluado.d oo
-/NSU02 INOA 312/dW0I PINOM 10y 3UIYL | 3]GDINS SOM IO PIYJOM
AJAPD 31 JO UOJIDINSUOD 3Y JYIDYM LI} 1I0YS dU4 UJ 3O puLf 01
'24nssa.d siom ayy Jo asnpaq 1snf ‘sawnawos yndiffip s, nq [
‘[pJ1oM Sujsinu SSajaWIoY a3 UO JUDINSUOI] Y3 IM 1IDIUOI dY) WOLf
Jpjjjupf 0sjo SoM 10y 1Nq ‘SauawWos Ay211 som dn-mojjof ayj,

(L1'LI10O) 3|gissod skem|e 10U Sem UOIIRINSUOD dN-moj|0} v

(v uoiSai ui Sujuinay) , Aud jpas o 10Y1 punof

| pup ‘awi fo 100 uns poy am asnolaq Ajdwis paddpys som aspd
3J1Ua UD MOU 0§ 20Y1 UO 1Wads SoM w1 yanw 00} 1nq ‘dnous
aY1 UJ S,0ym Mouy 0} 334U S,3] 3SIN0I Jo “*SOM dwij) YdNw 00/,
(OL'LIO) Sululely Ul S|jI¥S pue 98pamous] Jo UoleIuaW

-9|dwi siadwey Sujuiely uj uoissnas|p Juaiied Joj awi paliwi]
(1 3ubyNsSu0)),ajdoad umo Jjay1 Jo 24n1o1d poos b aroy Jjo Aoyl

3SND22q 3JaY1 SaSINU PUD SIOSIAIIANS [DUOSId 210U IDf dADY O]
paau Ajjpas pjnom noA uay Ajjp2ifidads ajdoad annoijod ayi ssno
-SIp NoA 1 sbajayp) “po0ojasnI s,aU0AUD Ul aq upd SUajd aAL)bd
as0y1 254n0> Jo 1ng ‘Abs s,33] ‘PPOJaSLI J12Y2 SSNISIP NOA Uay/,,
(6'L10) AW Ul @31Ape jo uoliejuawsa|dul siadwey

U21ym ‘pajiull|/1ioys 003 St SWAIN Ul syualied Jo uolssnosig
(1 428oUDY)

, Paau ay1 23s Ajasauoy 3,uop ua1fo ajdoad ‘Sunaaw w3y b Yans uj
0403y 3310/ JNOA 138 01 ASDa 3,US] 31 ING "SSAUSIDMD O] SSIUIIDMD
Jo xop) uiny pup induy anI8 0o upd NoA uay !SSuPAW LWID3)
asay1 1o a4,noA 10y3 Jupriodwi AjjpaJ s, Aym s,1041 0S Abs S,19]
‘SDUDLIRP 2/2DWIOS 3Y1 JO 2JDMD JOU U0 24D SI0SIAIaANS 241 10Y)
wajqo.d 10yl aAY NoA uay pup 1y Jof awil dn aaJf Ajj03110wWaisAs
01 paau NOA asnpaq 1SapJby ay1 SI WdW3Ja dIPPIL Y2 3UIYL |,
(8'L10) pappaqua s!

2Jed aAnel|jed Yyo1ym ul SINGIN 404 A1ISSadau paaladlad ou (NS

(z 428pUDW) ,"31f 243 Ul PISSNISIP 24D
oym ajdoad ay3 UMop $a10U [10120P 123435 aY1] OS "3l 4D Y3 Ul
3034 21D UOISSAS MaIA3J-1aad b Sulinp op | SSUIY1 3yl Jjo puy,

(G°110) S1uswaaJ3e Jea|d 01 SINGIIIUOD S3I}

Jusied ul syuswiujodde pue SUO[IBSISAUOD JO S310U SUP BN
(v uoi8aJ uy ujuipay) , Sa1pNIS 3SDI YIIM

Supysiuyf uaya ‘suojasanb xso pjno3 Jo 14od S|y1 1noqo X1 PINOd
Aay1 pup a3ualiadxa [puosJad poy pup dnois ayy uj 0S|D 3JaM OYM
Maf b poy am snjd 4ay12801 S3jpPNIS aSI 10 2J0W Su00] UdY]
pub 35pamouy p1aUas awioS 15414 “dn-13s 33U D 1 punof | ‘sax,
(7" 110) Suturely jo aSeiueape ay3

995 01 syuedpiled sdjay Sululesy ul sased juaied 3ulssnosig
(z 4230UDW) , J]aM SD 01 S208 AYS Y21yM ‘dnois Wam ay2

Uj op | 30Yym SMoUy pup SSulyl SNOLIDA Sa2U3113dXa uosiad Jay10
1DY] "SI0P YS IDYM MOUY | [0p | IDYM SMOUY ayS Aj{pI120UI0IND
suaddoy AjjpaJ 31 1nq ‘paxyuyl 240 10y} SSUN2IU M3 D 2D 242Y]
35/n03 Jo ‘0s 40 s§udaw yuM 10yl 1N0qo PA10dJduiod Suiyiou
S/ 343yl Ajipad noA asnplaq sj 1Y) puy JayI0UD U0 IUNU]
Aay1 ~[uonuaniaiul ay1 Jo] siojjid 234y asoyl 10yl 23S NoA os,
(£7110) J2I1SES UOIIUDAIRIUI BY] JO UoleIUSWR|dWl Suew
19410 Yoea Juawa|duwod SaIAIIDe UOIIUSAIIUL 934Y) 9y L

sianeg

siojelljidey

ulewop yi4) urewop WIv-3y

‘panunuo) g xipuaddy



195

Appendices

(1 Ja8oupyy)
L, JOM 2,Usa0p 1] 3SIMIaYI0 ‘3jdoad Jof awin 3a.4f awios ajnpayas
0] bap| Po0S b 5,31 05 ‘Ssauisng Abp-01-Abp ay1 yim dn uaxpl
Aj211dwod 338 ajdoad puy [+ 3w Aup san3u s| 342y ‘inf sAomip
3D S31N0J Y[ YIOM 1,USa0P 1SN 3] Udyd 4aAdIDYM JO ,apJS aY) UO
11 0@, wayi Jja1 noA pup auoawos dn 2a.f 3,uop noA Ji asnnlag,

(GL'LI0)
uoliusAJa1Ul 9yl COEmucwEw_n_E_ Jopuly mw@mtor\_m jeis

(Z 2uD1NSUOD) ,IOM UMO Aw

Jo a8ipy> uy wip AjjpaJ | 25N03g ‘3 10Y1 Uj U0SI3d 3YSII 3y W]
1ng AbS 1SOWID PINOM | JDUDG — iSOG 1q D S,2041 INg "354n02 JO
‘(auoyd pup Hd b) saysinbataid ayi snid ‘awil pub ad0ds j021SAYd,
(71'110) uonuaAIal

-ul a3 Jo Ayjigeidepe syuoddns 1uelNSUOD JO SWll 3|ge|leAy
(1 4280UDY)

L¢A1bN120 10Y) 0p 01 SUI0S oM 24D MOY 1NG - ,SaA3SIN0 SIY1 Sul
-ZIUDSI0 3q pnoys am AaH, ‘Abs 01 Aouapual b 3as noA moN , [fo1s
3ujsinu ay1 10f uly1aLIOS ‘SSaUISNQ S,95]3 2UOAWIOS 1041 0S ApOg
ay1 Yum op 01 S| SIY1 ‘0U YO, ‘3flj SOM Il ‘Ajauadas jun 12adso
MaU D S04 ¢aAI] A3Y1 31aym UOIIDIO] dY1 1D PaIdAIAP 3G DY)
pINoYs 0S ‘242 [pU0SJad aUI0S SapNJdUI 3 aSNDAG N0 SulNS|f
J/11S 34,0M *SUDAW 10Y1 pub ‘001 SJUaj10d 3sayl 01 salddp 10y1
10V 340D W3[-8U07 a1 JapUN 240IY3|DAY [DIUIUI 24 5,101 “SIA,,
(£G1°110) uonuaAlaIul 8yl Supuawsajdul

ul sdjay Sulpunj (3uilsixa) pa1eld0Sse pue Uolled|pul 3Jed aAl
-el|led SuipJedal suonengdaJ pue saAluadUl Jeapd Jo Adjjod v
(Uot8ai ¥ WA, /Abs $,23] ‘pIjOS 0L UaA3 ALLOIAq SOY I0Y1 YUY |
puy *Sali01s parbdljdwod yum ajdoad ssajawoy Suissndsip Apoaljo
2JOM 9M 0S “UO 0S pub SSUMAW JDINSa. POY APDIID M “I[aM,,
(ZL'L1O) uonuaiaiul oYy Sunuswa|dwi

ul sdjay s8unaaw JendaJ Sunsixa-aid y3noaya (UonUSAIRIUI
ay1 ul Supedipiued Jou) sjeuoissajoud 1aylo Yim Alliel|iuied

SunLs Jauu| g

Sumes JaInQ 7

sialiieg

sJolejijidey

ulewop yi4) urewop WIv-3y

‘panunuo) g xipuaddy



Appendices

196

(yyooqso| uonpUdW

-3/dWi}) ¢ pUaXaaM Y3 03 AININS U110 dY1 (1M :a8DIS 310] D 10 Uj
14y8n0.q Som ai "3sp3 aA;3pljjod D J0f U] 3YSN0J1q SOM JUDINSUOD,,
(81'L10) A10108fe N

SSaU||I 943 Ul 18] 003 9JaM 81 SUOIIRYNSUO) 03 P3| Ajjuanbaly
Spaau aJed aAlle||jed 8z1ug0dal 0} MOY U0 98PajMOU| JO e
(Z 2uD}INSU0D) , yum Suijpap 210 NOA 1DYM mouyy

pUD J3430UD 2UO MO 0} Paau NOoA 3suif — [Jo 1ySI041S S1a.102 3y}
J0f 8ulI0d U0 UONUAAIRIUI J9ad D Op 1,uDd NOA ING ‘[pioM SUISiNu
SSajawoy ay1 uo upynsuod] Jof Sujuioddosip uaaq anoy Aow
10y Au101040/dx2 A1aA SOM DY | *SI2400 3Y) 40 SUlIDI INOGD dUIf)
1541f 3y1 J0f unaatu A1010.10jdxa UD poY aM UD3A ISD] 13qUIIAJ UJ,
(£17110) 194 1UB3INSUOD Y1 MOU> 10U Op S|euols

-59404d 321AJS [BI2OS UBYM }NDIIP 9G Ued uoleiuawa|dul|
(9 4a8oupW) ,"S8UIYI

3J00[J2AO0 SaUIIIWIOS Op NOA UdY1 pub Saw3awIos Asnq A1qipaJoul
5128 11 1ng “200)d Y81 Y] Ul S1UDAY J1dY) dADY []D 3UdY SUIIOM
S9SINU 3] "IDY1 OP SI0P dUOAIAS PUD IYSIY ) 01 UL 2I0W
119 o Abd 43y Asnqg pup 31333y 0S AppLaJjp S,3) 3sNPI3q 3 diys
2,UpINOYS aM ‘SIy1 10 500] 03 Paau aM ‘SaA Jo 13adsp 10Y1 ‘Paapul,
(91°110) uonuaAIIUl Y1 Supuawa|dul uo

3UISNJ0} WOJ) SIDBJISIP SUOIIZIUBSIO 3DIAIDS |BIDOS UIYIIM
S913IAI10E D0y PE 910J2J3y} pUe SIU2Ad paldadxaun Auep

sialiieg

siojeljidey

ulewop Y|4  ulewop Wv-3y

‘panunuod g xipuaddy



197

Appendices

(yooqS8o; uonpuaLW3dL)

., 'S|busls ‘uaddoy paapui pip [SulAp] iyl 1042 U0 IUS03. “UOISSNI
-SIp ay1 Jo 35402 2y uj (SADIS WiI3)-110YS UO PasnIo)) aJay 10y}
DY 2,U0P aM 'Syl 10 SUBj00] aM a1p Aym ‘3102 aAibyod Yyum op
01 SUIYIOU 2ADY M (WID3) BY Ul 3IUDISISSL PAIOU JUDINSUOD,,
(GZ'11D) uoneuaw

-9/duw| SJ3puUlY Yieap pue a4l JO pUd JO Jea) pue 3dUBISISaY

(€ 1up3INSU0)) , Sujop Spaau

101 S111 35[3 JaADYM Sa0p Ajdwis anpajj0d Aw pub Juawow ayl
Jof Aiopd sayp1 11 ‘SuiyIdaWwos uo awil puads 01 aAbY | J1 0S “sn
Jo om] 5,243y 25N023q S,10Y [ 10Y1 dSDULW AJISDS UDD | ‘Sa,, d
LéSinoy Supjiom jpuiiou

unoA uy 3y op Ajdwis noA 10y1 A12234400 pupisiapun | op 0s 14sy, |
,'00] Papaau aJb J0Y1 SSUIYI 2410 31D 24343 PUD ‘00] 300]

D 2ADY 0} 15//D123dS D1I1D1I2SE Y1 JUDM [|,NOA ‘SUOIIDIINSUOI 3SOY)
3INpPayds 0} Paau NOA asnNbIaq 10y} J0J L) 210w PAaU [/,N0A Uay)
‘[2103 2A130jj10d J2A1j2p 03] d21S IDY) UaYDI SDY dUOALIOS JI puY, d
(1Z°110) uonuaaiaul ay1 Sunuawsald

Iiwey sdjay angdes|jod e yim syse1 dulieys
(G Ja8oubpy) , y210J2s 01 dn Anunuod 10Y1 Sda3y [1UDINSUOI]
Aja10Uun1i0f 1ng "ajdwoxa Jof ‘13adsal 1oy1 Ul ANUNUOd SS3) 1Iq
D SOM 24343 OS “UIDED a1} 1DY3 dIXS pjNOM aySs 0S Wl IXau ay)
35JN02 D 2ADY PINOM 3YS SaUIIAWIOS pUY "aUl} 1XaU ayl Jou Ing
QW1 aUO 3y} 242y S,u0sJad 1Dyl 3SNDIAQ S,10Y3 35IN0I Jo puy
'SIY3 01 U0 paydums A1apin213a0d SAOMID 3,Ud4aM aM 0S 221U MOY
AaM SIY1 43y S [uDNSUOI] ‘YO, 'SI 1Spd ay1 Ul poy aA,| IoymMIng,
(0Z°L1D) S2131AIIDE UOPUAIRIUL JO UolRIUDWR|dW|

3zl|ewJou 03 sdjay 2duasaid ,S3ueNSuUod uo AjIgeIdipald
(€ 2UDIINSUOD) , SIOM UMO INOA 01 UOIIPPD

Ul op noA Su1yIdWO0S S,31 aSNDI3Q AW JOf 35JN0I JO J2130UI D 10U
S,2] '254n03 Jo YO Uiy} | Uay L "Siyl Jjb SADS ays uaym ,2s4nol Jo
‘saf 354n02 Jo 'sak yo, Huiyl noA 10y1 ‘mouy noA ‘pjaif 11012ads
D YoNS S| AIdAI2P 2403 [DULSIDYD 240D [DUIULIB] ,¢I0Y] PalI) APDaI
-1 Aay2 aADH ¢10Y3 Jo Uiyl noA pip ‘jam ‘uo 0s pup Snoasnou
YO, ‘BUIYI2UWI0S 1N0GD AJI021f123dS SYSD aYS 2SNDIAQ SLIPI 138 |[11S
upd 3y INq 3q142524d PINOYS 3y UOKDIIPIUI JOYM SMOUY Y |0 3
SMouy 10120p I0Y1 J]251noA 01 yulyl No awi Aiana djay Jo 10) p
128 uD> aM 10y SWaqo.d Jo Spupy asayl Yim awoy 1o 0S Sf aYs,
(61°110) senAnoe UOl}

-ejuawajdwi SupnpoJiul ul sdisy yoiym ‘uope|ndod jusied
SIy3 Inoge sjeuolssajold Suisiape Ul padualiadxa S| luelNsuo)

-Wi yam uoliez

sien
-pIAIpUL JO SO
-s|io10e4RY) B

sianeg

sJoleyjidey

ulewop ¥14) Ulewop NIV-3d

‘panunuo) g xipuaddy



Appendices

198

(uoi8ai N ‘WAam,) ,, sI0SIA

-1adns Sujsnoy paJaljays S Mouy aM IDYM UDYI 310U 31q D SMOUY
AYS 2JaYM DAID Y1 PASPU] S| IDYL "3PIS [DIIPA 31 INOGD SMOUY
ays pup Jjam Au1an dnou§ dtf1ads ay1 smouy ays [+] 3jdoad Jayio
WoLf apay | 1I0YM SI Y21ym “yujj 10Y3 SUDW 10 431129 S| ays puy
dD [DWIOU D SD U310 10Y1 SSOJOD L0I 3,U0p NOA 10Y1 SaLdIIXd
IN0IADYAG 242 “SUIOWS 3y} 2IUDPIOAD 403 Y} ‘UOJIDIPPD A1 OS
'sasou8olp ajdinw yym ajdoad yum adualiadxa soy [Jupynsuod]
10Y1 335 NoA puy “[uoipziupsio] aya fo 1upd 10U 0S ‘4D [buwIou
0 Ajp21sog a4,£ay1 1ng 10 O SMOUY 0S|D U0SJad 10yl 0S 49 D
SOM 1511301Y2ASd UnQ "dnoJs 18103 SIy3 SMouy [JubYNSUOI] AYs,
¥Z'L10)

Jus1adwod A|ySiy se uensuod ay1 SulAlediad S|epUOISS3j0.d
(7 uLYNSUOD) ,"3apPIs

uojsinJadns guisnoy padaljays ayl 10 poos AjqIpaJdur aio 243yl
a/doad a3y 1byd au0-03-3U0 D JO 1q b ALY AliD|NS24 OSjO PUD
1SOWIN 41341 0p pUD LWaY) J0J15aq ay1 DM pup Wayl 1noqo Sujy)
-A12/3 AJ21n10SqL MOy puD S1U3IIDT SNOLIDA dADY OYM SJOSIAIaANS
[DU0SJad WSJy U0NIDIIPAP JIY} 23S | UayM ‘yanw os dn 3ing
aADY SJ0SIAJANS 241 WYSII KUY dw Saypw 1| “aA1isod Aqipald
-Uj S/ SU0JIPI0] Y3 10 Sujuaddoy 3as | I0YM [] ‘pua ay1 uj [2403
Suipin8ai] Jupmi,usaop 1o s1om 3Id D I0YM Ul 3UI3JJIP SIq
AJJDaJ D SaYDW PIAJOAUI SI0SIAIBANS aY1 SUIADY 1041 Yuly2 0P [ ING,
(£Z°L10O) uonuaAIUl ay3 Jo asn uadoud Sulinsua uj sdjay
Jusned pue Japinold 321AJSS [BID0S U9aMIaq puoq |euosltad
(z uD3INSu0D)

,"3]QISS2IID S,3 4AYIOUD dUO 3l aM dA122[qNs A1 aG 01 1o, ‘d
Lcs|puoissajoud

SD OM1 NOA UaMIdG ‘SUOIIDYNSUOD 2SAYL U] [JaM SHIOM IDUM,, |
(zZ'110) suon

-e3nsuod Supuawsa|dwi ul sdjay SIUB}NSUOD Se Uuo Su1eD

sialiieg

siojeljidey

ulewop Y|4  ulewop Wv-3y

‘panunuod g xipuaddy



199

Appendices

(z upyNsuo)), auoyd
Aqg uaag Ajuibw aAby sU0JIYNSUOD ay1 UDAA Sy | J0aA1sp] Jo pua
aY1 SOM 31 UYL | ‘J]am OS Jaquiawial 3,uop | [] ‘piro) Jo asnbag
MOU SS3] 2034 S,10Y2 251102 JO "Wyl MDS | pub [piom Sujsinu
SS9[aUIOY dY} UO JUDINSUOD] YUM 1U2130d 3Y1 23S 01 JUIM | 2JdYM
0S ‘U0ISPII0 2UO UO }ISIA WOy D (|03 P, 3oym piod | WS puy,

(G Ja8pubp) , W1 AW fjoY aW 138 U3 1,Up|NOM
1042 puy "Sunasaw o 1o ajdoad ua) Jo winwixow b pamojjo Ajuo
9.4,2M WAWIOW 3Y1 10 Ing ADM dA11D0J1UI ‘@1U D U] 08 U0 UJ SSUIYL
1N0gD W31 3/oym 3y |11 NoA S1a] 10y1 35in0d Jo pup ‘siaxpads
D3IAUI PDY M 3J1aYM SUj1d3l Wpal b poy SADMID am :Mou Suiy)
Ay2141 341 5,042 35NLIG 11G D dn S13] SISLID SNAADUOJIOD 32 10Y]
adoy ay3 uy [INGW 8ulziup8io] 10Yy1 Yum 31q b Suiiom w,) Ing,

(Z up1NSUO)) , uonUAU/

Ayl [111s s,1by | 3jdwpxa J4of ‘uonpbpas osjp 1nq |pa15ojoI0wWILYd
Ajuiow 2102 aanplod Up Sujuipal 1041 03 UOKIPPD Ul U3Y) ‘SI3.10I
ay1 4oJ 2403 JoJ SUOISSaS UONUAAIAIUI dNOLS 129d SNOLIDA YUM
‘Suuipay 4of upjd D poy ) PIN0D SOM 3Jay1 UdYl pub WYS1Y,
(ST LIO) HNIIP

2J0W S313IAIDE UOlUSAIRIUI SulnuaWwa|dwi pue Suiuueld spew
2Jedy3eay Jo umop Suleds syl pue suolIdIIsal 61-AIAOD

$S9201d 'S

sialiieg

sJolejijidey

ulewop yi4) urewop WIv-3y

‘panunuo) g xipuaddy



Appendices

200

(1 J28euep)

(S'LIND) SenIADe uopusAIIUl Ul uoieddiied pue Ayjigelieae
Jaduwiey pjnod sjyl se uojiesoge||od Jaduley pjnod JUeINSU0d
2.2 3Aliel||ed 3y3 JO S¥SEI Pale|aJ UOIIUSAISIUI-UOU Ul IS VY
(Z JupINSUO))

L, 1DY2 03Ul YO0] 0} paau | 0S “3jdwinxa up Sp INg ‘354N03 Jo ‘asbd
ay1 AJjpn1do 10U S0y “ajdwpxa Azp4d b A8 01 ‘djay awoy Jof
ag Ajisba pjnod 11 asnbiaq 10y} 03UJ 300] 01 PAdU 3N " 01U] PY0O]
8U1aq 5,20421ng ~“MOUY NOA “ADS 5,19/ ‘S1UBWAIS0 2S0Y] U0 PasDg
s awoy p Aobd pjnod noA 4ayiaym aas pinod noA uayl asnod
-39 24D SIUAWAIED dAIIDIOGD[|0I 3SOY] IDYM MOUY 01 dxl| AjjDad
pInom | pios | [] [uoinynsuod .03 aA13oj)od Jof |03 uo syppads
J1IDIIAE] pIp JOU PUD INOGD MOUY L,UpIP | 24NS ALIbf Wi,| 1043
[3doad ssajawoy Jof paom Sujsinu] pup [1aAojdwa] uaamiaq syuaw
-2280 a/11010QD]|02 240 21341 1Y) S| ¥IM ISD| PIISA0ISIP | DY,
(" LINO) A3Ixa|dwod 01 anp Wi

J3A0 3sn pauleisns Jaduwiey saljigisuodsal [eninul Jeajpun

(9 J28DUDW) ,"SYJOM 204YM SADMID 10U S,1041 42A0 1]
pupy 01 2ADY 3,u0p NoA Uay asoq 110ddns JapooJq b 128 NoA puy
‘24m2id jinf ay1 noA sani 10y “003 Ul Ujo[ UDD J3yJOM [DIDOS INO
pup uj sujof asinu Aanp aya aJaym wawiuioddo Waw paxif o yium
0S "2/qb1 242 PUNOID PIAJOAU] 3jd0ad a1 YIM UMOP SUNYS 01 Pasn
som | gol'snoinaad Awi ug e [+] [ubnsuod 342 [pj2os] 1snf uoyl
adoad asow yum Waw ub arby noA pliom [0apl Aw ul oS parjorul
wpaj ajoym ay1 8ujn1as 1nq siy1 Jof ajqisuodsat [1ublNsUod 240d
0j20S] SuiAby 1SN 10U S| SPIOMOI XIOM 03 3| P, IOYM WSIY,

(5 4a8pUDW) ,"351N03 [2403 AIILIIOA] 30Y2 4O SUlUIDI) SIY)
wouf 3fouaq pjnod oym sangoajjod 24p aJayl Jay1aym aas 03 400|
0 aApY Ao1j0d Suiuinay ay1 pub [ zoZ 40f uojd ay1 10 Supjoo] uaym
D3k 3y} Jo pua ay3 SPIOMO] ‘0S| ‘ADS S,13] ‘3|IYMYIIOM SD S35 OS|D
ays 10y3 SUIYIWOS S| W1 2/gDNJDA J3Y JO asn SIy1 Jay1ayM 210N
-/DA3 01 [JUDI/NSUOI] YIIM UOOS I0YD D dADY “YIIM 1IDIS 01 ‘JoM,, 'd

,¢920/d 203
ud [U0USAIIUI dY3] 3 34NS W O] O 01 Paau NOA op 1DYM,, I

(yy00g8o; uojvIUW

-3/dwiy) , s8uiuana Surinp ajqojipAp aq 01 paindaid S| 1Y) WD}
[A10SInpO] UD 310 3A]] 3jd0ad SSajaUIOY 3J3YM UOIIDIO] O 10 AJdAI|
-ap 2402 aA1Ljd 10 $31I51NbaJad ‘PajoAU] D Yyl 01 SUIp0IdY,
(L'LNOD)

9WI1 J9A0 9SN PauUIBISNS 01 9INQ1JIU0D Aew 2d110eld paepuels
Se SINQIN PUe ‘S913IAIIDE UOJIUSAIRIUL JO UOIIEN|eAS JUaNbaly
‘Jue3NSU0D Jo Alljige|ieae Suipiedal UojuaAIRIUl B3 Sululay

sonsideIeYd
UONUBAIRI| | 3dURUUIBI

sialiieg

siojeljidey

ulewop Y|4  ulewop Wv-3y

‘panunuod g xipuaddy



201

Appendices

( Ja8ouopy) ,,21do1 3noiffip o S,31 10y 124 30U 5,2
10Y1350d ay3 Ul PadIoU AjjpaJ 3/, ING “a4nInf 3yl Ul 240W Papadu
aq J/im 11 sdoyuad 007 *Siy1 J1of [uonbzZIUDSIO J31jaYS] dADY IM
puy ‘|nfssaJis 32inb s,30y1 354n03 Jo ‘|jam — SUIAP S,04M dUOIWIOS
0S Aup3s 10y purf uana A3y Jamoys aya uy ajdoad Sunind ayiy s,
1035 11g 0 Jj0 S,20Y1 - SUIfp 3jdoad - uo os pub yiap pulf Aoy,

(1 LIND) suondwinsse asayl Ag paJaduley
3Q [|IM uojuaAIIUl a4y Sujuieiurew ‘uonendod siyy Suowe
SulAp pue yieap Yim Jeljjwejun ale suolieziuegdio se 3Uo| sy

(/ 428DUDW) ,"34aM 1] SO ‘28D1S ANDIIDd
ay1 ul aJay1 SuIf] Ajdwis auo Aayi spasaym ‘spunf aupd |0120S ayl
y3nouya piod aq 01 aApY A3y3 uayl asnplaq spaq aJpd-Aipwiid
uj ajdoad 1nd 03 pamoyjp 3,usip am 10yl ‘]apowi 3yl aq 03 Sujos
S,1041 JI puy “[£12 Jay0un] U SS3jaWIOY Y1 J0f SPaq aip3-Aiowilid
Aubw 0s aADY 2,U0P aM pIps A3yl asnpblaq Sujpunf ino uj Sand
38Ny axpW 03 PAUDM J2NSUI aY3 WSN **S,30Y1 25JN0I JO ***3Iay]
Spaq 8ujsinu aip aJay1 10U JO JAYIdYM ‘SUOISIAIP Y] || UdAT,
(8'LINO) 2Je2 J0} ulpuny pue suoed|pul aJed aAlel|ed [eny
nuis/iadoud Suipiedal suonengaus pue Adjjod Jea|d Jo e

(oog8oj uonoiuawald

-wyj) ,éMqojInAD 3yl dn 13s am UDI MOH ¢U0IdUNY UOIIDINSUOD
0Np 3[IS-[|DWS D dADY NOA UYM SUOJIDINSUOI INOY-1Z J3Jf0 02
3/qissod Ajjpn1op 1y S| :[€ uoI8a.] pup [z uoISau] y10g Wo.f pipaH,,
(9'LN0D)

9WI1 J9AO UOIIUDAISIUI 941 JO uolsuedxs pue sdueuaiulew
103j4e AjaAnesau Aew suopelnsuod diy10ads pue 3|eds-||ews

(g 428pUDW) , 1280DUDLW

Jay woJf siy1 uy 40ddns aqow spaau ays 10yl ‘Suiziidolid 1uod
-dns Suini§ 3noqo adow osip S,31Ing [] SIy3 o) 3wy dn saa.f ays
0S aJow JaSpupuwl Jay 3801N03US S| Op pINod | IYM Y00[ I3/,
(6'LINO) ®4NINJ Ul SIULINSUOD 10} UOJJUBA

-193ul 9z)31uopud sdjay uopez|uesdio syl ulylim S3ue3Nsuod Joy
san8ea||0d pue JaSeuew woJ) 11oddns |elpueUl PUE [BIUSIA

(s JaSoubyy) , 3403 aA1L110d |0 JOf []aM SD
a/ninJ ay1 Uy ‘sJaJnsuj ay1 Yum awayds adupwiiofiad Jo pupy awos
aADY 01 S 8ulya Jupliodwy 3sow ayl yuiyl | “8uisinu Ajjunwiwod
AYI| ‘UONDIIPUI UD SD 1§ IADY UL puD 11 Jo asn axpow Ajdwis upd noA
10y31 0S ‘Uo1D3IPUI INOA Ul ~InoA Ul pappaquia Ajiadoid aq o1 uon
Dunf uojbNSUOI 3yl Jof 3q pjNOom a51no2 Jo Sujyl 15aq ayl %007,

(£ LINO) W} J9A0 UOIIUSAIDIULI B}

Sujuieiurew U djay Sulpuny 8uiisixa paie|nosse pue uojied|pul
Jused SulpJe8al suoengal pue saAjusdUl Je3|d Jo Adjjod v
(z 4280UDW) , WA 342 10 PassnIsip 138

SIUBPISad 3y b pup J3Yy1380) 128 auokiana uay| [piom Suisinu
ssajawoy] uo ajdoad ayi uof 1snf ‘yiuow b 2dU0 WGW IbINSaJ
D 2AbY 0] paau am SuiAbs Aq uawniisul infasn o Jo asow uaAd
11 aypw noA os ‘Aioipdpiaup pup aAuAId 210U 3G PINOYS 1]
sdbyJad 1nq ‘sisbg D0y pe ub o yanw 001 1 SUIop J111S 24D A,
(€' LIND) SUOIILINSUOD PasSND0}-8.n}

-nJ ‘AjJes ‘a|geuleIsns 03 9INgIuod Aew JUBINSUOD 4D
aAlel|ied ay3 Ag pajeniul syusned Jo UOISSNISIP [BINIDNIIS
(] Jo8eue)

(Z' LIND) s|euolssajoud ad1AIas

[B120S 01 38paj|mouy| aled aApel|jed Jajsuel) 01 JapJo Ul aled
aAleljed uj suopneziuedio Ag uonuaAlalul 9yl Jo diysisumQ

8uniss Jauu| g

8unLs 12N 7

sialiieg

sJolejijidey

ulewop yi4) urewop WIv-3y

‘panunuo) g xipuaddy



Appendices

202

(1 J28DUD]) , 10YI UDYI 3J0W YINW JOU S,3] 1NQ UO SJa1spjd 3211s
noA 1oy1 :a8owj 1no yum op 031 Ajuiod s,aoyy [] op am Suiyifia
-A2 JoJ piod 198 3,U0p aM JDY1 ‘UOISSNISIP DJU0JYD JO pupj b O1U]
pauIN1 AJj0aJ SOy 10y | “0p am YoM ay1 Jof piod aq Ajdwis pjnoys
M 1DYI 2JOW YINW S3A2SINO ISEUOWD 32480 0] PIaU am ‘[1d}[ays
SS9JaUIOY YUM UOJIDZIUDSIO0] 10 SIaSOUDU SD 1042 YUIYL | JjoM.,
(QL'LNOD)

24NNy Ul arew|d uopeyuswsaldwl sy Jaduwey Aew uopeziu
-e810 Uly3m A|SnolIas uayel Sulaq Jou Sysel [eaipaw pledun
(1 428D

-UDW) , 10Y1 9A31J3q Ajasauoy | uani8 1,usi Ajdwis 1nq 10] [nfmo up
apaaU S| [2402 aA1DYI0d] 21 9A31jaq | 25N3g “[fIS ySnoua aAby
Lupnom am xuiyl | ‘Aluadoad pasn asam [uonuariaiul ayi] 1 i,

(z 193eue|y)

(ZL LIANO) Ulewop 213eW0S 9yl Se yons sulewl

-0p 2J0W UO S3SND0J 1By} SIDIAIDS [BII0S UIYIIM 19SPUIL VY
(G 3up3INSU0D) ,'SIY1 INOGD SUIYIdUIOS SUIOP UOJIDZIUDSIO

3yl 235 op | 0S AuDSSadau A|8UISDaJdU] S, pUD 4aPJO PuD J3PJO
4X2IS pUD Jay2IS SUIW03q S| dnous d1f1pads Jno asnpiag 3uni
-/n2 a1 uj a8ubyd L 0 PL3J UDI IDYI puUD ‘UO SujOS S,8UjYIBUIOS
A3y 1041 doy ay1 10 UO1IDZIIDAI D AJUBPPNS S,2J3Y1 [U0IIDZIUDSIO
2JD2] UJ YJOM SSUIYL MOY S,20Y1 PUD *'S| 3JaY] SWas 3| a5n0Iag,,
(L1 LIAD) awi JaAo a8ueyd 03 uado 210w S| 1ey3 24n3Nd e 0}
S91NQ1J3U0d 33UrYD 10) Pa3U e Jo UolIug0dal ,suoieziuesiQo
(€ 4a8pupyy) , pajja2uDI

8ujaq 11 1n0qgo Jjpd auoyd b 138 3,Up/NoM 3ys Uyl Ufauaq Aup Jo
3IoMD Ajpapy a4,noA Ji 4o ‘a4ay1 [3upinsuod] Suiapy o3 3ifauaq Jo
pupy Aup s,a42y3 j23f 3,uop Ajjpas noA Ji ‘Abs s3] ‘pajjaound Uaq
Sy WA dY1 43y [ja1 01 [jpd duoyd b S128 [ubNSUOI] 1041 SI SIY2
Jo ani8 upd | ajdwipxa auo o [] oS Abs Ajpauifap pinom | ‘'sak
andui Jay 8uini§ Jay aAby pup aJayl [1UDNSU0I] dADY 01 Jup1IOd
-WJ 0S JaA3 1 SpUlf 2U0AUaAd U0XD3J | 403K D J21J0 OS 3UIYL | ‘I]o/,,

(SLLNO) (OL'LINO) 2WI) JSAO UOIIUBA
SN J9AO UONUSAISIUI 3] JO asn Jadwey $a8e1J0ys JrP1S -Ja1ul ayl Jo asn sdjay 3iomuies) 01 ssauuado ,S|euoissalold
sJallieg slojejljidey  ulewop ¥|4J ulewop WIv-3y

‘panunuod g xipuaddy



203

Appendices

(1 4a8pup)) , 24241
pauInS 3q 01 1PaJd awos S,aJaY1 sdoyiad 10yl Suljaaf siy1 ‘vapi
SIY1 2ADY | Ing ‘Mouy Ajjpad 1,uop | ‘Ajjonpois uipso padojarap
aq M s8uiya mau sdoyiad [] Abs s,39] ‘11 01 dn 1A 1,us] 24N
DNU1SDIJUl 3y | “UIDSD Y2104 WO Suirinls 1Ja) a4,n0A ‘Jjam mouy
a/doad oym sanpaj an3pajjod v Ji :AUIGDIdUINA D S,1041 pUY “UMOUY
8ujag ajdoad uo pup y10miau inoA uo AjaJ Ajjpas nok 3y8i s, 0y,

(0Z°LIND) DWI1 J9A0 UOIIUSAISIUI

33 JO 9dUBUIIUIEW PUE SUOIILJOQR||0D 94NIN} UdIBaJY) IySIW
yolym ‘suoidweyd [ed0] uo yuapuadap Alysiy sl adueuaiulely
(/ Ja8pubW) ,"SI230WUW dJay 3,USa0pP

AjjpaJ 1041 ‘3/1ym o 10J 3n0 sdo.ip [JupynNsuod 2103 |020s] J 3jdoad
UID1J22 U0 Yy2NW 0S Spuadap 1110y Wajqoad v s,31 354n03 Jo 18Iy,
(61 LIND) @WI} J8A0 UOIIUBAISIUI BY] JO BsN

ua1e3Jy3 uolisod ,S1ueyNSU0D Jo AYjjigelaunA pue ino-doig
(7 Jo8euey)

(81'LINO) UOIIUSAIDIUI BY) JO UOIIENUIUOD SUSIBBIUI SIY}
'SJUBNSUOD JOJ SINoY pue upueuly adueldte 03 sawl 3uo| e
S3XP111 UeaW uoeziuedlio ue ujlusawadeuew Jo S1aAe| Auey
(5 4aSpupyy) , [221dsoy] bin 3jqissod 1ou s,31 J1 34341 uondo waiaffip
D JO yUIy2 01 PaaU aM OS "SPUDJIAYIBN Y2 Ul MD] AG pamoyio sj
ans A13a4d w,| 10y} UOIDIIPAW 10YI 3SN JOU PUD IDY1 YIM SUOID
08 01 J0U SN Jof puy ¢3jqpipaqun S| Sulafns Jjayl sj23f oym auo
-aWos Jo saysim aya a8pnf o1 | wo oym upd | 05[] ‘db8 b S, 1041
puUDY 2UO aY1 UO 0S 10Y1 YM 8uojp 08 3,upip [221dsoy] pup WSy
‘payjddn — ;31 40f UiI3) dY1 S,20YM — DISDUDYING 2ADY O U] 2JaM
Ady1 s5230.4d 3A101)10d Y1 SULIND SAYSIM A1 POY OYM S1Ua110d
aU0os pby 0s/b oM [] - [a21d50y] yaum Ajpaisuaiur a1ou 11g o Suj
YJOM 3JaM dM UayM poLiad ay3 uj Ajjpuoisna20 poy amibyming,,
(£L'LIND) uonedJo

-qe||0d 24n1ny Jadwey Aew sanss| [B21Y1a U0 SMIIA JUJ341d

(yoog8oj uonoiuawajduiy)

,JOA0 papuey aq Ajises ued 38pajmous Jay 0s 'sey ays suols
-SNJSIP 3Y1 JO S310U Sy ewl JURNSUOD 9yl 9snedaq wa|qold
Jolew e se 1no-doup 935 3,uop [JaSeuewl pue JuryNSUod] A3y,
(ELLIND) 2w J9A0 UoUSAISIU| paqwia sdiay

‘uopisod ,SJUPYNSUOD JO SSO|JUaAR4d 03 ‘pawiiollad SallIAlIDe
UOIIUSAISIUI 3Y UO UofeulIojul ulieys 9| ‘'SUo[Ide 31910U0)

$S220Ud 1

sialiieg

sJolejjidey

ulewop yi4) urewop WIv-3y

‘panunuo) g xipuaddy






SUMMARY



206  Summary

Introduction

The population of persons experiencing homelessness is generally associated with high
morbidity, comorbidities, high mortality, a young age at death, and poor access to healthcare
and palliative care. Palliative care is holistic, multidisciplinary, person-centred care for per-
sons with a life-threatening illness, aimed at improving the quality of life by the prevention
or alleviation of pain and symptoms. Palliative care encompasses physical, psychological,
social and spiritual care. Provision of palliative care for persons experiencing homelessness
is often deficient and challenging, in part due to the poor access to care of this population.
Previous studies suggested that multidisciplinary collaboration between palliative care pro-
fessionals and social service professionals could help improve the accessibility and quality
of palliative care for persons experiencing homelessness. The aims of this thesis are: 1) to
provide insight into important aspects of palliative care for persons experiencing home-
lessness and important elements for reaching them; 2) to obtain insight into the current
provision of palliative care for persons experiencing homelessness in the Netherlands, and
to explore future needs for improving palliative care provision; and 3) to provide insight into
how a threefold intervention to improve palliative care for this population was evaluated re-
garding the added value and implementation process. This thesis is divided into three parts.

Part 1 | Important aspects of palliative care and reaching persons experiencing
homelessness

The first part of this thesis examines aspects of palliative care that are particularly distinctive
for persons experiencing homelessness and important elements for reaching persons expe-
riencing homelessness. A systematic review of 23 studies (Chapter 2) provides an overview
of the concerns and preferences of persons experiencing homelessness. Many concerns
and preferences related to the attitudes and behaviour of healthcare professionals, such
as a strong desire for professionals to show respect and treat them with dignity. Persons
experiencing homelessness were most concerned about serious illness and physical dis-
tress, fear of death and dying, fear of being a burden to others, fear of the unknown, and
fear of a‘bad’ end of life. The care needs of persons experiencing homelessness often in-
volved the attitude and behaviour of healthcare professionals, varying preferences for the
involvement of family, addressing spirituality and religion, and worries about matters such
as anonymity, estrangement and maintaining control. The future preferences of persons
experiencing homelessness varied regarding resuscitation and life-sustaining treatment.
A natural death was preferred by them, as well as naming a proxy for surrogate decision
making. Furthermore, palliative care provision was often hampered by the interference of
basic day-to-day needs of persons experiencing homelessness (such as a need for food and
a place to sleep) and substance use, little support from family or networks, limited insight
into their condition, and a lack of palliative care skills and knowledge among professionals.
Palliative care for persons experiencing homelessness was facilitated by paying attention to
spiritual needs, building trust, treating people with dignity, and a pragmatic, compassionate,
patient-centred approach. Training professionals and enhancing their knowledge, empow-
erment of professionals using a patient-centred approach involving trustful relationships,
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and proper accommodation and better organization of palliative care were recommended
to improve the delivery of palliative care for this population.

In a semi-structured interview study among 28 spiritual caregivers, street pastors, outreach
workers and persons who had formerly experienced homelessness (Chapter 3), we show
that stigmatization, characteristics of persons experiencing homelessness, and character-
istics of a complex care system are underlying factors explaining the underutilization of
care. On a person-related level, barriers to care can be lowered by ensuring personalized
care and reciprocal trust between the professional and the person experiencing homeless-
ness. Personalized care provided by professionals should at least involve setting limits on
misbehaviour by persons experiencing homelessness without rejecting the person, and
professionals should treat the person with dignity and respect. On a system-related level,
barriers to care can be lowered by the provision of clear information, explanation and
communication, quiet facilities, and self-reflecting professionals with patience and enough
time. This can be facilitated by a change of policy and legislation.

Part 2 | Current palliative care provision for persons experiencing homelessness
and future improvements

The second part of this thesis provides an overview of current palliative care for persons
experiencing homelessness in the Netherlands, and an exploration of what is needed to
improve palliative care. A retrospective medical record study of 61 deceased persons expe-
riencing homelessness in two Dutch shelter-based nursing-care settings (Chapter 4) shows
that they had a young age at death, multiple and complex somatic, psychiatric, addiction
and social issues, and high symptom burden at the end of life. For 75% of the patients, the
end of life was recognized and documented. For 26%, a palliative care team was consulted
in the year before death. The study shows that the end of life was characterized by uncer-
tain prognoses, often accompanied by sudden revival or deterioration, complicated social
circumstances and a high number of transitions to other healthcare settings, most often
hospitals. The study highlights the fact that organizing and integrating care for people in
the final phase of their life is challenging. Two-thirds of the study population eventually died
in the shelter setting; a quarter of all patients died alone within this setting. Difficulties in
providing palliative care were found in the continuity of care, the social and environmen-
tal safety, patient-professional communication and medical-pharmacological alleviation of
suffering. Potential areas for improvement concerned interdisciplinary collaboration, more
dedicated palliative care facilities and corresponding expertise within shelter settings.

Furthermore, a focus group study among nineteen professionals and fifteen severely ill
persons experiencing homelessness (Chapter 5) showed that palliative care is complex and
that there are substantial differences between professionals, institutions and cities in the
provision and organization of palliative care. Individuals experiencing homelessness and
professionals had different perceptions of the care provided. According to the professionals
and persons experiencing homelessness, palliative care should at least be characterized
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by respect for the autonomy of the patient, with trusting relationships between the patient
and professional, flexible care, and professionals who take the initiative to visit the patient.
A consultation intervention based on one local example, involving a fixed duo of a palliative
care professional and a social service professional, who reciprocally provide each other
with knowledge and expertise, could be a good way to address these issues. A consultation
intervention was expected to be of added value for both patients and professionals, by
training professionals in a respectful attitude, enhancing professional collaboration and
bundling and empowering knowledge. Besides consultations, training of professionals and
multidisciplinary meetings attended by both social service and palliative care professionals
were expected to be necessary as well. The combination of consultation, training and multi-
disciplinary meetings is termed the ‘threefold intervention’. It was expected that intervention
is best developed regionally and tailored to regions and their resources, under the guidance
of experienced consultants who have affinity with this population.

Part 3 | A threefold intervention: evaluation of added value and process

In the third part of this thesis, implementation of the threefold consultation interven-
tion within three regions is evaluated in terms of the added value and process. Using a
mixed-methods study with structured questionnaires and semi-structured individual and
group interviews with professionals, consultants’ diaries and an implementation diary
(Chapter 6), we evaluated 34 consultations, 22 multidisciplinary meetings and nine training
sessions held during the 21-month implementation period. All three activities of the inter-
vention were implemented, while at the same time the intervention was tailored to the needs
and resources of each region. Consultations mainly involved palliative care professionals ad-
vising social service professionals. Consultation requests were mainly about somatic issues;
advice often covered both somatic and psychosocial issues. Multidisciplinary meetings were
mainly attended by GPs and nurses from social services and healthcare services. Training
sessions varied widely in duration and content. Persons experiencing homelessness who
were discussed in consultations and multidisciplinary meetings were often males, of Dutch
origin, and aged between 50 and 70. They were often seriously ill, and resided in 24-hour
shelter facilities or nursing wards. The intervention was seen as having an added value by
social service professionals, palliative care consultants, and the management of the orga-
nizations involved. The added value was seen specifically in the collaboration and networks
of professionals, in particular in connecting professionals from different disciplines and the
creation and strengthening of collaboration. Added value was also found in better com-
petences in palliative care in general, and more specifically in palliative care professionals
providing emotional support to social service professionals in complex situations. Lastly, the
intervention was perceived as improving the timing and quality of palliative care, especially
through its focus on the quality of life and dying, advance care planning when discussing
patients, and awareness of death.

Using the same mixed-methods study, Chapter 7 describes the process evaluation of the
threefold consultation intervention with respect to the RE-AIM dimensions of Reach, Adop-
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tion, Implementation and Maintenance. The RE-AIM framework is a tool that can be used to
evaluate interventions. The reach of the intervention was mainly accomplished by involving
social service professionals who worked in the organizations that initiated the intervention.
While the three activities of the intervention were adopted in all three regions, there were
differences between regions in the start, timing and frequency of the three activities. The
intervention was only partly implemented according to plan. Half the consultations were
bedside consultations and half were telephone consultations. Collaboration was often be-
tween a palliative care consultant and a social service team, and the consultations were
mainly social service professionals consulting with and obtaining advice from palliative care
consultants. Regarding maintenance, professionals in all regions expected to use one or
more of the intervention activities in the future, although activities were expected to be
used differently. For all RE-AIM dimensions, facilitators and barriers were identified using
the Consolidated Framework for Implementation Research (CFIR) as a conceptual framework
to categorize facilitators and barriers. Facilitators mainly lay in the inner setting of the or-
ganizations, in the characteristics of professionals, and in intervention characteristics. The
main facilitators were: a perceived need to improve palliative care provision and previous ac-
quaintance with other professionals involved (adoption), a consultant’s expertise in advising
professionals and the population of persons experiencing homelessness (implementation),
and embedding the service in regular, properly funded meetings (maintenance). Barriers
were mainly identified in the inner setting of the organizations and in intervention charac
teristics, specifically professionals’ limited skills in recognizing, discussing and prioritizing
palliative care (adoption), COVID-19 circumstances, staff shortages and lack of knowledge of
palliative care in social service facilities (implementation) and the limited number of persons
involved in the intervention (maintenance).

Discussion

The general discussion starts with a summary of the findings in relation to the literature,
followed by a discussion of the methodological aspects. Strengths and limitations concern
the mixed-method design, inclusion of the perspectives of persons experiencing homeless-
ness, the generalizability of the intervention and study population, the measurement of the
added value of the intervention, and the use of RE-AIM and CFIR and their operationalization.
Reflections on the findings cover the themes: i) bringing palliative care and social services
together; ii) a holistic care and person-centred approach; iii) the importance of advance
care planning and parallel planning; iv) perspectives on a good final phase of life; v) unequal
access to palliative care provision; and vi) the urgency of structural and tailored funding.
Finally, recommendations for practice, research, and policy and legislation are given.
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Introductie

De populatie van mensen die dakloos zijn wordt over het algemeen geassocieerd met slechte
toegang tot gezondheidszorg en palliatieve zorg, hoge morbiditeit, comorbiditeiten, hoge
mortaliteit en een jonge leeftijd van overlijden. Palliatieve zorg is holistische, multidisci-
plinaire, persoonsgerichte zorg voor mensen met een levensbedreigende ziekte, gericht op
verbetering van de kwaliteit van leven door preventie of verlichting van pijn en symptomen.
Palliatieve zorg omvat lichamelijke, psychische, sociale en spirituele zorg. Het aanbod van
palliatieve zorg voor mensen die dak- of thuisloos zijn is vaak beperkt en kent uitdagingen,
en gaat gepaard met een slechte toegang tot zorg. Eerdere studies suggereerden dat mul-
tidisciplinaire samenwerking tussen professionals in de palliatieve zorg en hulpverleners
werkzaam in opvangvoorzieningen zou kunnen bijdragen aan toegankelijke en kwalitatief
goede palliatieve zorg. De doelstellingen van dit proefschrift zijn het onderzoeken van be-
langrijke aspecten van palliatieve zorg voor mensen die dak- of thuisloos zijn en het bereiken
van deze populatie, de huidige palliatieve zorgvoorziening voor deze populatie in Nederland
en de behoefte aan verbetering van deze zorg, en het evalueren van het implementatiepro-
ces en de toegevoegde waarde van een driedelige interventie om de palliatieve zorgverlening
te verbeteren. Dit proefschrift bestaat uit drie delen.

Deel 1 | Belangrijke aspecten van palliatieve zorg en het bereiken van deze
populatie

Het eerste deel van dit proefschrift laat aspecten van palliatieve zorg zien die specifiek ken-
merkend zijn voor mensen die dak- of thuisloos zijn, en belangrijke aspecten om mensen die
dak- of thuisloos zijn te bereiken. Een systematische review van 23 studies (Hoofdstuk 2) laat
zorgen en voorkeuren zien die vaak betrekking hebben op de houding en het gedrag van
zorgprofessionals, zoals een sterk verlangen naar professionals die respect en waardigheid
tonen. De meeste zorgen gaan over ernstig ziek worden en lichamelijk leed, angst voor het
stervensproces en dood, angst om anderen tot last te zijn, angst voor het onbekende en
angstvoor een slecht levenseinde. Zorgbehoeften betreffen vaak de houding en het gedrag
van zorgprofessionals, wisselende voorkeuren voor betrokkenheid van familie, het aan de
orde stellen van spiritualiteit en religie en het uiten van zorgen als anonimiteit, vervreemding
en het behouden van controle. Wat betreft toekomstige voorkeuren bestaan er verschillende
voorkeuren met betrekking tot reanimatie en levensverlengende behandeling. Bovendien
heeft een natuurlijke dood in veel gevallen de voorkeur, evenals het benoemen van een
(wettelijk) vertegenwoordiger voor behandelbeslissingen. Palliatieve zorgverlening wordt
vaak belemmerd door het voorop staan van dagelijkse basisbehoeften (zoals voedsel en
een slaapplaats) en middelengebruik, weinig steun van familie of netwerken, beperkt inzicht
in hun toestand en gebrek aan vaardigheden en kennis onder professionals. Palliatieve
zorg kan worden gefaciliteerd door aandacht te schenken aan spirituele behoeften, het
opbouwen van vertrouwen, mensen met waardigheid te behandelen en door een pragma-
tische, meelevende, patiéntgerichte benadering in te zetten. Training in en verbetering van
kennis over palliatieve zorg, het aanmoedigen van een patiéntgerichte benadering waarin
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vertrouwensrelaties de basis zijn, een passende fysieke faciliteit voor palliatieve zorg aan
deze doelgroep, en een betere organisatie van palliatieve zorg worden aanbevolen.

In een semigestructureerd interviewonderzoek onder 28 geestelijk verzorgers, straatpas-
tores, veldwerkers en voormalige daklozen (Hoofdstuk 3) laten we zien dat stigmatisering,
kenmerken van daklozen en kenmerken van een complex zorgsysteem onderliggende fac
toren zijn van het niet betrokken zijn in zorg. Wat betreft kenmerken van daklozen kunnen
drempels voor zorg worden verlaagd door gepersonaliseerde zorg te bieden en te werken
aan wederzijds vertrouwen tussen de professional en de dakloze. Gepersonaliseerde zorg
moet in ieder geval het stellen van grenzen aan wangedrag inhouden zonder de persoon af
te wijzen, evenals een houding van de professional die waardigheid, menselijkheid, gelijkheid
en respect weerspiegelt. Op het niveau van het zorgsysteem kunnen drempels voor zorg
worden verlaagd door het bieden van duidelijke informatie, uitleg en communicatie, rustige
voorzieningen, zelf-reflecterende professionals met voldoende geduld en tijd beschikbaar,
wat gefaciliteerd wordt door verandering van beleid en wetgeving.

Deel 2 | Huidige palliatieve zorgverlening en toekomstige verbeteringen

Het tweede deel van dit proefschrift geeft een overzicht van de huidige palliatieve zorg voor
mensen die dakloos zijn in Nederland, en een verkenning van wat er nodig is om de palli-
atieve zorg te verbeteren. Een retrospectief medisch dossieronderzoek van 61 overleden
daklozen in twee Nederlandse opvangvoorzieningen (Hoofdstuk 4) toont een jonge leeftijd
van overlijden, meervoudige en complexe somatische, psychiatrische, verslavings- en sociale
problemen, en een hoge symptoomlast in de laatste fase van hun leven. Bij 75% van de
patiénten werd het levenseinde herkend en gedocumenteerd. Voor 26% werd in het jaar
voor het overlijden een palliatief team geraadpleegd. Het laat zien dat het levenseinde wordt
gekenmerkt door onzekere prognoses die vaak gepaard gaan met plotselinge opleving of
verslechtering, gecompliceerde sociale omstandigheden en een groot aantal overplaatsin-
gen naar andere zorginstellingen, meestal ziekenhuizen. Het benadrukt dat het organiseren
enintegreren van zorg voor deze populatie in de laatste fase van hun leven een uitdaging is,
en dat twee derde van de onderzoekspopulatie uiteindelijk overlijdt in deze opvangvoorzien-
ing, een kwart van alle patiénten overlijdt alleen. Er worden problemen gerapporteerd met
continuiteit van zorg, sociale veiligheid en veiligheid van de omgeving, patiént-professionele
communicatie en medisch-farmacologische verlichting van lijden. Een mogelijk verbeter-
punt betreft interdisciplinaire samenwerking, meer en betere voorzieningen voor palliatieve
zorg, en beschikbare bijpehorende expertise binnen opvangvoorzieningen. Verder blijkt
uit een focusgroeponderzoek onder negentien professionals en vijftien ernstig zieke da-
klozen (Hoofdstuk 5) dat palliatieve zorg complex is en dat er grote verschillen zijn tussen
professionals, instellingen en steden. Mensen die dakloos zijn en professionals hebben
verschillende percepties op de gegeven zorg. Palliatieve zorg dient in ieder geval gekenmerkt
te worden door respect voor de autonomie van de patiént, vertrouwensrelaties tussen pa-
tiént en professional, flexibele inzetbare zorg, en professionals die het initiatief nemen om
de patiént te bezoeken. Een consultatie-interventie met een vast duo van een palliatieve
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zorgprofessional en een maatschappelijke zorgprofessional, die elkaar wederzijds van kennis
en kunde voorzien, kan een goede manier zijn om deze thema's aan te pakken. Deze con-
sultatie-interventie zal naar verwachting van toegevoegde waarde zijn voor zowel patiénten
als professionals door professionals te leren over een respectvolle houding, professionele
samenwerking te versterken en kennis te bundelen en te versterken. Naast consultatie
wordt verwacht dat ook training van professionals in palliatieve zorg en multidisciplinaire
bijeenkomsten van zowel maatschappelijk hulpverleners als palliatieve zorgprofessionals
nodig zijn. De combinatie van consultatie, training en multidisciplinair overleg, dat we een
driedelige interventie noemden, kan het beste regionaal worden ontwikkeld en op maat
gemaakt zijn voor regio’s en hun voorzieningen, onder begeleiding van ervaren consulenten
die affiniteit hebben met deze populatie.

Deel 3 | Een drievoudige interventie: evaluatie van meerwaarde en proces

In het derde deel van dit proefschrift wordt de implementatie van een drievoudige con-
sultatie-interventie binnen drie regio’s geévalueerd op toegevoegde waarde en proces.
Een mixed-methods-onderzoek met behulp van gestructureerde vragenlijsten en semige-
structureerde (groeps)interviews met professionals, dagboeken van consulenten en een
implementatiedagboek (Hoofdstuk 6) evalueerde 34 consultaties, 22 multidisciplinaire
bijeenkomsten en negen trainingssessies die werden gehouden tijdens de implementatie-
periode van 21 maanden. Alle drie de activiteiten van de interventie werden uitgevoerd,
terwijl de interventie tegelijkertijd werd afgestemd op de behoeften en middelen van elke
regio. Bij consulten gaat het vooral om palliatieve zorgprofessionals die maatschappelijke
hulpverleners in opvangvoorzieningen adviseren. Consultatieverzoeken gaan vooral over
somatische vraagstukken; advies betreft vaak zowel somatische als psychosociale vraag-
stukken. Multidisciplinaire bijeenkomsten worden voornamelijk bijgewoond door huisartsen
en verpleegkundigen werkzaam in opvangvoorzieningen en de gezondheidszorg. Trainingen
variéren sterk in duur en inhoud. Dakloze patiénten die in consulten en multidisciplinaire bi-
jeenkomsten werden besproken, waren vaak mannen, van Nederlandse afkomst, en tussen
de 50 en 70 jaar. Ze waren vaak ernstig ziek en verbleven in 24-uurs opvang of verpleegaf-
delingen. Meerwaarde werd door hulpverleners in de opvang, consulenten palliatieve zorg,
en managers van betrokken organisaties ervaren in het samenwerken en netwerken tussen
professionals, met name in het onderling verbinden van professionals uit verschillende disci-
plines en het creéren en versterken van samenwerkingsverbanden. Meerwaarde wordt ook
gevonden in betere competenties in de palliatieve zorg in het algemeen, en meer specifiek
in het bieden van emotionele steun in complexe situaties. Ten slotte wordt de interventie
gezien als van meerwaarde op de verbetering van de timing en kwaliteit van palliatieve zorg,
vooral door de focus op kwaliteit van leven en sterven, vroegtijdige zorgplanning bij het
bespreken van patiénten, en bewustzijn van overlijden.

Op basis van dezelfde mixed-methods-studie beschrijft Hoofdstuk 7 de evaluatie van de
drievoudige consultatie-interventie over het proces van RE-AIM-dimensies Bereik, Adop-
tie, Implementatie en Onderhoud. Het RE-AIM model is een hulpmiddel dat gebruikt kan



Nederlandse samenvatting 215

worden om interventies te evalueren. Het bereik van de interventie betreft voornamelijk
hulpverleners die werkzaam zijn in de organisaties die de interventie hebben geinitieerd.
Hoewel in alle regio’s de drie activiteiten van de interventie werden uitgevoerd, zijn er
verschillen in de start, timing en frequentie van de drie activiteiten tussen de drie regio's.
Uitvoering van de interventie is deels volgens plan gegaan, wat in de helft van de gevallen
resulteerde in consultaties aan het bed en in de andere helft van de gevallen telefonische
consultaties. Er werd vaak samengewerkt tussen een palliatieve zorgconsulent en team in
de opvangvoorziening, en de richting van consulten ging voornamelijk van de palliatieve
zorgconsulenten naar de professionals in opvangvoorzieningen. Wat betreft het in stand
houden van de interventie verwachten professionals in alle regio’s in de toekomst een of
meer activiteiten van de interventie te zullen gebruiken, hoewel de activiteiten naar ver-
wachting anders zullen worden ingezet. Voor de RE-AIM dimensies worden bevorderende
en belemmerende factoren gevonden met behulp van het Consolidated Framework for
Implementation Research (CFIR) als conceptueel kader om bevorderende en belemmeren-
de factoren te categoriseren. Bevorderende factoren waren vooral in de innerlijke setting
van de organisaties, in de kenmerken van professionals en in de interventiekenmerken.
Dit betrof vooral een ervaren behoefte aan verbetering van de palliatieve zorgverlening en
al bekend zijn met de betrokken professionals vanuit eerdere samenwerkingen (adoptie),
de expertise van een consulent in het adviseren van professionals en bekendheid met de
populatie daklozen (implementatie), en het inbedden van interventie in regelmatige, goed
gefinancierde bijeenkomsten (onderhoud). Belemmerende factoren zijn vooral genoemd in
de innerlijke setting van de organisaties en in interventiekenmerken, met name de beperkte
vaardigheden van professionals in het herkennen, bespreken en prioriteren van palliatieve
zorg (adoptie), COVID-19 omstandigheden, personeelstekorten en gebrek aan kennis van
palliatieve zorg in de maatschappelijke dienstverlening voorzieningen (uitvoering) en een
beperkt aantal betrokken personen bij deze kleinschalige interventie (onderhoud).

Discussie

In de discussie worden, na een samenvatting van de bevindingen in relatie tot de literatuur,
de methodologische overwegingen van dit proefschrift besproken. Sterkte punten en bep-
erkingen van het onderzoek betreffen het mixed-methods design, de perspectieven van
daklozen, de generaliseerbaarheid van de interventie- en studiepopulatie, het meten van de
meerwaarde van de interventie, en het gebruik van RE-AIM en CFIR en de operationalisering
daarvan. Reflecties op de bevindingen gaan over i) het samenbrengen van palliatieve zorg
en opvangvoorzieningen; ii) een holistische zorg- en persoonsgerichte benadering; iii) het
belang van vroegtijdige zorgplanning en parallelle planning; iv) perspectieven op een goede
laatste levensfase; v) ongelijke toegang tot palliatieve zorgverlening; en vi) de urgentie van
structurele financiering en financiering op maat. Tot slot worden aanbevelingen voor praktijk,
onderzoek en beleid gegeven.
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