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A MESSAGE FROM THE MINISTER

It is with pleasure that | present to you the document entitled Normes en matiere de soins palliatifs
pédiatriques (Québec Standards of Practice for Pediatric Palliative Care). Developed by a specially
mandated working group, this document is intended for healthcare teams working with children and their
families. It constitutes a point of reference that can be used to establish standards of practice so that
children, adolescents and their families receive the special attention they require because of their unique
needs and the inherent difficulty in facing a premature death.

These standards now position Québec as a leader in pediatric palliative care. Putting them into practice will
serve as one more example of Québecers’ willingness and ability to innovate by providing services adapted
to the needs of children and their families.

| hope these standards become a reference in the field of pediatric palliative care. | encourage you to give
them your full attention: their success rests on the commitment of every individual and healthcare team
working with sick children and their families.

Philippe Couillard
Minister of Health and Social Services






Message from the Québec Centre for Cancer Control

The Québec End-of-Life Palliative Care Policy states that children and adolescents in palliative care and
their families deserve special attention. In the winter of 2004, the Québec Centre for Cancer Control
appointed a working group to develop and establish standards of practice for pediatric palliative care.

| am pleased to present their work to you, and | wish to thank the group for their unremitting diligence and
commitment, particularly Dr. Linda C6té-Brisson, who coordinated the project with great determination.

The standards and criteria in this document were designed to foster an interdisciplinary approach and a
commitment to continuous improvement for pediatric palliative care. They also shift the emphasis to the
needs of children and their families. These standards are based on a review of the literature and on
extensive consultations with experts, parents, health care providers, community resources and volunteers.

Special emphasis was placed on certain aspects of pediatric palliative care practice through the study of
organizational models specifically developed for this clientele. In addition, criteria are suggested for each
standard so that they can easily be implemented.

The document also includes a monitoring and evaluation tool to help in the implementation of the standards.
This is an easy-to-use and practical tool for all healthcare teams seeking to provide pediatric palliative care
or improve the quality of existing care.

Antoine Loutfi, M.D., FRCSC, FACS Brigitte Laflamme
Director Assistant Director
Québec Centre for Cancer Control









Summary

In the fall of 2004, the Québec Centre for Cancer Control, Ministére de la Santé et des Services sociaux
(MSSS, Québec’s ministry of health and social services), created a working group to establish standards of
practice for pediatric palliative care in Québec. The resulting work promotes a standardized and coordinated
approach that ensures that children and their parents receive quality palliative care, wherever they live or
receive care.

The standards serve as a point of reference and seek to achieve excellence. Criteria have been developed
for each standard so that they can translate into specific measures and concrete actions. Using these
criteria, healthcare teams and institutions can assess their performance, focus on areas in need of
improvement and find solutions to problems they have identified.

The standards are intended for all healthcare teams who treat children with palliative care needs, provide
services to their families, and for those who organise services and training in the field of pediatric palliative
care. The care teams include the primary care team as well as the palliative care team, regardless of where
they work within the healthcare network.

Over the course of its mandate, the working group reviewed international definitions of pediatric palliative
care. A review of the scientific literature, relevant Internet websites, and grey literature served as the basis
for the development of the standards. Special focus was placed on certain aspects of pediatric palliative
care, such as the needs of children and their families, quality of care, stages of pediatric palliative care and
organizational models developed specifically for children. The working group drew upon the experience
gained through both adult palliative care and the pediatric palliative care initiatives conducted in Québec
and the rest of Canada, as well as consulting with key stakeholders in the province. The group studied
various policy- and standard-based palliative care initiatives conducted in other countries, including
Australia, the United States, France, the United Kingdom and New Zealand.

The standards were divided into four areas of focus:
1) child- and family-centred care;
I1) interdisciplinarity;
I11) continuous quality improvement;
IV) clinical governance.

A broad consensus exists among pediatric palliative care professionals that a child- and family-centered
approach to care, in which the child is the primary concern, should be favoured. The child’s quality of life
and that of the family are inextricably linked, and maintaining this quality of life constitutes the primary goal
of palliative care. The ‘family’, in this context, includes the mother, father, siblings, grandparents and any
other individual who may have a significant bond with the child or parents. A child- and family-centered
approach to care helps children and their families reach their physical, psychological, social and spiritual
goals. Standards of child- and family-centered care deal with meeting the needs of children and their
families, communicating, participating in decision-making and providing continuity of care.

Working as part of an interdisciplinary team allows healthcare providers to join their efforts and make the
best use of their complementary expertise. An interdisciplinary team involves collaboration between health
care providers, children and their parents. The composition of a team offering palliative care to children
depends on the expertise necessary to respond to the required needs. The support provided by healthcare
institutions is critical to the success of any interdisciplinary team. The standards of practice therefore



address the make-up of an interdisciplinary team, how the team works and the support it should be able to
count on.

Healthcare providers and teams must maintain their competencies in pediatric palliative care through
appropriate training and current evidence-based practice. To training should be added a continuous quality
improvement program integrating an evaluation of practices and service organisation, and the participation
of the team or some of its members in research. The standards therefore address pediatric palliative care
training requirements, evidence-based practice, evaluation of practices, and research.

Clinical governance is founded on a common vision of the objectives to be achieved. By working together,
administrators and clinicians can maximize resources, structures and processes to achieve their quality
objectives. Clinical governance creates an organizational climate that is conducive to achieving excellence
and promotes quality clinical work. Recognizing the unique health needs of children and their families is a
necessary part of sound clinical governance in pediatric palliative care. Institutions, health and social
services centres (HSSC), health and social services agencies (HSSA) and the MSSS must in turn apply this
recognition to the decisions they make. The working group’s standard for clinical governance seeks to
promote policies, resources and institutional structures which foster continuous improvement in the quality
of the pediatric palliative care provided in Québec.

Appendix 3 of this document includes a monitoring and evaluation table to help implement the
standards of practice for pediatric palliative care according to the four focus areas mentioned
above. This stand-alone document allows healthcare teams to monitor the implementation of the
proposed standards. Using a simple rating scale, teams can evaluate each standard and record any
improvements required in the space allotted in the table.

The appendix is an easy-to-use, flexible and practical monitoring and assessment tool that
encompasses the various facets of pediatric palliative care and is based on the working group’s
proposals. It is available in electronic format, in French, at www.msss.gouv.qc.ca by following the
link to ‘Documentation’ and then to ‘Publications’, and in English at www.chpca.net by following
the link “Initiatives” and then “Standards and Norms of Practice.”

Thanks to the recent adoption of the Québec End-of-Life Palliative Care Policy and the efforts of many
stakeholders in the fields of pediatrics, pediatric palliative care and adult palliative care, the province is
currently in a favourable period for continuous improvement in pediatric palliative care. These standards can
further support Québec’s quality improvement efforts. Establishing the standards represents one step. Now,
we must create the framework that will encourage the application of the standards once they are adopted.




ACT
AETMIS
CCHSA
CHUQ
CHUS
CNPCC
HSSA
HSSC
INSPQ
MSSS
MUHC
RUIS
UAMC
UPC
UMC

List of Abbreviations
Association for Children with Life-threatening or Terminal Conditions and their Families
Agence d’évaluation des technologies et des modes d'intervention en santé
Canadian Council on Health Services Accreditation
Centre hospitalier universitaire de Québec
Centre hospitalier universitaire de Sherbrooke
Canadian Network of Palliative Care for Children
Health and Social Services Agency
Health and Social Services Centre
Institut national de santé publique du Québec
Ministere de la Santé et des Services sociaux
McGill University Health Centre
Réseaux universitaires intégrés de santé (Integrated University Health Networks)
University-affiliated Medical Centre
University Pediatric Center

University Medical Centre



Members of the Working Group on Quebec Standards for
Pediatric Palliative Care

— Céline Bergeron, Clinical Nurse Specialist, Centre hospitalier universitaire de Québec, Centre
hospitalier de I'Université Laval (Centre mere-enfant)

— Dr. Brigitte Bernard, Assistant Medical Director, Health Services and Academic Medicine Branch,
Ministere de la Santé et des Services sociaux

— Dr. Linda Cété-Brisson' * Working Group Chair and President, Pediatric Oncologist, Palliative Care
Physician, Centre hospitalier universitaire de Québec, Hotel-Dieu de Québec

— Dr. Claude Cyr*, Pediatrician, Chief of Pediatric Palliative Care, Centre hospitalier universitaire de
Sherbrooke, Hopital Fleurimont

—Lysanne Daoust’, Liaison Nurse and Palliative Care Nurse Coordinator, Centre hospitalier
universitaire Sainte-Justine

— Danielle Drouin*, Clinical Nurse Specialist in Pediatric Palliative Care, McGill University Health
Centre, Montreal Children’s Hospital

— Dr. Justine Farley, Chief of Palliative Care, St Mary’s Hospital Centre; President, Réseau de soins
palliatifs du Québec

— Julie Huot, Research Officer, Québec Centre for Cancer Control, Ministere de la Santé et des
Services sociaux

— Dr. Nago Humbert*, PhD, Human Biology, Faculty of Medicine, Lyon, France; Medical Psychology
Specialist, Director, Pediatric Palliative Care, Centre hospitalier universitaire Sainte-Justine

— Mélanie Kavanagh, Research Officer, Québec Centre for Cancer Control, Ministere de la Santé et
des Services sociaux

—Dr. Stephen Liben*, Medical Director, Pediatric Palliative Care, McGill University Health Centre,
Montreal Children’s Hospital

— Dr. Mary Ellen Macdonald, PhD, Medical Anthropology, McGill University Health Centre, Montreal
Children’s Hospital, Postdoctoral Fellow

—Dr. Guy Parizeault, Pediatrician, Clinique de pédiatrie de Chicoutimi and Centre de santé et de
services sociaux de Chicoutimi

—Dr. Héléne Roy, Pediatrician Chief of Pediatric Palliative Care, Centre hospitalier universitaire de
Québec, Centre hospitalier de I'Université Laval (Centre mére-enfant)

* These persons were members of the pediatric working group that contributed to the pediatric palliative care chapter of the
Politique en soins palliatifs de fin de vie (Québec End-of-Life Palliative Care Policy)

10



Table of Contents

SUMMEAIY ...ttt bbb bbbttt bbbt et e b b e b s bR s s e s e et e sttt s s s s st et rns 7
List Of ADDIEVIBLIONS ...ttt 9
Members of the Working Group on Québec Standards for Pediatric Palliative Care ............c.ccccoeevcicnnns 10
Table Of CONENTS...... ..ottt s e e e e e e 11
S 0 = o] PSS 12
LISEE OF FIGUIES ...ttt bbb en st snee 12
INEFOTUCHION ...ttt s ettt e ettt et et enesenenenas 13
1 ODJBCLIVES o 13
2. FTAMEWOIK ...ttt 15
3. Pediatric Palliative Care ........ccoviiiiiiieisiesss st 17
B AL DEIINIION. ...ttt 17
3.2, Target POPUIALION ... 18
3.3.  Stages Experienced by Children and their Families ... 19

4. SIUBHION OVEIVIBW ...ttt st 20
O (7 =T 0o TSRS 20
4.2, MOMAIEY ... 20
4.3.  Importance of the child less than 1 year of age ..........cccceeeeicciiiiiee e, 21
4.4, Complex Chronic CONAItIONS ........ccceeiiiiiiieieisssss e 21
4.5, Dying CloSe t0 HOME......c.cucuiiiiciciccccie s 23
4.6.  Deaths in HOSPItal CENIES .......ceururriiiiieeeee s 24
4.7.  Current Services Available in Pediatric Palliative Care...........c.cccoveeeerrcssecieeieiesereeeeene 24

5. GUIING PrINCIPIES .....vvivieieieieee sttt 25
6. Standards of Practice for Pediatric Palliative Care.............ccoveeiiinnieeeerersss s 26
6.1.  FOCUS AREA [: Child- and Family-Centred Care............ccccovvvvirrseeeeeeeceeeeeeeee e 26
6.1.1. Meeting Child and Family NE€S ..........cccceeiiiiiiiiiieieeee e 27
6.1.2. Communication and Participation in Decision-making .............ccoceerrnniennnnnieeiniens 33
6.1.3. CoNtiNUILY OF CarE ... 36

6.2.  FOCUS AREA I1: INterdiSCIPNGITLY ........cuevirriiieeieieirisiieieeiss e 39
6.2.1. Members of the Interdisciplinary TEAM .........cccovviiiiiice s 39
6.2.2. How an Interdisciplinary Team WOrKS...........cccooiriieiiiiiiciisscee e 40
6.2.3. Supporting the Interdisciplinary TEAM.........coviiiiiiier e 41

11



6.3.  FOCUS AREA III: Continuous Quality IMprovement ............cccooeernnniennnnneesisseseeees 43

6.3.1. L= L RSOOSR 43
6.3.2. EVidence-based PracCtiCe .........cc i 45
6.3.3. Evaluation and RESEAICN .........cciiiiiiiii e 46

6.4.  FOCUS AREA: CliniCal GOVEIMANCE .......ccvuiireirieininiiseieieisisiseeieie s aseses 48
6.4.1. Standards of Practice: Clinical GOVEIMANCE.........cerirriirererererereseriresisis s iseeeeeeeas 49

7. Dissemination and KnOwIedge-Sharing..........cccceueeueueieieccieceeeeeees st 30
CONCIUSION ...ttt ettt ettt ettt 50
REFEIEINCES. ...ttt ettt sttt ettt n st n et nennnen 51
APPENDIX TRkttt 65
Consultants and CollabOratorsS ...ttt eeen 65
APPENDIX 2: Care PatiWayS.........c.oviiiueiririririieieieis st 69
APPENDIX 3.ttt ettt 7
Standards of Practice for Pediatric Palliative Care — Monitoring and Evaluation Tool.............c.ccccoeeinnines 7

List of Tables

Table 1. Children and Families in Need of Palliative Care ...........ccocovvrvrniienninecesssseeeesseseees 18
Table 2. Cause of death in children aged 0 to 19, Québec, 1997-2001 ..........c.ceeeeeicccccceeeee e, 20
Table 3. Age of death by non-trauma causes in children aged 0 to 19, Québec, 1997-2001........................ 21
Table 4. Deaths due to complex chronic conditions in children aged 0 to 19, Québec, 1997-2001................ 21
Table 5. Place of death in children aged 0 to 19, non-trauma cases, Québec, 1997-2001 ...........cccoovrenene. 24

List of Figures

Figure 1. Deaths in children aged 0 to 19 years due to complex chronic conditions, by age and cause
of death, QUEDEC, 1997-2001..........oorreee e 22

Figure 2. Percentage of deaths by region of residency in non-trauma cases, Québec, 1997-2001 ..... 23

12



“The death of a child or an adolescent touches the entire family, as well as the
child’s or adolescent’s circle of friends and acquaintances. Although death is a
part of life, the death of a child is never in the normal order of things; the family
feels the impact of such a loss for a long time. Caring for a dying child is one of
the most difficult responsibilities a health professional can face.” [1]!

Introduction

In the spring of 2004, Québec developed an end-of-life palliative care policy, the Politique en soins palliatifs
de fin de vie [2] (Québec End-of-Life Palliative Care Policy), in which the specific needs of pediatric care in
the province were addressed. One of its recommendations was the development of standards of practice for
pediatric palliative care. In the fall of 2004, the Québec Centre for Cancer Control at the Ministére de la
Santé et des Services sociaux (MSSS) established a working group to act on this recommendation.

The working group’s twofold mandate included: 1) establishing Québec standards of practice for pediatric
palliative care; 2) recommending mechanisms to promote their dissemination and appropriation, and the
sharing of best practices in pediatric palliative care.

The establishment of provincial standards of practice in pediatric palliative care for Québec is part of an
international movement in which the specific needs of children ! and their families I are taken into
consideration in the development of palliative care policy and standards and in the organization of palliative
care services. The standards are intended for treatment teams 'V and palliative care teams who care for
children with palliative care needs and provide services to their families. At the same time, the standards
are directed at the administrators of institutions in which the teams work, integrated university health
networks (RUIS), health and social services agencies (HSSA) and the MSSS.

The standards are based on the experience gained in pediatric palliative care in Québec. It is our hope that
they will help achieve the objectives set out in the Québec End-of-Life Palliative Care Policy: to ensure fair
access to services, to ensure continuity of service between the various care-delivery sites, to ensure quality
services provided by the interdisciplinary teams and to raise awareness among health care providers that
children, too, can die.

1. Objectives

A standard inherently includes an objective and a level of excellence to target. Every standard must be
based on best available data [3]. The development of healthcare standards is therefore a means to ensure
continuous quality improvement in healthcare and healthcare services.[4]. Healthcare standards serve as a
benchmark for assessing the quality of healthcare and healthcare services. They are used to facilitate
decision-making for administrators and stakeholders, encourage the adoption of best practices and promote

I Numbers in parentheses refer to references listed on page 50.

I A‘child refers to all persons whose diagnosis was made before the age of 18 and whose death is anticipated before that of
the parents.

A family includes parents and siblings, grandparents and any other individual who has a significant bond with the child or
parents.

V' ‘Treatment Team’ (in French ‘équipe soignante ou traitante’) refers to a team that has an ongoing relationship with the
patient from the diagnosis of a life threatening illness and includes among others: pediatric teams, specialist pediatric teams,
obstetrical teams, and neonatology teams.
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consistency in healthcare services and practices. By basing their actions on standards, healthcare teams
can measure their performance, identify areas that need improvement, and find solutions to problems.

Québec’s standards of practice for pediatric palliative care promote a standardized and coordinated
approach designed to ensure that children and their families receive quality palliative care, wherever they
may live or receive care. The pediatric palliative care standards have specific objectives, which can be
defined as follows:

v promote a child- and family-centred approach to pediatric palliative care practice and to the
organization of services;

establish benchmarks for quality practice in palliative care;

define clinical and administrative roles and responsibilities;

promote continuity of care;

bring services to children’s living environments;

foster partnership to improve continuity and coordination of healthcare and services;

AN N N N

create a framework for evaluating potential shortfalls between the healthcare and services provided
and the stated objectives

The standards in this document are aimed at all teams caring for or accompanying children with palliative
care needs and working with their families. They are also intended for those who organize services and
training in pediatric palliative care. The teams addressed here include all treatment and palliative care
teams, regardless of where they work within the healthcare network.

Treatment teams play a central role in pediatric palliative care. They can be the ones providing all the
palliative care to children and supporting their families. They might also be those who work in conjunction
with palliative care teams to provide such care. Currently, the pediatric palliative care teams they work with
are mainly from the following university medical centres (UMC): Centre hospitalier de I'Université Laval
(Centre mére-enfant), which is affiliated with Centre hospitalier universitaire de Quéebec (CHUQ); Centre
hospitalier universitaire Sainte-Justine; Hopital Fleurimont, which is affiliated with Centre hospitalier
universitaire de Sherbrooke (CHUS); and the Montreal Children’s Hospital, which is part of the McGill
University Health Centre (MUHC). The four teams listed above will henceforth be referred to as University-
Pediatric Centers (UPC). Even when palliative care teams play a more significant role, treatment teams
must remain involved to promote continuity of care and ensure that children and their families do not feel
abandoned.".

The standards are also intended for administrators of institutions in which the interdisciplinary teams work,
health and social services agencies (HSSA), health and social services centres (HSSC); integrated
university health networks (RUIS) and the MSSS. Administrators contribute significantly to pediatric
palliative care by determining the kind of organizational environment in which interdisciplinary teams work.
Administrators must therefore support interdisciplinary teams in meeting these standards. They must also
share responsibility with healthcare teams to provide quality services and continuous quality improvement in
pediatric palliative care.

V- As reported by parents during the consultation sessions held in 2006 for the development of standards of practice in
pediatric palliative care.
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2. Framework

The working group appointed to develop the standards for pediatric palliative care included experts in
pediatrics and pediatric and adult palliative care, researchers and professionals from the MSSS. The
Agence d'évaluation des technologies et des modes d'intervention en santé (AETMIS) helped the working
group compile the evidence drawn from the scientific literature and the grey literature. The Institut national
de santé publique du Québec (INSPQ) supplied data from its own analysis of palliative care in Québec [5],
and the Canadian Council on Health Services Accreditation (CCHSA) provided guidance through comments
and suggestions.

The working group familiarized itself with the principles set out by the International Society for Quality in
Health Care [3] and developed standards that meet the following criteria:

1) The standards must contribute to improving the quality of care.

2) The standards must be patient- and family-centred, and take into account management of services
and service-delivery infrastructure.

3) The standards must be comprehensive and encompass the following factors: the skills of care
personnel, the quality, continuity, efficacy and efficiency of care and services, and accessibility to
care and services, all as they relate to patients’ needs and security.

4) The standards must be well thought-out, established and evaluated according to a well-defined
process.

5) The standards must be measurable and reproducible.

The working group reviewed an international sampling of definitions used to describe pediatric palliative
care. In particular, the group focused on those put forth by the World Health Organization (WHO) [6], the
Canadian Network of Palliative Care for Children (CNPCC) [7] and the Association for Children with Life-
threatening or Terminal Conditions and their Families (ACT) [8]. With slight modifications, ACT’s definition
was adopted as this definition was found to reflect most closely the core aspects of pediatric palliative care
in Québec. Also, the target population receiving this care was defined mainly by research conducted while
developing the Politique en soins palliatifs de fin de vie (Québec End-of-Life Palliative Care Policy) [9].
Finally, the working group also determined the guiding principles of the standards for pediatric palliative
care.

The working group also turned to scientific articles, websites and available documentation as their basis for
research and focused on issues, such as the needs of children receiving palliative care and the needs of
their families [1, 8, 10-53], the quality of pediatric palliative care [54-65], the various stages of pediatric
palliative care [12, 34, 66-75], the organizational models developed specifically for pediatric palliative care
[8, 42, 45-47, 76-97], and the experience gained in adult palliative care, as demonstrated in the existing
research papers [58, 98-108]. The working group found a large consensus in the literature regarding the
needs expressed by children and families, and the solutions that were recommended to meet these needs.

The working group also reviewed current and past pediatric palliative care initiatives conducted in Québec,
and drew conclusions from both the successes and failures, and adapted the proposed standards to
Québec’s existing pediatric care framework. From the outset and throughout the process of defining the
standards, the working group consulted key individuals in Québec and this greatly enhanced their work.
(see Appendix 1).
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Drawing on the experience gained from initiatives conducted in other countries, the group examined various
child and adult palliative care policies and standards in the Unites States [35, 58, 109-111], the United
Kingdom [16, 42, 112-120], Australia [121-123], New Zealand [103, 124] and France [125, 126]. The
standards adopted in Canadian provinces outside Québec were also reviewed [7, 127-130]. The CCHSA
has also defined standards of practice for palliative care. In the winter of 2006, the Council initiated
discussions with the CNPCC and other partners to ensure that the pediatric perspective be incorporated
into the development of these standards. The working group also established ties with these two
organizations so as to keep abreast of the work being done.

The way in which the standards are presented is modelled after that of the CCHSA. The first section defines
the main themes on which the standards are centred. Criteria were then established to ensure that the
standards were met. The criteria also provide a basis upon which performance indicators¥! could be
established. Although the establishment of indicators was not part of the working group’s mandate, it should
nonetheless be considered at a later stage. It should also be noted that standards are not static and evolve
over time. A review process must therefore be developed to re-examine the standards of pediatric palliative
care.

For the purpose of clarity in the writing of these standards, the term interdisciplinary team refers to both the
treatment team providing pediatric palliative care and the palliative care team. It will be specified when
referring to pediatric palliative care teams of university pediatric centers (UPC). In general, the standards
and criteria were developed to apply to all facilities within the Québec health network susceptible to
providing pediatric palliative care, including university medical centres (UMC), university-affiliated medical
centres (UAMC), university institutes, medical centres not associated with Health and Social Services
Centres (HSSC), HSSCs, rehabilitation centres and hospices. When a standard or criterion refers to a
particular type of facility, the type of facility will be specified.

VI An indicator is a measurement tool, which is rate-based or defined as an event, which is used as a guide to monitor and
evaluate the quality of client care and service, clinical support services, and organizational functions, in order to make continuous
improvements (161).
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3. Pediatric Palliative Care

A clear definition of pediatric palliative care and its target population is essential to assure a common
understanding and shared vision of pediatric palliative care in Québec. An understanding of the various
stages experienced by children and their families helps better understand their needs so that the care
teams can respond with the appropriate services. Pediatric palliative care can begin as early as when the
family receives the diagnosis of a potentially life-threatening condition, and continue through to end-of-life
care, death and bereavement.

3.1. Definition
The following definition, with some modifications, is taken from a definition proposed by ACT [8]:

“Pediatric palliative care can be defined as an active and total approach to care embracing physical,
psychological, social and spiritual elements. It focuses on the enhancement of quality of life for the child
and support for the family, and includes the management of distressing symptoms, provision of respite and
care through death and bereavement.” Bereavement care is part of palliative care, irrespective of the cause
of death, and includes trauma and perinatal loss.

The above definition describes an approach which helps children and their families reach their various
physical, psychological, social and spiritual objectives. The philosophy underlying pediatric palliative care is,
first and foremost, “to provide optimal comfort and quality of life, and sustain hope and family connection
despite the likelihood of death.” [7] Pediatric palliative care provides comprehensive care to children and
their families from the time a potentially life-threatening illness is diagnosed, throughout the child’s life, at
the time of death and during the grieving process [6, 9, 12, 24, 58, 118]. “It affirms life, and regards dying as
a process that is a profoundly personal experience for the child and family.” [7] Pediatric palliative care is
coordinated and provided by an interdisciplinary team, which takes into account the individuality and
strengths of children and their families. It is a flexible approach to care that is centred on the child and
family, and sensitive to the family’s cultural and spiritual values, beliefs and practices.

In pediatrics, palliative care providers must take into account the fact that children or adolescents are
developing physically, psychologically, socially, cognitively and spiritually through the course of their illness.
For this reason, their participation in educational and community activities must be encouraged [16]. The
family unit must play a leading part in pediatric palliative care. The role and needs of each family member,
including siblings and grandparents, must therefore be taken into consideration by the treatment team [15,
33, 34, 40, 131-135]. Respite services must also be provided to the family [8, 13, 36, 42-44, 47, 136-141].
Given that the course of serious childhood illnesses is often unpredictable, that certain symptoms can
persist and that prognosis is uncertain, it is even more important to prepare for the likelihood of palliative
care early on, even from the time of diagnosis, if necessary. For children receiving care into their adult
years, it is essential that the transition to adult palliative care is a smooth one [16, 19, 39, 142, 143].
According to certain authors, this transitional period may sometimes span several years.
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3.2. Target Population

The pediatric palliative care target population can be divided into six groups of children and families (see
Table 1) [2]. The description of the sixth group was reworded to emphasize that bereavement care is
included in palliative care, even for families who lose a child suddenly as a result of an accident, at birth or
because of an abortion. The description of these groups remains broad, although in certain cases, it would
be beneficial to have a more detailed definition of the children and families who need palliative care. The
Children’s Oncology Group and the Pediatric Oncology Group of Ontario have initiated discussions on this

matter [144].

Table 1. Children and families in need of palliative care *

Children presenting with an iliness for which a curative treatment is possible. Palliative
care may be necessary during periods of uncertainty or when curative treatments are

ineffective.
Examples: cancer, severe cardiac, renal or hepatic disease.

may need extended periods of intensive treatment to prolong their life and allow them to

participate in activities typical of a child their age.
Examples: cystic fibrosis, muscular dystrophy.

Children presenting with a degenerative iliness with no chance of recovery. Treatments

provided to these children are strictly palliative and can extend over many years.
Examples: Batten disease, mucopolysaccharidosis.

Children presenting with severe neurological conditions, which increase the likelihood of

complications leading to a sudden but non-progressive deterioration in their health.
Examples: Accidents resulting in neurological impairment, severe cerebral palsy.

Family members who have lost a child suddenly following an illness, through an external

event™ or perinataly.
Example: Trauma, stillbirth, abortion.

There are 6 categories of children needing palliative care. The first four groups were defined in 1997 by the Association for

Children with Life-threatening or Terminal Conditions and their Families and the Royal College of Paediatrics and Child
Health. The fifth group was defined by the Lighthouse, Children and Families. A sixth group was added following
discussions by the Working Group on Pediatric Palliative Care.

*k

According to the tenth International Classification of Diseases (ICD-10), an external cause can include a motor vehicle

accident, a fall, accidental drowning or submersion, exposure to smoke, fire or flames, self-inflicted injury (suicide), assault
(homicide), or any other non illness-related cause.
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3.3. Stages Experienced by Children and their Families

A fundamental objective of these standards is being able to meet the needs of children and their families
throughout the different stages they will go through. The stages will vary according to the illness, as well as
the child’s personality and the family dynamics. In order for children and their families to have an optimal
quality of life, health care providers, children and their families need to understand the various stages they
are likely to experience.

We believe that the care pathway model developed by ACT, entitled A Framework for the Development of
Integrated Multi-agency Care Pathways for Children with Life-threatening and Life-limiting Conditions, can
be used as a guideline to develop a systematic evaluation process and assessment tools that can be
adapted to each of the six groups of children and families needing palliative care (see Annex 2) [66]. This
model can also help practitioners understand the children’s and families’ journey. In Québec, the UPC
teams could use the model to design a care pathway model adapted to their patient population, in
collaboration with medical centres, HSSCs, hospices, schools, community organizations and other
institutions involved with children and their families. The working group has initiated some discussion on the
subject and recommends that work in this area should be continued.
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4. Situation Overview

4.1. Prevalence

The number of children and families who could potentially require palliative care is relatively high. According
to data reported by S.Lenton et al. [34], the prevalence of children aged 0 to 19 suffering from non-
cancerous ilinesses, yet whose odds of survival are limited and who need palliative care, is approximately
1.5 per 1000 in the United Kingdom. In 2003, the number of children in Québec between the ages of 0 and
19 was 1 750 000. Thus, if we apply the data from the UK to Québec’s 2003 population, around 2 625
children would have a non-cancerous terminal illness requiring palliative care.

4.2. Mortality

Between 1997 and 2001, 4 199 children in Québec aged 0 to 19 lost their lives, which translates to an
average of 840 deaths per year (see Table 2). In addition, between 1998 and 2002, 1 554 stillbirths were
reported, which is about 311 per year on average.

Stillbirths and deaths due to perinatal conditions* as well as deaths caused by complex chronic conditions,
require specialized intervention from obstetrics and neonatology teams [69, 82, 94, 145-153]. Emergency
room personnel are needed in managing deaths due to trauma, sudden infant death syndrome (SIDS) and
other causes [154-156]. Children suffering from complex chronic conditions need to be followed by various
pediatric treatment teams. A number of these children also need to be placed in intensive care at some time
during their iliness [33, 34, 69, 157, 158]. Once at home, many children require the home care services of
HSSCs.

Table 2. Cause of death in children aged 0 to 19, Québec, 1997-2001

Cause of death Deaths between 1997 Annual Mean Deaths as a percentage of the
and 2001 (number) total
(number) %)
Trauoma 1587 T 8 .
Complex chronic condition - 1126 2 28 _
Perinatal condition * . e 212 _
Sudden infant death syndrome —_ 132 _
Other causes 462 92 11.0
Total 4199 840 100

Source: Institut national de santé publique du Québec.

*Perinatal Conditions: certain conditions originating in the perinatal period ICD-10 codes P00-P96
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4.3. Importance of the child less than 1 year old of age

A significant number of children receiving pediatric palliative care are under the age of one [12, 34, 83, 159].
Among the 2,612 children in Québec who died of non-trauma causes between 1997 and 2001(see Table 3),
1802 (69%) were under the age of one. Evidently, the vast majority of children who died of a perinatal
conditions or SIDS were under the age of one (99.1% and 98%, respectively), but the percentage remains
high for complex chronic conditions (53.8%) and other causes (39.6%)

Table 3. Age of death by non-trauma causes in children aged 0 to 19, Québec, 1997-2001

A Comple>§ _chromc Perinatal disease Sl Other Total
ge conditions
number % number % number % number % number %
Llessthan7days 266 236 754 846 2 15 49 106 1071 410 _
Jo27days M2 100 86 _ _. 97 _._._. 10 ... [T 30_._._! 65__._.238_ _ _.§ 91 ___
28daystolyear _ 228 _ _ _._ 202 ___._ A3 48 _ _._ 118 887 104 _ 225 493 _ _189__
1to 19 years 520 46.2 8 0.9 3 2.3 279 60.4 810 31.0
Total 1126 100 891 100 133 100 462 100 2612 100

Source: Institut national de santé publique du Québec.

4.4. Complex Chronic Conditions

Complex chronic conditions are “medical conditions, which can be reasonably expected to last at least 12
months (unless death intervenes), and that involve either several organ systems or one organ system
severely enough to require specialized pediatric care, and probably some period of hospitalization in a
tertiary care centre” [73, 160]. A number of conditions fall into this category and necessitate specialized
pediatric care from a diverse range of treatment teams (see Table 4) [89, 160]. The most commonly
involved specialties are cardiology, oncology, neurology and medical genetics.

Table 4. Deaths due to complex chronic conditions in children aged 0 to 19, Québec, 1997-2001

Deaths expressed as a

Causes of death DiEling percentage of the total
(number) (%)

Cardiovascular disorders x99

Tumours L8 lAT

Nervous system disorders 0 204

Congenital or genetic anomalies 167 14.8

(not included in the other causes) T

Respiratory disorders ] I 65

Metabolic disorders I % 30

Urinary disorders I K 28

Digestive disorders S ® 16

Hematological and immunological disorders 14 1.3

Total 1126 100

Source: Institut national de santé publique du Québec.
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Deaths due to cardiovascular disorders and congenital or genetic anomalies (not included in the other
causes) usually occur within the first year of life, whereas deaths due to cancer usually occur in children one
year of age or older (see Figure 1).

Children with complex chronic conditions often need to be hospitalized multiple times. The palliative phase
in these children can cover a long time period, and these conditions require ongoing and complex care from
multiple care sites and many different specialists.

Figure 1. Deaths in children aged 0 to 19 years due to complex chronic conditions, by age and cause of death,
Québec, 1997-2001
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Source: Institut national de santé publique du Québec.
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4.5. Dying Close to Home

Dying close to home, in non-trauma cases, is a possibility for children living in a University Region (région
universitaire) but not necessarily so for children who live in other regions (see Figure 2). In Montréal-Center,
Québec and Estrie, the percentage of children who are able to die close to home is 98.5%, 98.0% and
88.7%, respectively. In the outlying areas of Montréal and Québec, these percentages vary from as low as
31.3% to 36.6%.

For children suffering from complex chronic conditions, the number of deaths at home varies by pathology.
Children with cancer die at home in 26.3% of cases, compared to 3.3%, 5.7% and 5.4% of children with
cardiovascular, nervous system, and congenital or genetic disorders (not included in other causes),
respectively. However, the percentage of children with complex chronic conditions who are able to die at
home seems to be increasing. From 1997 to 2001, the percentage rose from 9.3 to 12.4.

Hospices are very rarely the place of death for children. Among children with cancer, only 1.1% dies in
these settings.

Figure 2. Percentage of deaths in the region of residency in non-trauma cases, Québec, 1997-2001.
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4.6. Deaths in Hospital Centres

Between 1997 and 2001, 50.4% of non-trauma child deaths took place outside the four UPCs. The majority
of deaths caused by perinatal conditions (65.4%), as well as almost 40% of deaths due to complex chronic
conditions (39.1%) and other causes (38.9%), occurred in facilities other than the UPCs.

Table 5. Place of death in children aged 0 to 19, non-trauma cases, Québec, 1997-2001

Complex

Hospitals chrc_)r_lic CZ%R?;?; SIDS Other Total Annual Mean
conditions

number % number % number % number % number % number %

uCc 603 609 304 346 20 208 250 611 1177 496 235 496

Other 387 39.1 574 654 76 79.2 159 389 1196 504 239 504

Total 990 100 878 100 96 100 409 100 2373 100 474 100

Source: Institut national de santé publique du Québec.

4.7. Current Services Available in Pediatric Palliative Care

At the moment, it is impossible to give a complete picture of the pediatric palliative care services available in
each region of Québec, whether for medical centres or community organizations. Obtaining this data in the
near future is therefore very important. A report of currently available services, including improvements that
need to be made, is a necessary step towards providing children and their families with the best care
possible.
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5. Guiding Principles

The following is a list of the guiding principles used by the working group to establish standards of practice
for pediatric palliative care in Québec:

1.

10.

11.

12.

The child or adolescent and the family are the focus of care. Family members include the mother,
father, siblings, grandparents, and any other person who may have a significant bond with the
child or parents. The individuality of the child and each family member must be taken into
consideration.

A family is a social and cultural unit with its own set of beliefs and values, which must be taken
into account when providing care.

The child is the primary concern, and therefore, must be involved in decisions in a way that is age-
and developmentally appropriate. Parents should be considered as the primary caregivers and
key providers of physical and emotional care and key decision makers of their child and as such,
are considered partners with the care team

The child and family must be kept informed. Information must be delivered at the appropriate time.
An honest and open approach is to be used in all communication with the child and family.

Care is delivered to the child and family using a holistic and family oriented approach, which
entails consideration of the physical, psychological, social and spiritual needs of the child and
family. All interventions with the child and family must be suited to each one’s level of
development, the goal being to improve the child’'s and family’s quality of life. Bereavement care is
offered to all family members for any cause of death, including perinatal loss.

The child must continue to participate in usual activities, including play and school, to the extent of
the child’s physical capabilities and willingness.

Respite services are essential for home-based care.

Palliative care must be accessible and available to the child and family at all times. Care must be
delivered in a setting that respects the wishes of the parents and child, and has the appropriate
resources required to meet standards of quality of care. Accessibility to palliative care must be
maintained throughout the duration of the illness, regardless of how short- or long-lived.

Continuity and coordination of services must be ensured at all times. Particular attention must be
paid during periods of transition between health care providers, episodes of care and sites of care.

Pediatric palliative care is provided by an interdisciplinary team. The members of this team must
have specialized training in pediatric palliative care, and they have a responsibility to maintain
their skills and competencies in this area.

Continued research and regular evaluation are a must, as they are instrumental in determining
what clinical and organizational changes need to take place in order to improve pediatric palliative
care.

Human, physical and organizational resources must be sufficient to ensure quality of care.
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6. Standards of Practice for Pediatric Palliative Care

A standard is a written rule that explains how to meet basic requirements. It can also be viewed as a tool
designed to guide professionals in achieving excellence and provide them with information on what the
services they deliver should constitute from both a process- and results-oriented perspective. A standard
must target excellence, be realistic, achievable, easy to understand and measurable, be developed by
specialists, based on current knowledge, worded in positive terms and meet an acceptable level of
performance. [161].

Basing themselves on the principles outlined in Section 5 and on the data gathered from the literature, the
working group focused the standards on the following four main areas and their sub-areas:

1. Child- and Family-Centred Care
meeting of child and family needs
= communication and participation in decision-making
« continuity of care
2. Interdisciplinarity
« interdisciplinary team members
« how the interdisciplinary team works
= support provided to the interdisciplinary team
3. Continuous Quality Improvement
« training
« evidence-based practice
= evaluation and research
4. Clinical Governance

For each main area of focus and its sub-areas, the standards deemed to be fundamental to the delivery of
quality pediatric palliative care are listed below and followed by their corresponding criteria. These criteria
represent the steps, processes or activities that are required to meet the standard or reach the objectives
set out in within it [161].

6.1. FOCUS AREA I: Child- and Family-Centred Care

A child- and family-centred approach to care, in which the child is the primary concern, is widely accepted in
pediatric palliative care [12, 33, 34, 59, 112, 162-169]. Children have physical, psychological, social and
spiritual needs. Their communication skills and understanding of their illness and the concept of death differ
with age and maturity level. Their level of physiological development will have an influence on how their
symptoms are expressed and how they react to medication. Healthcare providers must therefore
understand children’s developmental stages and adapt their approach accordingly.

Because it plays a crucial role in the lives of children of all ages, the family must also be of prime concern in
child- and family-centred care. The child’s quality of life and that of the family, the main concerns of
palliative care, are inextricably linked. The parents carry a heavy burden of responsibility: they must make
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important decisions regarding their child and provide personal and medical care at home [170]. They may
shoulder this responsibility for a long time. The stress and suffering the couple experiences cannot be
overlooked. Siblings are also vulnerable and their vulnerability must be taken into consideration as soon as
the diagnosis is made so that potential harmful effects their sibling’s iliness may have on them in the long
term can be prevented. The needs of grandparents and others who support the family must also be taken
into account.

Child- and family-centred care:

1) takes into account the child as a whole, along with the child’s and the family’s reality;
2
3

takes into account the child’s needs and level of development;
ensures that communication corresponds to the child’s level of development;

~

)
)
) gradually progresses to adult care services as the child gets older;
5) recognizes the family as a constant in the child’s life and understands the critical role that families
play in the health and well-being of their children and adolescents;

6) takes into account family cohesiveness;

7) recognizes children’s and families” strengths and uniqueness, takes their varied coping skills into
consideration, respects their dignity and helps them regain control over their lives; child- and
family-centred care is flexible and takes cultural and socioeconomic diversity into account;

8) requires the open and continual sharing of information;
9) adopts best practices regarding confidentiality and parental consent;

10) is based on a partnership between healthcare providers, the children or adolescents, and the
parents;

11) is coordinated in accordance with children’s and families’ needs and recognizes that
psychological, social and spiritual support is an integral part of healthcare;

12) encourages support between families and networking.

All the evidence suggests that a child- and family-centred approach to care increases satisfaction, leads to
better health outcomes and allows resources to be allocated more soundly. However, adopting such an
approach will require changes on the part of not only healthcare providers, but also health system
administrators [12].

The standards of child- and family-centred care were grouped according to three different perspectives: 1)
the needs of children and their families, 2) communication between all those involved and their participation
in decision-making, 3) continuity of care.

6.1.1. Meeting Child and Family Needs

The child and family needs that must be met in pediatric palliative care are diverse and multidimensional. As
mentioned previously, identifying these needs has been the subject of much research.
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6.1.1.1. Needs of the Child

The needs of the child include:
- symptoms management and maintenance of mobility
— psychological and spiritual well-being

maintenance of living environment and social ties

practical support

— opportunity to pursue normal day-to-day activities
end-of-life care

Symptoms Management and Maintenance of Mobility

Children or adolescents who receive palliative care suffer from physical symptoms that must be managed or
alleviated, such as pain, fatigue, asthenia, drowsiness, irritability, shortness of breath, seizures, difficulty
swallowing, loss of appetite, constipation, nausea and vomiting. Pediatric palliative care patients also need
to maintain their mobility.

Psychological and Spiritual Well-Being

To deal with issues such as anxiety, uncertainty and fear of iliness and of death, children need to receive
care that will help them maintain their psychological and spiritual well-being.

Maintenance of Living Environment and Social Ties

Children facing a life-threatening illness may see their living environment and social ties fall apart as their
illness progresses. A feeling of profound isolation and abandonment may follow, and the child’s place in the
family may be affected. The child’s ties to a network of friends therefore needs to be maintained. Meeting
other children and adolescents with the same concerns can also help a sick child deal with his or her
feelings of isolation. Adolescent sexuality must also be considered.

Practical Support

Practical support helps provide children with comfort and security, and maintain their social life. For
example, children can remain active inside and outside the home with special equipment; they can receive
transportation to the various care sites; their home environment can be adapted to their state of health; they
can use a wheelchair or any other apparatus that helps maintain mobility. All the above may be provided
while taking into account the speed at which children’s needs evolve. In addition, practical support may also
consist in providing children with the medication they need.
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Normal Day-to-day Activities

Children and adolescents need to pursue normal day-to-day activities suited to their physical abilities and
stage of development. Normal day-to-day activities include play and attending school. Play is often a way
for children to understand and assimilate new experiences. However, for children and adolescents whose
future is uncertain, the need to play or go to school can sometimes be overlooked or underestimated [16,
42,43, 120].

End-of-Life Care

Support at the end of life allows children and adolescents to say what they need to say and do what they
need to do before they die. Health professionals must ensure that children and adolescents at the end of life
have access to the care they need twenty-four hours a day, seven days a week, so they can die at home if
they or their parents so choose.

6.1.1.2. Needs of the Family
Of the needs they identified, the working group retained the following family needs:
— support for parents
— respite
— family cohesiveness
— end-of-life care
— bereavement support

Support for Parents

Parents need psychosocial support, as well as support to deal with the reactions and judgments of friends
and family over the choices they must make. They also need to be well-informed so that they can deal with
their child’s growing problems. In addition, they must be given information on the resources and services
available to them. These include home support, e.g. cleaning and meal preparation, and financial support
through services that can provide compensation for their numerous leaves without pay, loss of employment
in some cases, and the inherent costs of caring for their child.

Respite

For families whose child requires palliative care at home, respite is vital. Respite services must be provided
to help them regain their physical, emotional, psychological, social or spiritual strength, and deal with their
challenging situations.

Family Cohesiveness

In families affected by the iliness of a child, family cohesiveness is often at risk. Siblings may feel neglected
or disregarded, which may have serious consequences on their emotional, social and academic life.
Furthermore, the role of parent may supplant the role of spouse and cause tension within the couple. The
many significant changes in family dynamics can further increase tensions that already exist within the
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family. The right intervention may help the family adapt to the changes and encourage the extended family,
particularly grandparents, to provide much-needed support. The complexity of today’s family (i.e. blended
families) and of its value system increases the challenge family members must face to maintain
cohesiveness. Such complexity makes support all the more important.

End-of-Life Care

Healthcare providers must provide families with end-of-life care. They must anticipate the various stages
families will go through and the changes they will face when their child reaches the end of life. To be able to
discuss death with their dying child and with any other children in the family, parents need support.
Providing families with practical information at the moment of death may be very helpful. The treatment
team must also be sensitive to the child’s and family’s wishes regarding where he or she will die.

Bereavement Support

Bereavement support is a part of palliative care [12, 25, 33, 34, 171-178]. Because each family member
may experience grief differently, bereavement support must be adapted to their individual needs. Whatever
the cause of death, the family is going through a period of mourning. Bereavement support may be helpful
for any family that has lost a child to chronic disease, trauma, sudden death or perinatal death (fetal death,
stillbirth or neonatal death). The grief associated with the death of a child may have serious and long-term
consequences on the whole family. Whenever possible, bereavement support should be provided by a
person known to the family. This does not mean that normal coping processes of bereaved families should
be treated as a pathology. However, difficulties that may have a negative impact on the family or one of its
members should be identified early.

6.1.1.3. Needs Assessment

A proper and complete needs assessment is an important component of pediatric palliative care. A clear
and objective assessment should identify the comprehensive needs of both the child and the family. It
should be individualized and take into account each child’s and family’s uniqueness. At different stages of
development (perinatal period, childhood or adolescence), different interventions will be required to meet
the needs of children and their families. The specific characteristics of adolescents [19, 179-181] and young
adults must be acknowledged as they gradually gain independence, break away from their parents and
discover their sexuality. Individual needs vary with the child’s illness and as the illness progresses. The
needs of families with physically or cognitively disabled children will differ from those whose children are not
disabled. Needs also vary according to the family environment and the resources to which the family has
access. The assessment must therefore be made by healthcare providers who fully understand the child’s
development and can interact appropriately with the child and family. A good assessment will identify the
priority needs of both the child and family. The assessment of needs allows professionals to interact with
the child and family, inform them of the situation they face and focus on finding solutions together. Because
needs evolve as children and their families traverse the various stages of the illness, the needs must be
reassessed regularly.

According to the ACT, a proper needs assessment should:

—be comprehensive and be conducted by properly trained professionals using a multidisciplinary
approach
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— be developed in collaboration with the child and the family to achieve an individualized assessment
that takes into account their unique situations

— include parents, siblings and any other child- or family-designated persons

— recognize each family member’s individuality

— be conducted in plain language that is easily understood by the child and family

— be conducted in a confidential manner

— be assured of with parental consent every time information concerning the child is shared with others
— be an on-going process, updated on a regular basis as the child’s condition changes [182]

Using specially designed tools to assess pediatric palliative care needs would help systemize the
assessment, ensure that all aspects of the needs are covered, update relevant data in the child’s file,
facilitate the sharing of information by team members, improve communication between children, families
and healthcare providers, prevent members of the interdisciplinary team from needlessly asking the same
questions, and facilitate the training and integration of new team members. Assessment tools must be
adapted to the child’s stage of development and have been validated [12, 34]. They must also assess the
family dynamics and how they function [183, 184].

An effective needs assessment is essential to developing a relevant and feasible intervention and service
plan.VI' A comprehensive assessment will ensure proper service planning, foresee future needs and prevent
crisis situations. The intervention and service plan identifies all the interventions (either medical,
psychological, social or spiritual) required to meet the needs of children and their families. The plan also
includes the practical support and respite services provided to families, and addresses all the stages that
patients and their families must go through, including bereavement support. The intervention and service
plan, which includes the objectives to be met, must be prepared in collaboration with the child and family. It
must respect their cultural background, values and belief system [185, 186]. Taking a family’s cultural
background into account involves taking into consideration their values, traditions and beliefs, as well as
their environment and the ethnic and religious community in which they live, even when this may conflict
with what we, as individuals or institutions, consider “good medicine.”

Vit According to Section 102 of the Loi sur les services de santé et les services sociaux (Québec Health and Social Services
Act), an institution must develop an intervention plan for a class of users defined by regulation in accordance with Section
505, Subsection 27 of the Act, to the extent provided therein, in order to identify their needs, set the objectives and how to
reach them, and determine the length of time during which services must be provided to the users. The intervention plan
must provide for the coordination of the services provided to users by the various health care providers involved. When, for a
certain length of time, a user must receive health and social services involving more than one institution, the institution
providing the bulk of the services or most of the designated health care providers must prepare a service plan tailored to the
individual as soon as possible.
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6.1.1.4. Standards of Practice: Meeting the Child’s and Family’s Needs

Standard A:  Health care providers conduct a complete assessment of the child’s and family’s needs.
The family includes the mother, father, siblings, grandparents and any other person who
has a significant bond with the child or parents.

Criteria A:  A-1 — The six groups of children and families representing the population in need of
palliative care V' have access to it.

A-2 - The treatment teams define the criteria used to identify children and families in need
of palliative care.

A-3 — Family members are identified by name and relationship. This information is
recorded in the child’s file.

A-4 — The needs assessment includes the needs of both the child and the family. The
specific needs of adolescents and the different phases of illness, e.g. the end-of-life phase,
are taken into consideration.

A-5 — An assessment process is implemented so that health care providers can avoid
needlessly asking the same questions or performing the same clinical tests.

A-6 — A comprehensive list of the child’s and family’s needs is included in the child’s file.
The list addresses all physical, psychological, social, spiritual, cultural and developmental
needs.

A-7 — Health care providers use proven and standardized tools to assess the various
needs when such tools exist.

A-8 — Pain is considered to be the fifth vital sign; pain is assessed using standardized tools
and documented in the child’s file.

A-9 — Needs are reassessed regularly and the list of needs updated when necessary.

VIII' See section 3.2: Target Population.
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Standard B:  An intervention and service plan is developed to meet all the needs of the child and family.

CriteriaB:  B-1 — Health care providers take the necessary action to meet each need and then
document this action in the child’s file.

B-2 — Respite services in the home or in some other appropriate setting are provided to
children and families in need.

B-3 — The family members are given the information and support that they need to care for
the child. This information is described in the intervention and service plan.

B-4 — Health care providers monitor their actions on an ongoing basis by consulting the
intervention and service plan. When necessary, the intervention and service plan is
revised.

B-5 — The revised version of the intervention and service plan is communicated to the
relevant health care providers and organizations.

Standard C: Bereavement support is described in the intervention and service plan.

Criteria C: C-1 -As the child nears death, health care providers conduct a systematic assessment of
the family’s needs and compile a list of resources required to meet these needs.

C-2 — Bereavement support is accessible to all families after the death of a child,
regardless of the cause; this includes an external cause* (car accident, drowning,
overdose, suicide, etc.) or perinatal loss (abortion, stillbirth, perinatal death).

*ICD 10: V01-Y98 External causes of morbidity and mortality

6.1.2. Communication and Participation in Decision-making

Good communication is the foundation of strong child-family-health care provider relationships [28, 34, 181,
185, 187-196]. Through good communication, health care providers are able to: gain a better understanding
of the child’s and family’s perspective; put their actions into context; and take the child’s and family’s values
and preferences into account. Information about the child and family must be treated confidentially, and
health care providers must first consult the child and family before disclosing any of this information. Given
the importance of communication in pediatric palliative care and the inherent difficulties associated with it,
communication-skills training is essential for all interdisciplinary team members, as has been demonstrated
[191].

Communication skills are particularly critical during discussions regarding the diagnosis and prognosis of a
potentially life-threatening illness. However, health care providers must also pay special attention to how
they communicate when they conduct needs assessments, make important decisions or provide parents
with information to help them in their role as family caregivers.

The announcement of the diagnosis and prognosis of a potentially fatal illness is a critical moment. [66].
Parents must be fully informed of their child’s diagnosis and prognosis during a private, face-to-face
discussion. The information must be accurate, complete, clear and timely, and be disclosed to the parents
with honesty, sensitivity and respect. Because strong communication skills are critical when breaking
potentially distressing news to a child and his or her family, only a properly trained and experienced
individual should exercise this responsibility [42, 197]. Interdisciplinary pediatric palliative care teams can
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help provide communication-skills training to treatment teams and other palliative care teams, as well as
help them maintain their competencies.

To the extent that their age and maturity level allow, children should be able to participate in decisions that
concern them and have a say in the recommended treatment. Their participation in decision-making can be
achieved in numerous ways: they can be given information or consulted, their opinion can be taken into
consideration or they can be the main decision-makers [33]. The right of children to express themselves and
participate in decisions that concern them is well recognized, as described in Article 12 of the Convention
on the Rights of the Child:

“States Parties shall assure to the child who is capable of forming his or her own views
the right to express those views freely in all matters affecting the child, the views of the
child being given due weight in accordance with the age and maturity of the child.”
[198]

Communication with children poses challenges unlike those associated with adults. This is particularly true
for very young children, though it also applies to adolescents. The communication strategies used to reach
children will therefore vary according to their age and level of comprehension. Because verbal
communication with children is often insufficient, health care providers must also use age-appropriate
techniques and strategies such as games, drawing or story-telling to communicate with the children they
treat.

Even the youngest children can participate in the dynamics of communication. In a British consultation
process on cancer services, children as young as two were consulted [191] All children, whatever their age
were able to express opinions on various subjects, such as access to health services, treatment and care
provided by the hospital, the need for information from their families, communication, health care providers,
community and home care, and family support.

Parents, whose role it is to protect their child, manage the information the child receives [195]. They
therefore have a clear influence on any communication with the child as well as the child’s participation in
decision-making. Evidence shows that some children would clearly like to be involved in making the
decisions that concern them [190, 196]. However, raising the subject of illness and death with their child is
difficult for parents. Interdisciplinary care teams must therefore support parents in this matter and respect
the way in which they broach the subject with their child.

Decision-making involving many individuals is difficult to manage and can lead to conflicts between parents,
between parents and children, or between the family and the interdisciplinary team. Blended families with
more than two parents pose a particularly special challenge. When the individual concerned is a child rather
than an adult, participation in decision-making and obtaining consent for certain treatments can raise
distinct and often more complex interpersonal, ethical and legal issues [33, 34].

Children and their families must be provided information on palliative care and on the practical services
available to them [199, 200]. Such information can address topics such as the assessment and
management of pain and symptoms, participation in decision-making, practical ways to making the child
more comfortable, the services that can be provided by the interdisciplinary team, home care services,
assistance with household tasks, financial aid programs, transportation and respite services. Armed with
this information, parents gain some control over what is happening to their child and know to whom they can
turn when problem situations arise. Information on palliative care and the available services must be
conveyed in plain language by means of an appropriate vehicle. The Lighthouse, Children and Families, a
non-profit organization, has produced such a resource guide [201].
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6.1.2.1. Standards of Practice: Communication and Participation in Decision-making

Standard D:  Health care providers are able to convey accurate information to children and families in a
clear and sensitive manner. Communication with children or adolescents is age-appropriate
and suited to their level of comprehension.

Criteria D: D-1 - Health care providers have received communication skills training on how to deliver
bad news to children and their parents.

D-2 — Health care providers are able to use a range of verbal, nonverbal and symbol-based
communication strategies to communicate with children and adolescents.

D-3 — Interpreters are made available to children and families who do not speak the same
language as the health care providers.

Standard E:  When health care providers deliver bad news to the child and family or discuss important
decisions with them, they do so in an appropriate setting, in complete confidentiality and in
a respectful and honest manner.

Criteria E: E-1 - Meetings involving breaking bad news!X or discussing important decisionsX are
planned.

E-2 — These meetings are held in private, face-to-face discussions with both parents,
simultaneously if possible, and in an appropriate setting. Relevant information and the
names of those in attendance are recorded in the child’s file.

E-3 — Health care providers review the details of the meetings to ensure that the
information conveyed has been well understood. The minutes of these meetings are added
to the child’s file.

IX  Special attention is needed from health care providers conveying information about the diagnosis of a potentially fatal iliness
or when discussing the child’s prognosis.

X Important decisions include the decision to cease certain treatments or not use them, advanced care directives, the decision
to not resuscitate the child, organ donation, end-of-life sedation and the place of death.
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Standard F:  The interdisciplinary team involves parents in decisions throughout all stages of their child’s
care and treatment. Children and adolescents are kept informed of the situation and
participate in decisions that concern their care and treatment plan to the extent that is
suitable for their age, level of maturity and preferences.

Criteria F: F-1 — Children’s and adolescents’ ability to participate in decisions that concern them is
assessed on a regular basis. The assessments are recorded in their file.

F-2 — The interdisciplinary team consults with the child and family when important decisions
must be made. These decisions are recorded in the child’s file. The child’s and parents’
values and preferences are clearly noted.

F-3 — The interdisciplinary team and the family can consult an ethics committee when faced
with complex situations.

Standard G:  Children and families have access to appropriate and free information on palliative care
and on the services provided.

CriteriaG:  G-1 — Children and their families are provided with documentation on palliative care. This
documentation includes information on the physical, psychological, social and spiritual
aspects of care.

G-2 - The interdisciplinary team provides children and their families with a wide range of
information, including information on the services they provide, support groups and
community organizations, home care and household services that are available.

G-3 - The interdisciplinary team provides the family with documentation on financial aid
programs, such as government programs, support foundations, tax exemptions,
employment insurance, and reimbursement of drug costs.

G-4 — When providing children and families with information material, the interdisciplinary
team takes their age, level of education and language spoken into account.

G-5 — The information material is reviewed on a regular basis.

6.1.3. Continuity of Care

Continuity of care is considered achieved when children and families feel they have received consistent
care throughout the illness and bereavement period. Continuity of service delivery prevents fragmentation of
care and therefore minimizes the feelings of abandonment that children and their families may experience.
Continuity of care also leads to a more efficient use of resources and eliminates the burden placed on
children and parents who are made to undergo the same tests or answer the same questions. In addition, it
is all the more critical to provide continuity of care during transitional periods: from curative to palliative care,
from palliative to end-of-life care, from end-of-life care to bereavement, or from pediatric palliative care to
adult palliative care.

Continuity of care is said to have been achieved when: information regarding the child and family is
systematically relayed between the various health care providers and is used consistently (informational
continuity ; the relationship between the child, family and health care providers is continuous (relational
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continuity ); and when the management of care is coordinated effectively (management continuity ) [38,
202-204].

To achieve continuity of information and provide care suited to the patient’s situation, the patient's case
history must be taken into account to make current care appropriate. This information must therefore be
exchanged among health care providers and between care teams. In addition, relevant information must
flow between the patient's various care sites. Effective communication, combined with optimal use of
information technologies, can greatly facilitate continuity of care.

In order to develop a strong, stable relationship with the patient and family, it is important to get to know
them personally. When the relationship between a patient and caregiver is stable, continuity of care can be
established, and the patient’s transition between the different phases of the iliness can be a smooth one.
The fact that Québec, other Canadian provinces and many other jurisdictions are currently focusing on the
role of the nurse navigator or care navigator aptly reflects the need to provide relational continuity in our
complex healthcare systems.

Management continuity is based on the proper coordination of care and ensures that the various health care
providers can provide consistent care. The intervention and service plan promotes coordination of care
because it addresses the range of hospital and community services required to meet the needs of children
and their families. A consensus on the definition of the roles, responsibilities and rights of the various teams,
regardless of where they provide services, also facilitates the coordination of care. Care navigators play a
maijor role in ensuring continuity of care, and in coordinating and developing the intervention and service
plan [43, 205, 206]. They maintain contact with the child and family and asses their needs. They establish
ties with other health care providers who work in the same care facility and with health care providers who
work in other care facilities or in the community. The National Health Services of England describes the
responsibilities of the care navigator (key worker) as follows: to provide information and advise; to identify
the needs of the patient; to improve access to services; to improve coordination of services; to provide
emotional support to the patient and family and act as the patient, family and team spokesperson [16]. This
description is similar to how the MSSS describes the responsibilities of the nurse navigator [207]. The nurse
navigator acts as a stable resource-person for the family, provides coordination and continuity of care,
answers patients’ and family members’ questions, and supports and helps them through the various stages
of the care process. The nurse navigator is a specialized nurse whose position requires advanced
knowledge and analytical skills that can only be obtained through a bachelor’s degree in nursing.

6.1.3.1. Standards of Practice: Continuity of Care

Standard H:  The information required in order to provide continuity of care is described in the
intervention and service plan.

CriteriaH:  H-1 - The various health care providers, services, institutions and community resources
(including schools) that will contribute to meeting the needs of children and their families
are identified in the intervention and service plan.

H-2 — The role and responsibilities of the various health care providers and organizations
are described in the intervention and service plan.

H-3 — Health care providers and organizations are informed of any changes to the
intervention and service plan.
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Standard

Criteria I:

Standard J:

Criteria J:

Standard K:

Criteria K:

Standard L:

Criteria L:

Continuity of care for the child and family is maintained when the child is transferred from
one institution to another or when the child returns home.

I-1 — When the child is transferred from one institution to another, from an institution to the
child’s home, or from the child’s home to an institution, the intervention and service plan is
reviewed with the health care providers who will be providing care to the child and family;
the intervention and service plan is communicated to the relevant individuals.

I-2 — A member of the interdisciplinary team ensures that the personnel, equipment and
medication required to provide the child with comfort and security are available wherever
the child is transferred.

[-3 — The methods used to maintain communication between the care team and the
individuals who provide care in the setting into which the child is transferred are described
in the child’s file.

Continuity of care is provided to the child and family when they are being treated by more
than one team or during transitions between different kinds of care.

J-1 - The various care teams consult each other to define their roles and responsibilities.

J-2 — For children who survive into adulthood, the transition from pediatric palliative care to
adult palliative care is organized in such a way as to ensure that it takes place in a timely
and progressive manner.

J-3 - The intervention and service plan describes the bereavement support resources that
are provided to parents, siblings and other family members.

A nurse navigator or care navigator is assigned to each child and family. This individual
ensures that the child’s and the family’s needs are met and that care is coordinated.

K-1 - Regardless of the care-delivery site, the child and family always know who their
nurse or care navigator is.

The child and family have access to medical and nursing care services.

L-1 The child and family have access to on-call medical services 24 hours a day, 7 days a week,
regardless of the service-delivery setting.

L-2 The child and family have access to on-call nursing care at home, 24 hours a day, 7 days a
week.
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6.2. FOCUS AREA II: Interdisciplinarity

Because children and families have multifaceted needs, pediatric palliative care requires a multidisciplinary
team of health care providers and volunteers. Although they may work independently, health care providers
working in interdisciplinary teams are better able to meet the child’s and family’s needs, Interdisciplinarity
aims to maximize a concerted approach among healthcare providers.

Interdisciplinarity is defined as health care providers from various disciplines working toward a
comprehensive, common and unified understanding of an individual’s state of health, through a concerted
intervention approach based on sharing complementary expertise and skills [208, 209]. Whereas
multidisciplinarity requires that health care providers from several disciplines work together to study a
common subject, interdisciplinarity requires that health care providers also synthesize and harmonize their
views to find common ground that is both consistent and coordinated. Interdisciplinarity is important whether
the team in question is a treatment team, a palliative care team, or a team combining both treatment and
palliative care teams.

Interdisciplinarity allows health care providers to pool their efforts and optimize their complementary
expertise. Whether from the perspective of the patient, the family, the health care providers or the
healthcare network, the advantages of interdisciplinarity are numerous. Interdisciplinarity involves attending
interdisciplinary meetings and sharing information [209], ensuring consistent interventions, and providing
proper care in a timely and continuous manner. As a result, the patient receives care that is both holistic
and more comprehensive, and child and family satisfaction increases.

Working as part of a team, particularly an interdisciplinary team, is an enriching yet demanding experience.
Institutional support is therefore critical in minimizing the burden that these demands can place on health
care providers and in ensuring the success of this model of care.

Often, meeting the needs of the child and family will require the involvement of several teams. In these
cases, the treatment and palliative care teams will work in close collaboration to provide comprehensive and
continuous care.

6.2.1. Members of the Interdisciplinary Team

The makeup of an interdisciplinary pediatric palliative care team relies on the expertise required to support
the treatment teams and provide quality care [12, 33, 34, 210, 211]. To meet the child’s physical needs, a
pediatric palliative care team must include physicians and nurses. To meet the psychosocial needs of the
child and family and to support the family during bereavement, the team must also include social workers
and psychologists. To attend to spiritual needs, pastoral services are required. Pharmaceutical care is
required for optimal pain and symptoms management. The pharmacist's expertise is particularly valuable in
adjusting or tailoring an individual’s treatment plan, preventing adverse reactions to drugs, or increasing the
effectiveness of drugs according to the reality of the child, family and home environment. In addition,
physiotherapists, occupational therapists and dieticians play a major role in maintaining the child’s physical
abilities as long as possible. Lastly, a child-life professional can support the efforts of all team members
through games and expression, e.g. story-telling, which are essential when caring for children and
adolescents [212)].

Although the literature on pediatric palliative care clearly states that a team consisting of members of the
various disciplines mentioned above contributes to the quality of pediatric palliative care, there is no clear
consensus on the roles that the various professional health care providers should play. However, the
sources consulted agree that all health care providers in a pediatric palliative care team must have training
in the treatment of children in palliative care.
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The members of a pediatric palliative care team are often part of various treatment teams. However, they
are unique in that they have acquired expertise in pediatric palliative care and wish to dedicate at least
some of their time to working with a team that specializes in such care.

The role of volunteers in pediatric palliative care is becoming increasingly recognized [213]. Volunteers who
choose to work with a pediatric palliative care team must be trained in the tasks they are likely to be
assigned, regardless of the setting in which they may find themselves. As part of their home respite
program, The Lighthouse, Children and families, a non-profit organization, has developed a training module
for volunteers, which could be used as a guide to train pediatric palliative care volunteers [214]. In addition,
volunteers must have the support of institutional structures, in collaboration with parent or community
organizations, and be guided by a code of ethics. Although intended for volunteers in adult palliative care,
Recrutement et évaluation des bénévoles en soins palliatifs, a document on the recruitment and
assessment of volunteers in adult palliative care, could serve as a guide to recruit volunteers in pediatric
palliative care. The guide is published by the Réseau de soins palliatifs du Québec (Québec network of
palliative care) [215].

6.2.1.1. Standards of Practice: Interdisciplinary Teams

Standard M: Interdisciplinary team members have the necessary skills to meet the needs of children
who require palliative care and those of their families.

CriteriaM:  M-1 — The interdisciplinary pediatric palliative care teams at UPCs include physicians,
nurses, pharmacists, social workers, psychologists, physiotherapists, occupational
therapists, dieticians, pastoral counsellors, child-life professional and any other health care
provider whose skills are required to meet children’s and families’ needs; such health care
providers may work exclusively in pediatric palliative care or divide their time with other
care teams.

M-2 — The interdisciplinary pediatric palliative care teams at UPCs have the necessary
skills to support both the care teams working within their institution and those working at
institutions located within their RUIS areas by providing information, advice, and
consultations.

M-3 — Other interdisciplinary care teams providing pediatric palliative care must either
include the health care providers required to meet the needs of children and their families
or have access to those health care providers.

6.2.2. How an Interdisciplinary Team Works

A pediatric palliative care team can operate according to different models. Currently, interdisciplinarity
represents the model most likely to meet the needs of children and their families. How an interdisciplinary
team operates is defined by the structures and processes implemented by the team [209]. These structures
and processes help team members understand the perspectives of other disciplines and integrate them into
their own practice; minimize any lack of understanding between members of different disciplines, prevent
disagreements between team members, address any gaps in care and promote continuity in care
delivery; and foster productive relationships between health care providers from various disciplines to
improve interdisciplinary practice. By working in an interdisciplinary team, health care providers from
different disciplines can coordinate their skills and provide care and services to a clearly defined population.
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The structures and processes of interdisciplinary teams have been well described. Making structures work
requires strong leadership, clearly defined roles and responsibilities, and effective information-sharing and
decision-making [209].

Team leadership is essential to the well-being of the team and to the quality of their work. Interdisciplinary
teams usually include a medical director and clinical administrative coordinator [209]. The director and
coordinator are responsible for motivating the team, assigning tasks and guiding the team’s efforts. They
work with team members to set objectives and formulate strategies to achieve them.

The roles and responsibilities of each team member, e.g. their professional contribution to the team’s overall
efforts, must be made clear [208]. As professionals, team members must be at the leading edge in their
respective fields of expertise. They must continually upgrade their skills and inform the other team members
of any new developments, initiatives and discoveries in their field. As members of a team, they must attend
clinical and administrative meetings, contribute to discussions and abide by collective decisions. The
decisions they adopt may have a direct impact on practice, i.e., care plans, the most effective practices
agreed upon, the tools used, data collection and care policies. Interdisciplinarity therefore promotes a sense
of team membership and of belonging. Continuous quality improvement activities, such as training,
evidence-based practice, and research and evaluation is also integral to the roles and responsibilities of
team members.

6.2.2.1. Standards of Practice: Interdisciplinary Team Processes

Standard N:  The teams adopt an interdisciplinary model of care to coordinate the work they carry out
with children and families.

CriteriaN: ~ N-1 — The team’s approach to pediatric palliative care, their objectives and the strategies
they will pursue to achieve their objectives are documented. This document will serve to
guide the team’s work and will be reviewed annually.

N-2 — A director and coordinator are appointed to the interdisciplinary team.

N-3 - The interdisciplinary team holds clinical meetings on a regular basis to plan, review
and assess the care provided to children and families. Decisions made during these
meetings are noted in the child’s file.

N-4 — Administrative meetings are held by the interdisciplinary team regularly to discuss
and decide how they will proceed in their work. The decisions made during these meetings,
and any related information on previous decisions, are noted in writing.

6.2.3. Supporting the Interdisciplinary Team

Interdisciplinarity means setting time aside to participate in discussions and decision-making. Because the
demands made on health care providers are already considerable, finding time to participate in team
activities can be challenging. Support is therefore required to help the teams meet these demands.

Interdisciplinarity is based on the exchange of ideas, views and opinions to make decisions collectively. If
such exchanges are to be positive, productive and non-confrontational, team members must respect each
other and their colleagues’ expertise, have confidence in working as a team and be flexible. How well
meetings are facilitated will have an impact on consensus-reaching in team decisions, on the atmosphere
during and in between meetings, on the time required to make decisions, and on the results achieved. The
team director and clinical and administrative coordinator should therefore be trained in facilitation.
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To deal with the emotional and psychological demands of working with children in pediatric palliative care,
the interdisciplinary team must hold group support meetings or find other ways of providing psychological
support to its members [33, 34, 216, 217].

Institutional support contributes significantly to the interdisciplinary team’s success. When an institution
chooses interdisciplinarity as part of its main strategic orientations, the institution can harness its available
resources to promote the interdisciplinary model. The institution must recognize the team’s legitimacy and
provide support through human resources planning by: allocating time for interdisciplinary team activities;
providing training; encouraging participation at conferences or meetings; and supporting members’ interest
in serving as experts on various committees. The institution must also provide practical assistance by
contributing administrative support services and equipment (photocopiers, computers, internet access, and
documentation centres).

6.2.3.1. Standards of Practice: Interdisciplinary Team Support

Standard O:

Criteria O:

Standard P:

Criteria P:

Interdisciplinary team members are concerned with the demands of working as a team and
the emotional and psychological demands of working with children in pediatric palliative
care and their families.

O-1 - The director or coordinator of the interdisciplinary team acquires the necessary skills
to act as an effective team facilitator.

0-2 - Members of the interdisciplinary team have access to psychological support.

The institution supports the interdisciplinary care team(s) that provide pediatric palliative
care

P-1 - The institution formally recognizes the roles and responsibilities of the care team and
its members that provide pediatric palliative care.

P-2 — The institution allocates time in its human resources planning for interdisciplinarity.

P-3 — The institution encourages members of the interdisciplinary team to maintain their
skills by providing opportunities to attend courses or participate in conferences.

P-4 — The institution provides practical assistance by giving access to administrative
support services and equipment.
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6.3. FOCUS AREA lII: Continuous Quality Improvement

To effectively meet the needs of children in palliative care and their families, care providers require
specialized knowledge, qualifications and skills, whether they are part of a treatment or palliative care team.
They must also maintain their competencies.

Although the required expertise is, in part, similar to that of adult palliative care, many of the necessary
skills, knowledge and qualifications are specific to pediatrics. Pediatric palliative interventions must take into
account the child’'s development, the key role that parents play, consequences of the child’s illness on
siblings, and the fact that pathologies vary within this age group. Compared to adults, the number of deaths
among children is relatively low. As a result, acquiring or maintaining skills in pediatric palliative care poses
a significant challenge for health care providers and care teams.

Through training, health care providers can acquire and maintain the skills they need to provide pediatric
palliative care. Health care providers can maintain and upgrade their skills by keeping abreast of recent
developments in the field, by engaging in a continuous quality improvement program that includes practice
and service organization evaluation, and by participating in research activities [218]. Skills can therefore be
acquired and maintained through:

— basic training and continuing education;
— knowledge of the most effective practices;

— evaluation and research activities.

6.3.1. Training

Although some progress has been made, more extensive training is required for health care providers who
work with children requiring palliative care, with the families of these children or with bereaved families. Al
too often, and to the detriment of children and their families, health care providers learn through trial and
error. As a result of this lack of training, the consequences on children and their families should never be
underestimated [61, 62].

Training lays the foundation for quality pediatric palliative care [34, 220-231]. According to the Institute of
Medicine, training must cover: 1) scientific and technical knowledge; 2) interpersonal and technical skills; 3)
professional ethics and principles; and 4) organizational skills, to help patients and their families navigate
the health care system [12]. Sound training provides health care providers with a better understanding of
the feelings and emotions that children and their families experience during a very difficult time in their lives;
acknowledges the emotional burden placed on health care providers who provide care to children and to the
families of children whose lives are at risk, thereby lowering the risk of professional burnout [33, 34, 216].
Training helps health care providers recognize and assess pain and symptoms and provide the appropriate
pain- and symptom-management interventions. It also helps them assess what information should be given
to children and their families. Training provides health care providers with the basis for delivering proper and
consistent care and teaches them to show compassion during the palliative phase, the end-of-life phase
and the bereavement phase.

Treatment and palliative care teams must possess basic training and pursue continuing education. Because
self-training is demanding, it must be encouraged, facilitated and recognized by the work environment.
Training must also be tailored to the health care providers’ specific roles and responsibilities.

Basic training and continuing education must be provided through experienced trainers. Pediatric palliative
care teams working in UPCs play a major role in training the health care providers who are part of the
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integrated university health network (RUIS). New information technologies, including teletraining for
distance education, will simplify their role as trainers. Pediatric palliative care teams at UPCs must
participate in the development of university courses for pediatric and palliative care programs. University
programs in pediatrics and palliative care should include a pediatric palliative care component, taken either
before or after graduation. Continuing education programs should offer the same.

In addition to helping health care providers who are part of the healthcare network, teaching helps members
of the pediatric palliative care team stay up to date in their knowledge and gain recognition through their role
as trainers. Members of treatment teams, particularly those who work in UPCs, must participate in pediatric
palliative care training.
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6.3.1.1. Standards of Practice: Training

Standard Q:

Criteria Q:

Standard R:

CriteriaR :

Standard S:

Criteria S:

Members of the interdisciplinary team, including volunteers, have the necessary training to
provide care to children and to the families of children in palliative care.

Q-1 - Health care providers who work as part of pediatric palliative care teams at UPCs
have in-depth training in pediatric palliative care and pursue continuing education.

Q-2 — Health care providers who work with other interdisciplinary teams establish the
structures necessary to acquire and maintain knowledge in pediatric palliative care.

Q-3 - Volunteers receive training in pediatric palliative care through a recognized
organization.

Interdisciplinary teams working in pediatric palliative care at university pediatric centres
help interdisciplinary health care providers—from their institution and from their RUIS
region—acquire the training they need to provide care to children in palliative care and
meet the needs of their families.

R-1 - Interdisciplinary pediatric palliative care teams working in UPCs provide practicums
in various pediatric palliative disciplines, including family medicine.

R-2 - Interdisciplinary pediatric palliative care teams in UPCs work with their RUIS to
ensure that a pediatric component is included in palliative care training and that a palliative
care component is included in pediatric training programs.

R-3 - Interdisciplinary pediatric palliative care teams working in UPCs support the
continuing education efforts of pediatric palliative health care providers in their region. The
activities in which they participate are included in their annual report.

Interdisciplinary teams contribute to raising institutional and public awareness on pediatric
palliative care issues.

S-1 - Interdisciplinary teams possess documentation, e.g., brochures and videos, that
describes pediatric palliative care, as well as the services that can be provided and how to
access them.

S-2 - Interdisciplinary teams possess pedagogical material to develop public awareness on
pediatric palliative care issues. They also participate in information sessions on how to
raise public awareness.

6.3.2. Evidence-based Practice

Evidence-based practice promotes continuous quality improvement in care and services. Interdisciplinary
teams support continuous improvement in health care practices by developing, reviewing, and implementing
clinical practice guides, guidelines, procedures and care pathways. However, keeping abreast of the latest
developments in evidence-based practice can be challenging in a field with scarce resources [232].

Pediatric palliative care teams working in UPCs could collaborate to develop, review and implement clinical
practice guides, guidelines, procedures and care pathways by combining their expertise and efforts,
addressing all important aspects of care, and ensuring the continuity and dissemination of proven initiatives.
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They could also collaborate with other partners, such as local and regional palliative care teams and
community organizations.

6.3.2.1. Standards of Practice: Evidence-based Practice

Standard T: Interdisciplinary teams providing pediatric palliative care engage in evidence-based
interventions and apply them consistently.

Criteria T: T-1 - Interdisciplinary teams make use of evidence-based written procedures, guidelines,
and assessment and care coordination tools, such as care pathways.

T-2 - Interdisciplinary teams hold scientific meetings and training sessions. They maintain
a list of the subjects addressed during these meetings.

Standard U:  Pediatric palliative care teams working in university pediatric centers (UPC) make
recommendations on best practices in pediatric palliative care.

Criterion U:  U-1 - Interdisciplinary pediatric palliative care teams working in UPCs collaborate to
develop guidelines, protocols and procedures, encourage their dissemination and
appropriation by health care teams in Quebec.

6.3.3. Evaluation and Research
6.3.3.1. Evaluation

Evaluation of standards can address any clinical and organizational aspect of care and services [34].
Reasons for conducting evaluation include: to take a critical look at how teams operate; to identify any
variation between the practices that are used and those that should be used; and to adopt measures that
address these variations as soon as they are identified.

Evaluation must be conducted regularly to determine the extent to which health care teams have achieved
their objectives. As such, teams must first have defined their general and specific objectives. They must
develop a way to measure each objective and, possibly, establish indicators to measure the progress they
have made in achieving the objective. The evaluation will be enhanced if results can be compared to those
of other teams working in Quebec, in the rest of Canada or in other countries.

Evaluation can be conducted in various care locations and can take on various forms: 1) periodic reviews
on specific subjects, such as how to treat symptoms, continuity of care and children’s and families’
satisfaction; 2) case reviews; 3) consistent measurement and monitoring of key indicators through database
analysis.

6.3.3.2. Research

Healthcare teams that undertake or participate in research not only contribute to the advancement of
knowledge, but acquire strong skills in interpreting scientific data and in transferring these skills to their daily
practice [12, 34, 233-238]. In addition, participation in joint research projects promotes networking and
speeds access to new data.

All healthcare teams can participate in research. Palliative care teams working in UPCs play a key role in
advancing research in pediatric palliative care. They fulfil this role by conducting their own studies,
participating in joint studies or promoting project development within well-established research groups.

46



6.3.3.3. Standards of Practice: Evaluation and Research Standards

Standard V:
Criteria V:

Standard
W:

Criterion W:

Interdisciplinary teams assess their practices and find ways to improve them consistently.

V-1 — Interdisciplinary teams identify their objectives in pediatric palliative care and define
expected results. They identify the indicators they will use to determine the extent to which
the results have been achieved.

V-2 - Interdisciplinary teams regularly conduct evaluation activities, discuss their results
and implement measures to improve palliative care and services.

V-3 — Interdisciplinary teams prepare an annual report that describes their activities and
progress.

V-4 — Interdisciplinary teams maintain a clinical database that helps them know their
patients and assess their performance.

Interdisciplinary teams undertake or participate in research projects.

W-1 - Interdisciplinary teams document the research projects they implement or those in
which their members participate.
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6.4. FOCUS AREA: Clinical Governance

Clinical governance is, first and foremost, a framework for continuous improvement in the quality of care.
Governance is the responsibility of not only administrators, but also of clinicians. The standard for clinical
governance applies to any institution that delivers palliative care services to children and their families, and
is based on a consensus between administrators and health care providers on the objectives to achieve. A
partnership between clinicians and administrators makes resources, structures and processes available for
the provision of quality care. Clinical governance creates an organizational climate that promotes excellence
in care and services and stresses each person’s responsibility (administrators and healthcare providers) in
providing quality clinical work [239-242]. Sound clinical governance in pediatric palliative care must
recognize the unique health needs of children and their families [243]. Institutions, HSSAs and the MSSS
must demonstrate this recognition concretely through the decisions they make.

Institutions, HSSAs and the MSSS must also recognize that palliative care is part of the continuum of care
in pediatrics. They must also have in-depth knowledge of the six categories of children and families that
constitute the target population described in Chapter 3. This population receives care from various services
and departments including intensive care, emergency, obstetrics and neonatology, pediatrics, pediatric
specialities and home-care services. Institutions must develop policies that ensure fair access to pediatric
palliative care for all children and their families, regardless of where they live. Implementing an institutional
pediatric palliative care program may help mobilize all those who are involved in pediatric palliative care.

The environment and institutional regulations must also be tailored to the needs of children who receive
pediatric palliative care and those of their families. For example, a private room must be provided to children
and their families during the end-of-life stage; parents must be able to remain with their child 24 hours a
day; dedicated rooms must be available when health care providers deliver bad news; and siblings and
friends must be allowed to visit the child at any time during the terminal phase. The family’s need for respite
must also be recognized.

Establishing parent committees and appointing family representatives to various advisory boards or working
groups can help focus action on the child and family.

Institutions must support pediatric palliative care teams in developing, consolidating and maintaining their
skills. The long-term stability of a pediatric palliative care team relies on material and physical resource
planning and staff retention and recruitment. The responsibilities of team members must be compatible with
interdisciplinarity. To acquire and maintain their skills, care teams must have access to training and
continuing education.

Administrators must facilitate continuity of services in pediatric palliative care. Many institutions are involved
in providing pediatric palliative care. In order to provide good, timely service as close as possible to the
child’s and family’s living environment, these institutions must share responsibilities. When institutions and
health care providers have well-defined roles and responsibilities, they are better able to fulfil these roles
and meet their responsibilities. Institutions must negotiate agreements to improve service coordination and
continuity of care.

Pediatric palliative care poses a complex set of problems. Parents and health care providers may have
differing opinions on what is in the child’s best interest and on the child’s participation in decision-making.
Often, difficult decisions must be made regarding cessation or non-administration of treatment, sedation at
the end-of-life, end-of-life instructions, non-resuscitation and the child’s and family’s participation in
research. Institutions must therefore ensure that health care providers have access to an ethics committee
with substantial experience in pediatric palliative care issues.
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Accreditation through a recognized accrediting body is mandatory for all institutions within Québec’s health
network. Accreditation must include an evaluation based on AIM palliative care standards if it is conducted
by the CCHSA, if accreditation is conducted by another agency, the evaluation must be based on equivalent
standards.

6.4.1. Standards of Practice: Clinical Governance

Standard X: Institutions (UMCs, UAMCs, university institutes, regional medical centres, palliative care
hospices and HSSCs) develop policies tailored to pediatric palliative care, and make
resources and structures available to improve the quality of care and services they provide.

Criteria X: X-1 — The institution identifies the children and families in their reference population that
are likely to benefit from pediatric palliative care.

X-2 — The institution ensures that children and their families have access to palliative care
services, including respite services.

X-3 — The institution establishes a parent committee to support the institution in its
decisions regarding pediatric palliative care.

X-4 — The institution provides a physical environment tailored to the needs of children who
receive pediatric palliative care and their families.

X-5 — The institution adapts its policies to the needs of children receiving pediatric palliative
care and to the needs of their families, e.g. visitation policies regarding siblings and friends.

X-6 — The institution ensures that the members of the interdisciplinary team providing
palliative care have the expertise required to provide quality care in all the fields needed;
the institution ensures that its members have the time and resources to deliver quality
services.

X-7 — The institution establishes indicators to describe the target population and evaluate
the services it provides in pediatric palliative care.

X-8 — The institution provides access to an ethics committee with substantial experience in
addressing pediatric palliative care issues.

X-9 — A special policy is established to provide quality palliative care when a child is
admitted through the Emergency department or when a child dies in Emergency.

X-10 - The institution is accredited in accordance with CCHSA or equivalent palliative care
standards.

X-11 — UPCs develop a pediatric palliative care program that includes bereavement
support.
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7. Dissemination and Knowledge-Sharing

The working group identified the strengths and opportunities that would help to disseminate the standards
and share knowledge on best practices. The group also noted the weaknesses, obstacles and challenges
that would have a negative impact on dissemination and knowledge-sharing. They concluded that, for the
most part, Quebec has the infrastructures and tools needed to disseminate the pediatric palliative care
standards and oversee their adoption.

In fact, one could say that dissemination of the standards is already underway, as their development was
largely dependent on the involvement of provincial healthcare providers. Throughout the process, the
working group observed a high level of enthusiasm and receptiveness to the proposed standards. However,
the dissemination and adoption of standards requires more than the commitment of individuals. It also
requires the mobilization of many institutions and establishments that provide pediatric palliative care.

Conclusion

The proposed standards can foster continued improvement in the quality of pediatric palliative care provided
through the various care-delivery sites across Québec. Because the proposed standards were developed
following a thorough review of the literature, they are founded on recognized best practices in the field of
pediatric palliative care. The group also consulted with a wide range of people from across the province,
including parents, treatment teams, administrators and community organizations. As a result, these
standards benefit from a broad range of perspectives and are in-line with the Québec reality. Moreover, the
parents who were consulted during the process felt that the standards could effectively bridge the observed
gaps in care and services.

The potential benefits of these standards will be even greater if the spirit in which they are being proposed
is well understood. The working group sees these standards as goals to strive for and pursue and as
benchmarks to guide action in a way that is realistic for the field of pediatric palliative care. The idea is for
each care-delivery site to assess the current situation, compare it with the objectives set out in the
standards, and determine how to work progressively towards achieving these goals.

Thanks to the recent adoption of the Québec End-of-Life Palliative Care Policy, and the efforts of many
pediatric, pediatric palliative care and adult palliative care professionals, the province is currently in a
favourable period for continuous improvement in pediatric palliative care. By providing more precise
directions and objectives, the standards, if implemented, would no doubt support the efforts being made to
improve quality of care. Pediatric palliative care teams of the UPCs, administrators of The Lighthouse,
Children and Families organization and many other partners have expressed a desire to formally
consolidate their efforts. This would help achieve common projects and share information about what is
working and what needs improvement. In order for all of this to come to fruition, the immediate goal is to
ensure that these standards are adopted and that mechanisms are put in place to foster their application.
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APPENDIX 2: Care Pathways

Appendix 2 describes a care pathway model developed by ACT and entitied A Framework for the Development of Integrated Multi-Agency Care
Pathways for Children with Life-threatening and Life-limiting Conditions (reference 66).

The model outlines the care pathway of children and their families, from the moment the diagnosis of a life-limiting condition is made through to
bereavement support, and highlights the major challenges the families face throughout the three main phases:

1) the diagnosis or recognition of the child’s life-threatening or life-limiting condition;

2) the chronicity of the condition, which may be short or span several years; and

3) the end of life, including bereavement.

Certain interventions that are considered crucial are recommended to help families face the various challenges of each phase:

e delivery of prognosis or other bad news under the best possible conditions;

e transfer of services and liaison between the hospital and community-based care providers;
e needs assessment and reassessment using a multidisciplinary approach;

e development of an intervention and service plan for the child and family;

e end-of-life care;

e bereavement support.

Basing themselves on the three phases mentioned above and their corresponding interventions, the creators of the model recommend a care
pathway framework. The care pathway: focuses on coordination and continuity of care; identifies the various phases of patient care; prevents
repetitions and omissions; clarifies roles and responsibilities; allows for interdisciplinary collaboration, the application of common standards of
practice and the delivery of patient-centred care; and promotes the continuous improvement of quality of care.
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The authors recommend that interdisciplinary teams tailor the care pathway framework to their needs and develop their own care pathway model by
basing themselves on the following patient care process:

— Compare current practice to evidence-based practice and national standards of care
delivery.
— Identify gaps between current practice and standards of practice and ways to improve

Atz 1 the situation.
— Develop a “local” clinical care pathway, which includes targeted objectives; these
77777777777777777 objectives must be backed by recognized standards.
Phase 2 — Implement a clinical care pathway.

— Document results.

— Compare gaps with targeted results.
Phase 3 — Take the necessary corrective action and reassess the situation by taking into account
that the objective is continuous quality improvement.

The authors recommend that interdisciplinary teams integrate the results and any observed gaps into their clinical care pathway and that they design
this tool in collaboration with the various jurisdictions that provide care and services within and outside hospitals.
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APPENDIX 3:

Standards of Practice for Pediatric Palliative Care — Monitoring and Evaluation Tool
An expert working group has established standards of practice for pediatric palliative care (PPC) for Québec. These standards promote a
standardized and consistent approach to quality palliative care for children and families, regardless of where they live or receive care.

The standards serve as benchmarks and seek to achieve excellence. They are divided into four areas of focus:

) Child- and family-centred care

1) interdisciplinarity
1)

)

%

continuous quality improvement
clinical governance

Criteria have been developed for each standard so that they can translate into specific measures and concrete actions. Using these criteria,
healthcare teams and institutions can assess their performance, focus on areas in need of improvement and find solutions to problems they have
identified.

Appendix 3 includes a monitoring and evaluation tool to help interdisciplinary teams implement the standards according to the four focus areas
mentioned above. This appendix is a stand-alone document that helps teams monitor how the recommended standards are implemented. Health
care providers can assess whether the objectives for each criterion have been achieved using a simple rating scale:

1) the objectives have not been achieved and corrective measures are required
2) evidence indicates that objectives have been partially achieved, but improvements are required
3) evidence indicates that the objectives have been achieved; recommendations must be made to maintain and optimize this result

Space has been allocated in the table for health care providers to record their findings and any potential improvements that can be made to the
effectiveness, efficiency and quality of pediatric palliative care.

The appendix is an easy-to-use, flexible and practical monitoring and evaluation tool that encompasses the various facets of pediatric palliative care
and is based on the working group’s recommendations. It is available in electronic format at www.chpca.net.
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LEVEL
FOCUS AREA 1: CHILD- AND FAMILY-CENTRED CARE ACHIEVED RECOMMENDED IMPROVEMENTS

A broad consensus exists among pediatric palliative care professionals that a child- and family-centered approach to care, in which the child is the primary concern, should be
favoured. The child’s quality of life and that of the family are inextricably linked, and maintaining this quality of life constitutes the primary goal of palliative care. The ‘family’, in this
context, includes the mother, father, siblings, grandparents and any other individual who may have a significant bond with the child or parents. A child- and family-centered
approach to care helps children and their families reach their physical, psychological, social and spiritual goals.

A family is a social and cultural unit with its own set of beliefs and values, which must be taken into account when providing care.

In pediatrics, palliative care providers must take into account the fact that children or adolescents are developing physically, psychologically, socially, cognitively and
spiritually.

The standards of child- and family-centred care are grouped into three different perspectives: 1) the needs of children and their families, 2) communication between
all those involved and their participation in decision-making, and 3) continuity of care.

< Health care providers conduct a complete assessment of the
£ | child’s and family's needs. The family includes the mother, father,
% siblings, grandparents and any other person who has a significant
n bond with the child or parents.
A-1- The six groups of children and families representing the
population in need of palliative care have access to it.
A-2 - The treatment teams define the criteria used to identify
children and families in need of palliative care.
A-3 - Family members are identified by name and relationship.
< This information is recorded in the child’s file.
g A-4 — The needs assessment includes the needs of both the child
& and the family. The specific needs of adolescents and the
different phases of illness, e.g. the end-of-life phase, are
taken into consideration.
A-5- An assessment process is implemented so that health care
providers can avoid needlessly asking the same questions
or performing the same clinical tests.
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FOCUS AREA 1: CHILD- AND FAMILY-CENTRED CARE ACHIEVED RECOMMENDED IMPROVEMENTS

LEVEL

1123

A-6 — A comprehensive list of the child’s and family’s needs is
included in the child’s file. The list addresses all physical,
psychological, social, spiritual, cultural and developmental
needs.

A-7 — Health care providers use proven and standardized tools to
assess the various needs when such tools exist.

A-8 — Pain is considered to be the fifth vital sign; pain is assessed
using standardized tools and documented in the child’s file.

A-9 - Needs are reassessed regularly and the list of needs
updated when necessary.

o
T | An intervention and service plan is developed to meet all the
® q 0
S | needs of the child and family.
©
n
B-1- Health care providers take the necessary action to meet
each need and then document this action in the child’s file.
B-2 - Respite services in the home or in some other appropriate
setting are provided to children and families in need.
m
o B-3 — The family members are given the information and support that
2 they need to care for the child. This information is described in
(@)

the intervention and service plan.

B-4 - Health care providers monitor their actions on an ongoing
basis by consulting the intervention and service plan. When

necessary, the intervention and service plan is revised.
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FOCUS AREA 1: CHILD- AND FAMILY-CENTRED CARE

LEVEL

ACHIEVED RECOMMENDED IMPROVEMENTS

1123

B-5- The revised version of the intervention and service plan is
communicated to the relevant health care providers and

organizations.
O
= Bereavement support is described in the intervention and service
2 plan.
[
n
C-1- As the child nears death, health care providers conduct a
systematic assessment of the family’s needs and compile a
list of resources required to meet these needs.
O
8 C-2 — Bereavement support is accessible to all families after the
2 death of a child, regardless of the cause; this includes
© external cause* (car accident, drowning, overdose, suicide,
etc.) or perinatal loss (abortion, stillbirth, perinatal death).
*|CD10:V01-Y98: External causes of morbidity and mortality
a Health care providers are able to convey accurate information to
= children and families in a clear and sensitive manner.
< o : : : :
= Communication with children or adolescents is age-appropriate
& | and suited to their level of comprehension.

D-1 - Health care providers have received communication skills
training on how to deliver bad news to children and their
parents.

D-2 - Health care providers are able to use a range of verbal,
nonverbal and symbol-based communication strategies to
communicate with children and adolescents.

D-3 - Interpreters are made available to children and families who
do not speak the same language as the health care
providers.
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LEVEL
FOCUS AREA 1: CHILD- AND FAMILY-CENTRED CARE ACHIEVED RECOMMENDED IMPROVEMENTS
11213
" When health care providers deliver bad news to the child and
—= family or discuss important decisions with them, they do so in an
_gs appropriate setting, in complete confidentiality and in a respectful
S and honest manner.
n

E-1- Meetings involving breaking bad news or discussing
important decisions are planned.

E-2- These meetings are held in private, face-to-face

" discussions with both parents, simultaneously if possible,
© and in an appropriate setting. Relevant information and the
5 names of those in attendance are recorded in the child’s
S file.

E-3 - Health care providers review the details of the meetings to
ensure that the information conveyed has been well
understood. The minutes of these meetings are added to
the child’s file.

The interdisciplinary team involves parents in decisions throughout

° all stages of their child's care and treatment. Children and
e adolescents are kept informed of the situation and participate in
8 decisions that concern their care and treatment plan to the extent
<2 that is suitable for their age, level of maturity and preferences.

F-1- Children’s and adolescents’ ability to participate in
decisions that concern them is assessed on a regular basis.

L The assessments are recorded in their file.

% F-2 — The interdisciplinary team consults with the child and family

'g when important decisions must be made. These decisions
are recorded in the child’s file. The child’s and parents’
values and preferences are clearly noted.
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FOCUS AREA 1: CHILD- AND FAMILY-CENTRED CARE

F-3-

The interdisciplinary team and the family can consult an
ethics committee when faced with complex situations.

LEVEL
ACHIEVED

1123

RECOMMENDED IMPROVEMENTS

Standard G

Children and families have access to appropriate and free
information on palliative care and on the services provided.

Criteria G

G-1-

Children and their families are provided with documentation
on palliative care. This documentation includes information
on the physical, psychological, social and spiritual aspects
of care.

G-2-

The interdisciplinary team provides children and their
families with a wide range of information, including
information on the services they provide, support groups
and community organizations, home care and household
services that are available.

G-3-

The interdisciplinary team provides the family with
documentation on financial aid programs, such as
government  programs,  support  foundations, tax
exemptions, employment insurance, and reimbursement of
drug costs.

G-4 -

When providing children and families with information
materials, the interdisciplinary team takes their age, level of
education and language spoken into account.

G-5-

The information material is reviewed on a regular basis.

Standard H

The information required in order to provide continuity of care is
described in the intervention and service plan.

76




FOCUS AREA 1: CHILD- AND FAMILY-CENTRED CARE

Criteria H

H-1-

The various health care providers, services, institutions and
community resources (including schools) that will contribute
to meeting the needs of children and their families are
identified in the intervention and service plan.

LEVEL
ACHIEVED

1123

RECOMMENDED IMPROVEMENTS

H2 -

The role and responsibilities of the various health care
providers and organizations are described in the
intervention and service plan.

H-3 -

Health care providers and organizations are informed of
any changes to the intervention and service plan.

Standard |

Continuity of care for the child and family is maintained when the
child is transferred from one institution to another or when the child
returns home.

Criteria |

-1 -

When the child is transferred from one institution to another,
from an institution to the child’s home, or from the child’s
home to an institution, the intervention and service plan is
reviewed with the health care providers who will be
providing care to the child and family; the intervention and
service plan is communicated to the relevant individuals.

A member of the interdisciplinary team ensures that the
personnel, equipment and medication required to provide
the child with comfort and security are available wherever
the child is transferred.

The methods used to maintain communication between the
care team and the individuals who provide care in the
setting into which the child is transferred are described in
the child’s file.
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LEVEL
FOCUS AREA 1: CHILD- AND FAMILY-CENTRED CARE ACHIEVED RECOMMENDED IMPROVEMENTS
11213
= Continuity of care is provided to the child and family when they are
g being treated by more than one team or during transitions between
= different kinds of care.
n

J-1- The various care teams consult each other to define their
roles and responsibilities.

J-2 — For children who survive into adulthood, the transition from

- pediatric palliative care to adult palliative care is organized
S in such a way as to ensure that it takes place in a timely
-*S' and progressive manner.

J-3— The intervention and service plan describes the
bereavement support resources that are provided to
parents, siblings and other family members.

= A nurse navigator or care navigator is assigned to each child and
8 family. This individual ensures that the child’'s and the family’s
8 needs are met and that care is coordinated.

(9p]

o K-1 — Regardless of the care-delivery site, the child and family
© always know who their nurse or care navigator is.

[5]

£

E The child and family have access to medical and nursing care
S — | services.

n

_| L-1  The child and family have access to on-call medical services 24
© hours a day, 7 days a week, regardless of the service-delivery
I3 setting.

)
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FOCUS AREA 1: CHILD- AND FAMILY-CENTRED CARE

L-2

The child and family have access to on-call nursing care at
home, 24 hours a day, 7 days a week.

LEVEL
ACHIEVED

RECOMMENDED IMPROVEMENTS
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LEVEL
FOCUS AREA 2: INTERDISCIPLINARITY ACHIEVED RECOMMENDED IMPROVEMENTS

Working as part of an interdisciplinary team allows health care providers to combine efforts and make the best use of their complementary expertise. An interdisciplinary team
involves collaboration between health care providers, children and their parents. To meet the needs of children and their families effectively, a pediatric palliative care team calls on
the varied expertise of its members. Institutional support is critical to the success of any interdisciplinary team.

The standards of interdisciplinarity are grouped into three different perspectives: 1) Composition of an interdisciplinary team 2) how interdisciplinary teams work, and 3)
interdisciplinary team support.

Interdisciplinary team members have the necessary skills to meet
the needs of children who require palliative care and those of their
families.

Standard M

M-1 — The interdisciplinary pediatric palliative care teams at UPCs
include physicians, nurses, pharmacists, social workers,
psychologists, physiotherapists, occupational therapists,
dieticians, pastoral counsellors, child-life professionals and
any other health care provider whose skills are required to
meet children’s and families’ needs; such health care
providers may work exclusively in pediatric palliative care or
divide their time with other care teams.

M-2 — The interdisciplinary pediatric palliative care teams at UPCs
have the necessary skills to support both the care teams
working within their institution and those working at
institutions located within their RUIS areas by providing
information, advice, and consultations.

Criteria M

M-3 —Other interdisciplinary care teams providing pediatric
palliative care must include the health care providers
required to meet the needs of children and their families or
have access to those health care providers.
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LEVEL
FOCUS AREA 2: INTERDISCIPLINARITY ACHIEVED RECOMMENDED IMPROVEMENTS
11213
P —|
= The teams adopt an interdisciplinary model of care to coordinate
?t, the work they carry out with children and families.
'c%
n
N-1- The team’s approach to pediatric palliative care, their
objectives and the strategies they will pursue to achieve
their objectives are documented. This document will serve
to guide the team’s work and will be reviewed annually.
N-2- A director and coordinator are appointed to the
interdisciplinary team.
_é N-3 - The interdisciplinary team holds clinical meetings on a
& regular basis to plan, review and assess the care provided
) to children and families. Decisions made during these
meetings are noted in the child’s file.
N-4 — Administrative meetings are held by the interdisciplinary
team regularly to discuss and decide how they will proceed
in their work. The decisions made during these meetings,
and any related information on previous decisions, are
noted in writing.
o Interdisciplinary team members are concerned with the demands
= of working as a team and the emotional and psychological
-‘-é’ demands of working with children in pediatric palliative care and
S their families.
(9p)
_g O-1- The director or coordinator of the interdisciplinary team
g0 acquires the necessary skills to act as an effective team
G facilitator.
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0-2 - Members of the interdisciplinary team have access to
psychological support.

= The institution supports the interdisciplinary care team(s) that
% a | provide pediatric palliative care
n
P-1- The institution formally recognizes the roles and
responsibilities of the care team and its members that
provide pediatric palliative care.
P-2— The institution allocates time in its human resources
; planning for interdisciplinarity.
2 P-3- The institution encourages members of the interdisciplinary
(@)

team to maintain their skills by providing opportunities to
attend courses or participate in conferences.

P-4 - The institution provides practical assistance by giving
access to administrative support services and equipment.
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The expertise required to meet the needs of children and their families varies according to each caregiver’'s and team'’s role and responsibilities. Health care providers and care
teams must maintain their competencies in pediatric palliative care through appropriate training and current evidence-based practice. In addition, a continuous quality improvement
program involving an evaluation of practice and service organization, and the participation of the team or some of its members in research should be added. The standards
therefore address pediatric palliative care training requirements, evidence-based practice, evaluation, and research.

Standards of continuous quality improvement are grouped into three perspectives: 1) training 2) evidence-based practice, 3) evaluation and research.

Members of the interdisciplinary team, including volunteers, have
the necessary training to provide care to children and to the
families of children in palliative care.

Standard Q

Q-1 — Health care providers who work as part of pediatric palliative
care teams at UPCs have in-depth training in pediatric
palliative care and pursue continuing education.

Q-2 - Health care providers who work with other interdisciplinary
teams establish the structures necessary to acquire and
maintain knowledge in pediatric palliative care.

Criteria Q

Q-3 - Volunteers receive training in pediatric palliative care
through a recognized organization.

Interdisciplinary teams working in pediatric palliative care at
university pediatric centres help interdisciplinary health care
providers—from their institution and from their RUIS region—
acquire the training they need to provide care to children in
palliative care and meet the needs of their families.

Standard R

R-1 - Interdisciplinary pediatric palliative care teams working in
UPCs provide practicums in various pediatric palliative
disciplines, including family medicine.

CriteriaR
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R-2 — Interdisciplinary pediatric palliative care teams in UPCs work
with their RUIS to ensure that a pediatric component is
included in palliative care training and that a palliative care
component is included in pediatric training programs.

R-3 - Interdisciplinary pediatric palliative care teams working in
UPCs support the continuing education efforts of pediatric
palliative health care providers in their region. The activities
in which they participate are included in their annual report.

(2]

I Interdisciplinary teams contribute to raising institutional and public

% awareness on pediatric palliative care issues.

n

S-1 -Interdisciplinary teams possess documentation, e.g.,

brochures and videos, that describes pediatric palliative
care, as well as the services that can be provided and how

= to access them.

2 S-2 - |Interdisciplinary teams possess pedagogical material to

© develop public awareness on pediatric palliative care
issues. They also participate in information sessions on
how to raise public awareness.

E Interdisciplinary teams providing pediatric palliative care engage in

8 evidence-based interventions and apply them consistently.

(9p]

Criteria T

T-1 - Interdisciplinary teams make use of evidence-based written
procedures, guidelines, and assessment and care
coordination tools, such as care pathways.
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T-2 - Interdisciplinary teams hold scientific meetings and training
sessions. They maintain a list of the subjects addressed
during these meetings.
> Pediatric palliative care teams working in UPCs make
& recommendations on best practices in pediatric palliative care.
%
(2]
— U-1- Interdisciplinary pediatric palliative care teams working in
IS UPCs collaborate to develop guidelines, protocols and
I procedures, encourage their  dissemination  and
) appropriation by health care teams in Quebec.
= Interdisciplinary teams assess their practices and find ways to
% > | improve them consistently.
n
V-1 —Interdisciplinary teams identify their objectives in pediatric
palliative care and define expected results. They identify the
indicators they will use to determine the extent to which the
results have been achieved.
V-2 - Interdisciplinary teams regularly conduct evaluation
E activities, discuss their results and implement measures to
I5 improve palliative care and services.
© V-3 - Interdisciplinary teams prepare an annual report that
describes their activities and progress.
V-4 — Interdisciplinary teams maintain a clinical database that
helps them know their patients and assess their
performance.
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RECOMMENDED IMPROVEMENTS

Interdisciplinary teams undertake or participate in research
projects.

W-1 - Interdisciplinary teams document the research projects they
implement or those in which their members participate.

Criterion W | Standard W
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Clinical governance is founded on a common vision of the objectives to be achieved. By working together, administrators and clinicians can maximize resources, structures and
processes to achieve their quality objectives. Clinical governance creates an organizational climate that is conducive to achieving excellence and promotes quality clinical work.

Recognizing the unique health needs of children and their families is a necessary part of sound clinical governance in pediatric palliative care.

Institutions (UMCs, UAMCs, university institutes, regional medical
< centres, palliative care hospices and HSSCs) develop policies
I tailored to pediatric palliative care, and make resources and
= structures available to improve the quality of care and services
£ | they provide.

X-1 — The institution identifies the children and families in their

reference population that are likely to benefit from pediatric palliative

care.

X-2 — The institution ensures that children and their families have
access to palliative care services, including respite
services.

X-3 - The institution establishes a parent committee to support
© the institution in its decisions regarding pediatric palliative
g care.
© X-4 — The institution provides a physical environment tailored to

the needs of children who receive pediatric palliative care
and their families.

X-5- The institution adapts its policies to the needs of children
receiving pediatric palliative care and to the needs of their
families, e.g. visitation policies regarding siblings and
friends.
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I
X-6 - The instituton ensures that the members of the

interdisciplinary team providing palliative care have the expertise
required to provide quality care in all the fields needed; the institution
ensures that its members have the time and resources to deliver
quality services.

X-7 - The institution establishes indicators to describe the target
population and evaluate the services it provides in pediatric
palliative care.

X-8 — The institution provides access to an ethics committee with
substantial experience in addressing pediatric palliative
care issues.

X-9 — A special policy is established to provide quality palliative
care when a child is admitted through the Emergency
department or when a child dies in Emergency.

X-10 - The institution is accredited in accordance with CCHSA or
equivalent palliative care standards.

X-11 — UPCs develop a pediatric palliative care program that
includes bereavement support.
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