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Introduction

Dealing with the loss of a baby or pregnancy can be a difficult and devastating time for parents and
families (Coleman, 2015; Murphy & Jones, 2014; Mulvihill & Walsh, 2013; Purandare et al., 2012;
Malm et al., 2011). Parents and families may need a range of immediate and longer term supports
to help them with their bereavement. The role of family, friends and community is crucial in helping
parents come to terms with their loss. There are a range of health and other support services that
can play a positive and helpful role for parents during this time.

The purpose of the Standards for Bereavement Care is to enhance bereavement care services for
parents who experience a pregnancy loss or perinatal death. These Standards cover all pregnancy
loss situations that women and parents may experience, from early pregnancy loss to perinatal death,
as well as situations where there is a diagnosis of fetal anomaly that will be life-limiting or may be fatal.

These Standards for Bereavement Care following Pregnancy Loss and Perinatal Death are a
resource for both parents and professionals. The Standards intend to promote multidisciplinary staff
involvement in preparing and delivering a comprehensive range of bereavement care services that
address the immediate and long-term needs of parents bereaved while under the care of the maternity
services. The Standards will guide and direct bereavement care staff on how to lead, develop and
improve a hospital response to parents who experience the loss of a pregnancy or a baby and will
assist staff to develop care pathways that will facilitate the hospital’s response to the grief experienced
by parents and their families. The Standards acknowledge the impact of perinatal loss on staff and
the importance of having formal structures in place to support staff (Nuzum, 2014; Hill, 2012;
McCready et al., 2009).

These Standards were developed in response to a recommendation in the HSE National Incident
Management Team (NIMT) 50278 (2013) report which stated:

‘ensure that the psychological impact of inevitable miscarriage is appropriately considered
and that a member of staff is available to offer immediate support and information at
diagnosis. Members of staff should also advise of the availability of counselling services
for women and partners at diagnosis. Care given, including counselling and support,
should be documented. The availability of counselling services for women, partners and
families who have suffered any incident or bereavement in childbirth should be reviewed,
considered and developed as appropriate at each maternity site’.

These Standards can be used by parents, families, staff and support organisations to understand
the range of hospital responses that the HSE are aiming to put in place. It is acknowledged that much
improvement can and needs to be made in this area. These Standards will form an important focus
in our improvement efforts into the future.

Context for the Standards

Providing bereavement care is an integral part of a maternity service. It is important that such
bereavement care is integrated with the hospital’s overall medical and clinical care response to parents.
All families have bereavement care needs. These needs are viewed as ascending from basic to more
complex needs. Bereavement Care is often described in terms of three levels and it is important that
the maternity setting has staff who can assess needs at each of these levels, provide care and/or refer
to the most appropriate support.

At the most basic level (level one) mothers and families need reliable, accurate information given in a
sensitive and supportive manner. They need to be able to express their responses in a safe
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environment. Level two bereavement care, also described as ‘sensitive’ care, is required by people
potentially at risk of disenfranchised or complicated grief because of, for example, social isolation,
demanding caring duties and reduced coping capacity. Level two care is provided by staff with a formal
understanding of the grief process and who use the general skills of counselling including listening,
affirming and clarifying. At level two, some people may benefit from an opportunity to talk to and receive
more formal supports which are often provided by trained volunteers or convened by ‘peers’ who have
had a similar bereavement experience. A minority of bereaved persons may experience significant or
debilitating difficulties in their grieving, in which case they will be referred for professional and
therapeutic support by the Bereavement Care Staff. This is considered Level 3 support.

In providing and integrating bereavement care, hospitals should be aware that there are a range of
other professionals and services that may be involved with bereaved parents. The approach and skill
of all professionals involved should be led by the principles and domains of competence as defined
in the National Palliative Care Competency Framework. The framework will assist in providing an
agreed and graded model for staff from different parts of the hospital and health system to understand
the principles and types of skills required to be involved in a holistic and caring response to parents.
As the role of the Bereavement Team and the role of the Paediatric Palliative Care Team are distinct,
this document does not prescribe for the responsibilities of the Paediatric Palliative Care Team or for
Outreach Nurses or other services such as physiotherapy, pharmacy, etc.

Within the context of perinatal palliative care approach the standards that follow are primarily
concerned with the early neonatal period (within 7 completed days of birth). Maternity hospital staff
(obstetric, midwifery, anaesthetic, paediatric, neonatology, nursing and bereavement team) are
responsible for providing care that incorporates anticipatory bereavement care and perinatal palliative
care for the unborn baby, and for the parents and baby during the first week of the baby’s life.
Thereafter palliative care, provided in accordance with the Palliative Care for Children with Life-limiting
Conditions National Policy (http://health.gov.ie/wp-content/uploads/2014/03/palliative_care_en.pdf),
is transferred to the Paediatric Palliative Care Team. Bereavement care for the family continues to
be provided by the maternity hospital’s bereavement team.

Bereavement Care Standards and Other Policies

These Standards are intended for use in conjunction with current clinical guidelines, professional
codes of practice, government policy and relevant legislation. Clinical guidelines are under continuous
review and reflect contemporary research and current best practice. There is general and specific
legislation that directly effects the practice of all healthcare professionals. This includes those working
in the area of bereavement care and all health professionals applying these Standards. It is important
that professionals comprehend legislative and other requirements when dealing with parents and
undertake all interactions/consultations in line with appropriate legislation. Alist of relevant guidelines,
policies and pertinent relevant legislation is available in Appendix 1.

The HSE'’s Corporate Plan for Health Services (2015 — 2017) sets out our values of care, compassion,
trust and learning (http://www.hse.ie/eng/services/publications/corporate/corporateplan15-17.pdf).
These Standards are a direct expression of these values and have been directly informed by them.
These Standards contribute to the HSE’s Goal (number 3) to foster a culture that is honest,
compassionate, transparent and accountable.

The HSE is committed to providing an open, timely and consistent approach to communicating with
service users and their families when things go wrong in healthcare. This is called Open Disclosure
(http://lwww.hse.ie/opendisclosure/). It is important to recognise that openness and honesty when
things have gone wrong form an important part of the bereavement and recovery process. This is not
to suggest that openness and honesty are not integral to the bereavement process at all other times.
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Pregnancy Loss and Perinatal Death

There were 500 perinatal deaths in Ireland in 2013 (National Perinatal Epidemiology Centre, 2015).
These included 301 stillbirths, 162 early neonatal deaths (within 7 completed days of birth) and 37
late neonatal deaths (after the 7th and within 28 completed days of birth). Miscarriage occurs in
approximately one fifth of clinical pregnancies equating to approximately 14,000 miscarriages per
annum in Ireland (Poulose et al, 2006). There were 26 terminations of pregnancy in Ireland carried
out under the Protection of Life during Pregnancy Act in 2014. The British Department of Health
reported that 3,735 terminations were undertaken in England and Wales in 2014 for women with an
address in the Irish Republic (https://www.gov.uk/government/statistical-data-sets/abortion-statistics-
england-and-wales-2014).

There are also a range of other pregnancy losses for which limited or no information is currently
available. For example, national information on ectopic and other forms of pregnancy loss is not
currently available. The provision of bereavement care is based on the needs of parents and not on
the type of loss.

It is important to note that the Standards apply to all parents who experience a pregnancy loss,
diagnosis of fetal anomaly or perinatal death, irrespective of the source of that loss or the term used
in these Standards. As a result all terms have been included in the glossary.

Use of Disputed Terminology in the Standards

During the Standards development process, a set of terms to describe parents with a baby who has
a life-limiting condition; fatal/lethal fetal abnormality / fetal anomaly was the subject of discussion and
consultation feedback. In writing these Standards, it is acknowledged that there is no clear or universal
term that can be used or is acceptable to the majority of parents. Any terms used in this area are
subject to conceptual and practical challenges inherent in defining such terms (Wilkinson et al. 2012).
In respect of this, the Standards will use the term ‘life-limiting condition’, a term consistent with the
National Policy on Palliative Care for Children with Life-Limiting Conditions (DOH, 2009). However,
it is important to note that although the term ‘life-limiting condition’ is used, the aim of the Standards
is to provide bereavement care to parents who would prefer to use other terms to describe their
experience and who would not agree with the use of the term ‘life-limiting condition’. Preference for
different terms from parents or health professionals should not in any way impact on the type or
quality of bereavement care that is provided.
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Glossary of Terms and Conditions

Anticipatory Grief

Anticipatory grief describes the normal grief response that occurs prior to death that includes sadness,
sorrow, anger, crying and emotional preparation for death (Kehl, 2005). Anticipatory grief differs from
conventional grief in so far as it is not infinitely prolonged since there is always an endpoint in death
(Sweeting & Gilhooly, 1990). Anticipatory grief is frequently experienced by the patient and his/her
family. Anticipatory bereavement care plays an important role in lessening the intensity of the post-
death bereavement (Duke, 1998).

Bereavement

Bereavement describes the entire experience of family members and friends in the anticipation of
death and subsequent adjustment to living following the death of a loved one (Christ et al., 2003). It
takes account of the unique individual experience of the bereaved person (National Clinical
Programme for Palliative Care Glossary of Terms, 2012). Bereavement also refers to the objective
situation of having lost someone significant through death (Stroebe et al., 2008).

Bereavement Care and Support

It is accepted by bereavement specialists that there are three levels of bereavement care for the
general population (Keegan, 2013; Aoun et al., 2012; Currier et al., 2008; Walsh et al., 2008).

. Level 1 care, also described as ‘universal’ care, involves good end-of-life care, sensitive
communication, reliable information and guidance (Aoun et al., 2012; Currier et al., 2008; Walsh
et al., 2008). Level 1 care provides people with information on how to access up-to-date and
useful information about the practical, emotional and other challenges associated with loss.

. Level 2 care, also described as ‘sensitive’ care, is required by people potentially at risk of
disenfranchised or complicated grief because of social isolation, demanding caring duties and
reduced coping capacity. At level 2, some people may benefit from an opportunity to talk to
and receive more formal supports which are often provided by trained volunteers or convened
by ‘peers’ who have had a similar bereavement experience.

. Level 3 care, involves professional and therapeutic support and is required by only a minority
of bereaved people and required by bereaved people who are experiencing significant or
debilitating difficulties in their bereavement.

Bereavement care staff are trained to assess the bereavement care needs of individuals; to identify
people in need of extra support and/or therapeutic care and will have in place care pathways for
referring parents to therapeutic services if necessary. Staff acknowledge that this group of people
may also incur greater physical and mental health difficulties (Stroebe et al., 2007).

Bereavement Committee

The Bereavement Committee is multidisciplinary and may be composed of; a senior hospital
administrator, clinical midwife specialist in bereavement, bereavement coordinator, medical social
worker with responsibility for bereavement care, chaplain, clinical leads, hospital managers, clinical
midwife specialist in mental health, service user and nominated representatives from midwifery
management, obstetrics, paediatrics, neonatology, ultrasonography, psychiatry, pathology, laboratory,
mortuary staff, clerical and household staff. The committee convenes on a regular basis as
determined locally.
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Bereavement Coordinator

The Bereavement Coordinator is responsible for the development, implementation and evaluation of
the hospital’s bereavement program. He/she works closely with the CMS in bereavement, Chair of
the Bereavement Committee, associated professionals and hospital management, and is responsible
for ensuring the hospital has capacity and referral systems in place for providing each of the levels
of bereavement care. The Bereavement Coordinator has overall responsibility for the educating,
training and upskilling of all hospital staff in bereavement care.

Bereavement Specialist Team (BST)

The BST is composed of staff members who have undertaken specialist and extensive education in
bereavement care. The team includes; a bereavement coordinator, clinical midwife specialist in
bereavement, chaplain and senior medical social worker. The team is supported in its work by the
hospital chief executive officer (CEO), director of midwifery, clinical leads, obstetricians,
paediatricians, neonatologists, perinatal psychiatrist, midwives, nurses, neonatal care nurses,
chaplains, ministers of religions, palliative care teams, bereavement committees, end-of-life care
committees, administrative and auxiliary staff — all of whom have received training appropriate to
their role in bereavement care.

Care Pathway

A care pathway is a complex intervention for the mutual decision-making and organisation of care
processes for a well-defined group of patients during a well-defined period (Vanhaecht et al., 2007).
A care pathway is defined and documented in the patient’s Healthcare Record (HCR) and is explicit
in its goal statement. The care pathway is based on best practice and is discussed and agreed, in
the case of a baby, with his/her parents.

Chaplain

The role of the Healthcare Chaplain in the maternity service is to provide spiritual and pastoral care
and support to babies, parents and their families in the midst of iliness or bereavement. This support
is available to all and respects the personal, spiritual, religious and cultural expressions (or none) of
the individual and family and is provided in accordance with the Association for Clinical Pastoral
Education (ACPE Ireland Ltd.) training and in accordance with Healthcare Chaplaincy Board (HCB)/
Chaplaincy Accreditation Board (CAB) requirements.

Children’s Outreach Nurses for Life-limiting Conditions

The Children’s Outreach Nurses for Life-limiting Conditions provide a bridge between hospitals,
community, statutory and voluntary services and are involved in supporting children with life-limiting
conditions and their families in their homes.

Children’s Palliative Care

Palliative care for children is a highly specialised field of healthcare. Palliative care aims to maintain
quality of life for the duration of the child’s illness which may be days, but can be months, and
sometimes years. Children’s palliative care is holistic in nature where the child and their family are
viewed as one unit. Most children with palliative care needs will have these needs met by their family
who are supported by locally provided services. This may sometimes, but not always, require the
support of a specialist palliative care team.

Support for children with palliative care needs starts at the time of diagnosis, and for many children
with life-limiting conditions this can be at birth. Palliative care support can be given alongside active
treatments aimed at cure or prolonging life and should, where possible, be provided in the location
where the child and family choose to be. Families vary in how strongly they wish to pursue treatments
aimed at cure or prolonging life. Decisions about moving away from active care are difficult for both
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the family and staff and should only be made following full discussion. A care plan, once decided,
should include details of what, if any, emergency treatment measures should be taken. The child’s
comfort should always be central to the decision-making process. Parents’ wishes should be
documented and care should be planned accordingly. Clear communication between parents and all
healthcare professionals involved in the care of the child is essential. (DOH, 2009. Palliative Care for
Children with life-limiting conditions in Ireland — A National Policy). Available at http://health.gov.ie/wp-
content/uploads/2014/03/palliative_care_en.pdf].

Clinical Midwife Specialist (CMS) in Bereavement

The Clinical Midwife Specialist (CMS) in Bereavement is recognised by the Nursing and Midwifery
Board of Ireland as a specialist post. He/she is an experienced midwife who has undertaken specific
training and education at level 8 or above in the area of bereavement. The CMS’s role is to support
and facilitate the loss and bereavement process in all areas of pregnancy loss. The CMS provides
anticipatory bereavement support to those families whose baby is diagnosed with a life-limiting
condition, working with the Multidisciplinary Team (MDT) within the Perinatal Palliative Care
framework. He/she is an identifiable resource to bereaved mothers, partners and siblings around the
time of loss, following discharge home and in subsequent pregnancies.

The CMS works within the framework of the NICE (2004) guidelines, being involved in the direct
provision of level one support, signposting to level two supports in the community and adequately
trained to recognise, treat and/or appropriately refer to level three support in the event of a
complicated grief diagnosis (Kristjanson et al., 2006). The CMS demonstrates expertise in the
aetiology of pregnancy, pregnancy loss and perinatal death and works collaboratively with his/her
clinical colleagues in the formal follow-up care of bereaved parents. He/she is an advocate for
bereaved families, provides education and training to staff, as well as being involved in audit and
research aimed at enhancing bereavement care.

Complicated / Pathological Grief

Bereaved parents have been recognised as a high-risk group for complicated grief (Ellis et al., 2016).
Grief that is complicated involves the presentation of certain grief-related symptoms at a time beyond
which is considered adaptive (Kristjanson et al., 2006). Complicated grief is characterized by intense
grief that lasts longer than would be expected according to social norms and causes impairment in
daily functioning. Complicated grief has a prevalence of approximately 10-20% following the death
of a romantic partner and an even higher prevalence amongst parents following the death of a child
(Meert et al., 2011).

Culture

Culture can be defined broadly as the web of meaning in which humans live (Browning & Solomon,
2005). It is expressed through the characteristics and knowledge of a particular group of people,
through their language, religion, cuisine, social habits, music and arts. Culture influences social
interactions, cognitive constructs and understanding that are learned by socialisation.

Disenfranchised Grief

Disenfranchised grief occurs when the impact of a death is not recognised. It occurs when grief is
not openly acknowledged, socially validated or publicly mourned (Doka, 2002). Circumstances that
expose an individual to the risk of experiencing disenfranchised grief include:

. non-traditional relationships

. society failing to recognise that a significant loss has occurred

. society failing to recognise that a person such as a child or a disabled person is capable of
grieving

. misunderstanding of an individual’s response to their loss



National Standards for Bereavement Care following Pregnancy Loss and Perinatal Death

. a bereaved person denying him/her self the right to grieve
. social isolation, demanding caring duties and reduced coping capacity
. social and psycho-social disadvantage e.g. domestic abuse, lone parent

Disenfranchised grief inhibits mourners’ capacity to overcome suffering and live meaningfully again.
Bereaved persons who experience disenfranchised grief may require specialised therapies to
overcome their grief (Stroebe et al., 2007).

End-of-life Care

For the purpose of these Standards the term end-of-life care is used to describe the perinatal palliative
care of a baby during its first week of life (early neonatal period) when life expectancy is limited and
death is imminent. It encompasses care of the baby from the time of diagnosis through to his/her
death and care of the baby and parents following death.

Family

A family is defined as those closest to the patient in knowledge, care and affection and who are
connected through their common biological, legal, cultural, and emotional history (National Clinical
Programme for Palliative Care Glossary of Terms, 2012).

Fatal / Lethal Fetal Anomaly

There is no agreed definition of a fatal/lethal fetal anomaly (Wilkinson et al., 2012). Neither is there
a legal definition for fetal anomaly that maybe fatal, or an agreed list of conditions associated with
fatal fetal anomaly. Fatal fetal anomaly describes a medical condition suffered by a fetus that is not
expected to survive beyond the new born period. An assessment of the seriousness of a fetal
abnormality should be considered on a case-by-case basis, taking into account all available clinical
information (RCOG, 2010).

Grief

Grief is the reaction to bereavement. It is a natural human response that is irrespective of culture and
class and its expression varies considerably (Hooyman & Kramer, 2006; Gardner, 1999).

Health Care Record (HCR)

A Health Care Record in the maternity services is a record of the entire obstetrical, medical and social
history of a woman and the care she has been receiving from a multidisciplinary team in the hospital
and in the community.

Hospital

Hospital includes maternity hospitals and maternity units in general hospitals.

Intra Uterine Fetal Death

An intra uterine fetal death, also described as an intrauterine death (IUD), describes a baby who dies
in the womb (RCPI & HSE Clinical Practice Guideline Number 4, 2011).

Levels of Palliative Care

. Level 1 care, also described as 'universal' care, involves good care from the point at which the
potential for loss is identified; it can encompass end-of-life care and always includes sensitive
communication, reliable information and guidance (Aoun et al., 2012; Currier et al., 2008; Walsh
et al., 2008). Level 1 care provides people with information on how to access up-to-date and
useful information about the practical, emotional and other challenges associated with loss. It
is compassionate care and should be provided by all who come in contact with the family.
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. Level 2 — At this level of practice, those providing palliative care will have additional training
and expertise. This is viewed as an intermediate level of expertise, where engagement in
palliative care is part of the health professional’s caring role but does not define it.

. Level 3 — This level refers to those whose core activity is limited to the provision of palliative
care. Caring for patients with complex and demanding palliative care needs requires a greater
degree of training, staff and other resources.

(DOH, 2009. Palliative Care for Children with life-limiting conditions in Ireland — A National Policy).
Available at http://health.gov.ie/wp-content/uploads/2014/03/palliative_care_en.pdf].

Life-limiting Condition

National Health Policy describes a life-limiting condition as any illness in a child where there is no
reasonable hope of cure and from which the child or young adult will die (DOH, 2009: Palliative Care
for Children with Life-Limiting Conditions). Children with these conditions are likely to have palliative
care needs.

Live Birth

Birth of an infant which, after complete separation from his/her mother, shows sign of life. Evidence
of life includes breathing movements, presence of a heartbeat, pulsation of the cord or definite
movement of voluntary muscles (RCPI & HSE Clinical Practice Guideline Number 4, 2011).

Medical Social Worker Specialist in Bereavement

The Medical Social Worker Specialist in Bereavement in a maternity setting provides emotional and
practical support at a time of loss to bereaved parents, children and extended family members. They
are available to offer bereavement support to parents in the weeks and months following their
discharge from hospital and throughout subsequent pregnancies. The bereavement social worker
also provides advice on children and loss and is available to do direct work with children, if this support
is needed. They are an advocate for bereaved parents and work as part of the bereavement team to
ensure optimum care for bereaved families.

Miscarriage

A miscarriage is the loss of a baby before viability. A miscarriage may occur during the first trimester
(early miscarriage) or during the second trimester (late miscarriage).

Multidisciplinary Team (MDT)

The MDT is a team of health and social care professionals working together to provide holistic care.
The MDT in a maternity hospital includes sonographers, fetal medicine consultants, obstetricians,
neonatologists, anaesthetists, midwives, nurses, neonatal nurses, allied health professionals,
bereavement care specialists, palliative care staff, bereavement care staff including chaplains,
medical social workers and clinical midwife specialists, laboratory and mortuary staff. All staff play a
central role in supporting and giving information to parents who receive bad news.

Neonatal

Refers to the period after birth up until the fourth completed week of life (National Perinatal
Epidemiology Centre, 2015).
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Neonatal Death
Death of a baby occurring within 28 completed days of birth.
An early neonatal death describes a neonatal death occurring within 7 completed days of birth.

A late neonatal death describes a neonatal death occurring after the 7th and within 28 completed
days of birth (National Perinatal Epidemiology Centre, 2015).

Next-of-Kin

The term next-of-kin has no legal definition in Ireland except for inheritance law (Succession Act
1965) where it is defined as the nearest blood relative to the deceased. For the purposes of this
guideline, next-of-kin describes a spouse or nearest blood relative.

Parent

Parent is used to denote a mother, father or other parent.

Perinatal Bereavement Care

For the purpose of this guideline, perinatal bereavement care refers to the care provided by the
multidisciplinary maternity hospital staff to parents who experience pregnancy loss; parents who
receive a diagnosis during pregnancy of a life-limiting condition; parents whose baby is stillborn and
parents whose baby dies during the early neonatal period. Perinatal bereavement care includes
physical, psychological, emotional and spiritual care following loss and is extended to siblings and
grandparents.

Perinatal Pathologist

The perinatal pathologist ensures that within the pathology department the post mortem practice is
viewed as parent-centred and that the baby and its parents are treated with respect at all times.
He/she is also responsible for ensuring;

. that post mortems are performed to a high standard, in keeping with national and international
guidelines
. that members of the BST and others are educated about the post mortem process and placental

pathology; what it involves and what is possible to learn from the examination
. that the limitations of the post mortem examination are understood

The pathologist is also responsible for integrating information obtained from the post mortem
examination, placental examination, cytogenetics testing and other available investigations to
formulate a cause of death (if possible) and to correlate the pathological findings identified with the
clinical course leading up to the miscarriage, stillbirth or neonatal death. If a definitive cause of death
is not identified, potential contributors or relevant negative findings can be documented. He/she
communicates the results of post mortems and placental examinations to the clinical team caring for
the parents. The perinatal mortality multidisciplinary team meeting is a vital forum for this
communication as it ensures accurate understanding of all aspects of individual cases and thereby
facilitates appropriate follow-up (e.g. specialist medical genetics referral). These meetings are also
a valuable forum for learning for the wider disciplinary team and for students.

Perinatal Mortality

Perinatal mortality refers to the death of babies in the weeks before or four weeks after birth. Perinatal
mortality includes stillbirths (babies born with no signs of life after 24 weeks of pregnancy or weighing
at least 500 grammes) and the deaths of babies within 28 days of being born (National Perinatal
Epidemiology Centre, 2013).
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Post Natal Care

Post-natal care includes the physical and emotional care of a woman after birth.

Pregnancy Loss

Pregnancy loss is all types of loss, including spontaneous and medically supervised terminations that
can occur during a pregnancy from the first to third trimester.

Recurrent Miscarriage

Recurrent miscarriage, defined as the loss of three or more consecutive pregnancies before 24 weeks
gestation, affect 1% of couples (RCOG, 2011).

Staff

Staff describes all people who work in the maternity unit/hospital including all members of the multi-
disciplinary team, reception staff, security staff, kitchen staff, midwifery and nursing students, nurse
assistants, laboratory staff, mortuary staff, cleaning staff, porters and all other auxiliary staff in
hospitals.

Stillbirth

A child born weighing 500 grammes or more or having a gestational age of 24 weeks or more who
shows no sign of life (Stillbirths Registration Act, 1994). Available at
http://www.irishstatutebook.ie/1994/en/act/pub/0001/print.ntml#sec1.

Stakeholders

Stakeholders denote parents, siblings, grandparents, aunts, uncles, extended family, guardians,
community health care personnel and voluntary support groups as well as hospital staff.

Symbol

A symbol that is recognised by hospital staff and the public is used in maternity units to indicate when
an end-of-life issue is happening for a family and/or to indicate that a bereavement has taken place.
The symbol selected for use in each hospital is agreed locally by staff and management. Parental
consent for use of the symbol is necessary.
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Part 2
The Four Standards
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(Standard 1: Bereavement Care

Bereavement Care is central to the mission of the hospital and is offered in accordance with the
religious, secular, ethnic, social and cultural values of the parents who have experienced a
pregnancy loss or perinatal death.

. /

1.1 Bereavement Care at time of Diagnosis

Statement: All relevant hospital staff sensitively communicate bad news to parents in a quiet and
private environment and with special consideration of individual needs and preparedness for the
emotional and physical management of their diagnosis.

Ectopic First- Second- Baby Intra-uterine | Baby born
Pregnancy trimester trimester diagnosed Fetal Death, | with a Life-
Miscarriage | Miscarriage | in utero with | Stillbirth limiting
a Life- and Early Condition
limiting Neonatal

Condition Death

Guidelines are in place for identifying the needs of and
for supporting a parent experiencing bereavement in the
maternity services. All relevant staff are aware of and v v v v v v
use these guidelines where appropriate.

Cacciatore and Bushfield (2007); SANDS (2007);
ISANDS (2007); Hutti (2005); Cook et al. (2002); Catlin
& Carter (2002).

Parents who experience bereavement in the maternity
services are cared for compassionately, with dignity and

with respect. v v v v v v

Nuzum et al. (2014); RCPI/HSE Clinical Guideline No.
29 (2014); RCPI/HSE Clinical Guideline No. 4 (2011);
Williams et al. (2008); Stratton and Lloyd (2008);
SANDS (2007); ISANDS (2007); Callister (2006); Catlin
& Carter (2002).

There is an acknowledgement on the part of the hospital
that all hospital staff (see glossary) have an important
role to play in ensuring effective and sensitive v v v v v v
communication with parents. Hospital staff play an
important role in the bereavement care provided to
bereaved parents. Bereavement care training
appropriate to their role in the hospital, is provided to all
staff when commencing employment and bereavement
training refresher courses are provided every three
years. This is a core value of the hospital and is reflected
in the decision and actions of the hospital

Ellis et al. (2016); McQueen (2011); Gold (2007);
SANDS (2007); Fauri (2000).

It is recommended that, with a woman’s permission, a
symbol denoting that a pregnancy loss or perinatal . .
death has taken place is sensitively placed in a woman’s | ©Ptienal | Optional v v v v
Healthcare Record (HCR).

RCPI/HSE Clinical Guideline No. 4 (2011); Gold (2007);
SANDS (2007); ISANDS (2007).
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Ectopic First- Second- Baby Intra-uterine | Baby born
Pregnancy | trimester trimester diagnosed Fetal Death, | with a Life-
Miscarriage | Miscarriage | in utero with | Stillbirth limiting
a Life- and Early Condition
limiting Neonatal

Condition Death

At commencement of employment, all hospital staff
providing care to bereaved parents receive mandatory
training, appropriate to their role in the hospital on how v v v v v v
to communicate sensitively and how to break bad news.

Réadestad et al. (2014); Roehrs et al. (2008); Lalor et al.
(2007); Yee and Ross (2006).

Suitable rooms are available in the Admission
Unit/Ultrasound Department to facilitate discussion and
provide support to the mother/parents when bad news v 4 v v v 4
is broken.

Réadestad et al. (2014); SANDS (2007); Alkazeleh et al.
(2004).

If the mother is unaccompanied, staff always offer to
contact her partner, a relative or a friend. Staff will strive
to ensure that she does not leave the hospital alone. v v v v v v

RCPI/HSE Guideline No. 4 (2011); SANDS (2007);
Alkazeleh et al. (2004); Forest (1989).

Following the diagnosis of an ectopic pregnancy or first
trimester miscarriage parents are given time to reflect
on the diagnosis and discuss the woman’s treatment v v x x x X
options.

RCPI/HSE Clinical Guideline No. 29 (2014); Henley &
Schott (2008).

Special consideration is given to the bereavement needs
of families where there is a death in utero of a baby in a
multiple pregnancy, e.g. staff acknowledge the v v v v v X
complexity of the family’s bereavement.

Richards et al. (2015).

Parents are offered timely bereavement support
following the diagnosis of an anomaly that is life-limiting
or may be fatal. Aspects of this support, information X X X v X v
provided or consultations with parents may need to be
approached with due regard to provisions of relevant
legislation such as the Regulation of Information
(Services Outside the State for Termination of
Pregnancies) Act, 1995.

McNamara et al. (2013); Kobler & Limbo (2011); SANDS
(2007); Lalor et al. (2007).

Parents are offered access to the BST for support and
guidance in relaying the loss to siblings. Involvement of
the siblings is considered in accordance with the v v v v v v
parents’ wishes.

Machajewski & Kronk (2013); Avelin et al. (2012); Torbic
(2011); Riley (2003).




National Standards for Bereavement Care following Pregnancy Loss and Perinatal Death

Ectopic First- Second- Baby Intra-uterine | Baby born
Pregnancy | trimester trimester diagnosed Fetal Death, | with a Life-
Miscarriage | Miscarriage | in utero with | Stillbirth limiting
a Life- and Early Condition
limiting Neonatal

Condition Death

In the event that parents choose to terminate their
pregnancy, they are provided with up to date information
and contact details of the services available. Information x x x v x x
provided or specific consultations with parents must be
approached with due regard to provisions of relevant
legislation such as the Regulation of Information
(Services Outside the State for Termination of
Pregnancies) Act, 1995. Information on accessing
bereavement care is provided to all women registered
at a maternity hospital.

Protection of Life During Pregnancy Act 2013;
Implementation of the Protection of Life During
Pregnancy Act (2013).

Regulation of Information (services outside the state for
termination of pregnancies) Act, 1995.

Irish Medical Council (7th ed., 2009) Guide to
Professional Conduct and Ethics for Registered Medical
Practitioner.

Nursing and Midwifery Board of Ireland (2015). The
Code of Professional Conduct for each Nurse and
Midwife.

Coleman (2015); McCoyd (2009); Kersting et al. (2009);
Lalor et al (2007).

Parents are given enough time after receiving a
diagnosis of an intra-uterine death or the pre-natal
diagnosis of a baby with an unanticipated life-limiting X X X v v v
condition to reflect upon the information and to discuss
their preferences, wishes and plans. Any fears the
mother may be experiencing are addressed in a timely
and sensitive way. Parents are encouraged to articulate
their concerns with staff. Consultations with parents and
information provided may need to be approached with
due regard to provisions of relevant legislation such as
the Regulation of Information (Services Outside the
State for Termination of Pregnancies) Act, 1995.

Gibson et al. (2011); Malm et al. (2011); Henley & Schott
(2008); RCOG (2008); Munson & Leuthner (2007);
Mitchell (2004).

Parents who receive a diagnosis that their baby will be
born with a life-limiting condition are invited to meet a
Consultant Neonatologist/Paediatrician and the X X X v X v
appropriate medical, paediatric sub-specialist or
palliative care team to discuss their baby’s diagnosis.
Consultations with parents and information provided
may need to be approached with due regard to
provisions of relevant legislation such as the Regulation
of Information (Services Outside the State for
Termination of Pregnancies) Act 1995).

Williams et al. (2008); Munson & Leuthner (2007);
SANDS (2007).
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Ectopic
Pregnancy

First-
trimester
Miscarriage

Second-
trimester
Miscarriage

Baby
diagnosed
in utero with
a Life-
limiting
Condition

Intra-uterine
Fetal Death,
Stillbirth
and Early
Neonatal
Death

Baby born
with a Life-
limiting
Condition

Parents who receive a diagnosis that their baby will be
born with a life-limiting condition are referred to
appropriate hospital and community specialist service
providers.

Coleman (2015); Munson & Leuthner (2007).

v

If the baby is likely to be admitted to a Neonatal
Intensive Care Unit, and where feasible, the parents are
offered an opportunity to visit the unit before the baby is
born.

SANDS (2007); Fowlie & McHaffie (2004).

Following a diagnosis of pregnancy loss or anticipated
stillbirth or birth of a baby with a life-limiting condition
that may be fatal, parents are invited to meet with a
member of the BST.

Sudia-Robinson (2011); Munson & Leuthner (2007);
SANDS (2007).

Parents are offered two types of information — written
information specific to the diagnosis (to supplement the
discussions they have had with their obstetrician,
paediatrician/neonatologist and midwife) and written
information about the local, community and hospital
specialist services available which should include the
details of a named health professional and a phone
number that they can contact if required. When required,
information is translated.

RCPI /HSE Clinical Guideline No. 24 (2011); SANDS
(2007); Catlin & Carter (2002).

Parents awaiting the spontaneous onset of labour or
spontaneous miscarriage are given the details of a
named health professional and a phone number that
they can contact if required. A system of prompt
admission to a ward such as the use of a direct
admission card should be provided by hospitals and
recognised by all staff.

RCOG (2010); SANDS (2007); Catlin (2005).
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1.2 Treatment Options

Statement: All parents receive continuity of care with due consideration to minimising the stress
of attending hospital and are given ample opportunities to discuss treatment options available in
the hospital and provided within the framework of current legislation.

Ectopic First- Second- Baby Intra-uterine | Baby born
Pregnancy trimester trimester diagnosed Fetal Death, | with a Life-
Miscarriage | Miscarriage | in utero with | Stillbirth limiting
a Life- and Early Condition
limiting Neonatal

Condition Death

The medical and/or surgical treatment options available
to the woman are clearly outlined with a full explanation
of the advantages and disadvantages of each option. v v v v v v
The woman is supported in making informed choices
about her care and allowed time with her partner to
consider her options. Appropriate explanations,
supplemented with written information, are given to the
parents. Staff should ensure sufficient time is made
available to discuss any issues or concerns the parents
may have during the course of the woman’s care.
Consultations with parents and information provided
may need to be approached with due regard to
provisions of relevant legislation such as the Regulation
of Information (Services Outside the State for
Termination of Pregnancies) Act 1995.

Ellis et al. (2016); RCPI/HSE Clinical Guideline No. 33
(2014); Malm et al. (2011); Henley & Schott (2008); Lalor
et al. (2007); SANDS (2007); Fallowfield & Jenkins
(2004).

When parents have chosen to continue their pregnancy,
and as part of palliative care approach, they will meet
with a member of the Bereavement Specialist Team X X X v v v
(BST) for anticipatory care inclusive of;

» placing emphasis on baby alive in utero

» discussing memory making both of the pregnancy
and following delivery

+ sibling involvement in accordance with parents’
wishes and consent

* counselling and support in managing the
uncertainties of loss and life expectancy

« preparation for birth inclusive of documented
parental wishes/birth preferences as discussed with
family and Palliative Healthcare Team (PHT)

Ellis et al. (2016); Coleman (2015); van der Gest et al.
(2013); Machajewski & Kronk (2013); Avelin et al.
(2012); Branchett & Stretton (2012); Torbic (2011); Catlin
(2005).

A woman known to have a pregnancy complicated by
potential loss, who attends for scanning or other out-
patient procedure, should not have to wait alongside v v v v v v
other pregnant women. Where resources do not permit
such accommodation, the woman’s appointment should
be scheduled so as she will be the first woman seen by
her sonographer, obstetrician or midwife on that day.

Mulvihill & Walsh (2013); Branchett & Stretton (2012).
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Ectopic First- Second- Baby Intra-uterine | Baby born
Pregnancy | trimester trimester diagnosed Fetal Death, | with a Life-
Miscarriage | Miscarriage | in utero with | Stillbirth limiting
a Life- and Early Condition
limiting Neonatal

Condition Death

Multidisciplinary evidence-based pathways are utilized
in providing care to parents. All relevant staff are aware
of and use these care pathways and care plans where v v v v v v
appropriate. There is a system in place to ensure that
throughout her care a woman has continuity of care both
as an out-patient and as an in-patient. The importance
of continuity of care across health and social care
services is paramount and is applied within the capacity
of local resources.

Ellis et al. (2016); Gibson et al. (2011); Munson &
Leuthner (2007); Gold (2007); Gold et al. (2007).

1.3 Preparing for Birth

Statement: In preparation for birth, parents are sensitively advised verbally and in writing of what
to expect before, during and immediately after birth and are invited to meet with a member of the
BST. A care pathway that takes in to consideration the cultural, religious and secular preferences
of the parents is designed with the parents.

Ectopic First- Second- Baby Intra-uterine | Baby born
Pregnancy | trimester trimester diagnosed Fetal Death, | with a Life-
Miscarriage | Miscarriage | in utero with | Stillbirth limiting
a Life- and Early Condition
limiting Neonatal

Condition Death

Throughout a woman's care she and her partner are
offered specific information in a sensitive manner, both
verbally and in written format, regarding her diagnosis v v v v v v
and treatment. Relevant information booklets/leaflets
are provided for parents.

McCoyd (2009a); Yee & Ross (2006); Leuthner & Jones
(2007); SANDS (2007).

The mother is offered individualised preparation for
labour that is tailored to her and her partner’s needs.
P v v v v v v

Koopmans et al. (2013); RCPI /HSE Clinical Guideline
No. 4 (2011); SANDS (2007); Sélfund & Wredling
(2006); Catlin (2005).

Staff ascertain parental preferences for care during
delivery and, based on these preferences, parents are
supported in drawing up a care pathway for their baby. v v v v v v

Kobler & Limbo (2011); Siddiqui & Kean (2009); Munson
& Leuthner (2007); SANDS (2007).
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trimester
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trimester
Miscarriage
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limiting
Condition

Intra-uterine
Fetal Death,
Stillbirth
and Early
Neonatal
Death

Baby born
with a Life-
limiting
Condition

Parents are often ill-prepared for the appearance of their
baby, especially where death occurred several days
before delivery. Staff, gently and sensitively, explain to
the parents what their baby might look like after birth.

RCPI /HSE Clinical Guideline No. 4 (2011); Trulsson &
Réadestad (2004).

v

v

Following a diagnosis of a first-trimester and second-
trimester miscarriage, the parents are sensitively
informed that it may sometimes be difficult to determine
the sex of their baby at birth.

RCPI /HSE Clinical Guideline No. 29 (2014).

All health professionals are aware of the psychological
sequelae associated with pregnancy loss and perinatal
death. Parents are made aware of the availability of the
services of the BST.

Nuzum et al. (2014b); Donovan et al. (2014); RCPI /HSE
Clinical Guideline No. 4 (2011); Rowlands & Lee (2010);
Badenhorst et al. (2006); Browne et al. (2005).

A woman with a history of ectopic pregnancy, recurrent
miscarriage, stillbirth or perinatal death who is booked
into the hospital on a subsequent pregnancy is offered
access to the BST.

Keegan (2013); Aoun et al. (2012); RCPI /HSE Clinical
Guideline No. 4 (2011); Currier et al. (2008); Walsh et
al. (2008); SANDS (2007); Catlin & Carter (2002).

There is a system in place to cancel antenatal clinic
appointments and all other antenatal-related
appointments within one working day following the
mother’s diagnosis.

Branchett & Stretton (2012); Williams & Datta (2012);
SANDS (2007); Kean (2006).
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1.4 Care Following Hospital Admission for Birth

Statement: Staff discuss with parents their options and choices for, during, and after their baby’s
birth and allow time for parents to reflect on their options and review their choices.

Ectopic First- Second- Baby Intra-uterine | Baby born
Pregnancy | trimester trimester diagnosed Fetal Death, | with a Life-
Miscarriage | Miscarriage | in utero with | Stillbirth limiting
a Life- and Early Condition
limiting Neonatal

Condition Death

Following admission/re-admission and resources
permitting, the woman is cared for in a dedicated room
with an en suite toilet and shower. Each dedicated room x x v v v v
has a double bed and/or a second single bed to facilitate
the mother’s partner or companion to stay overnight
during her stay in hospital.

Ellis et al. (2016); Branchett & Stretton (2012); RCOG
(2010); Siddiqui & Kean (2009); RCOG (2008); SANDS
(2007).

Awoman admitted to hospital with a diagnosis of ectopic
pregnancy or early miscarriage is accommodated in a
Gynecological Ward or in an alternative non-obstetric v 4 x x x x
ward.

RCPI /HSE Clinical Guideline No. 29 (2014); Mulvihill &
Walsh (2013); Jones & Pearce (2009).

A woman is advised of her choices in pain relief during
treatment. Consideration is given to scheduling surgical
procedures for ectopic pregnancy and miscarriage at the v v v v v v
beginning of a surgical list.

Sagili & Divers (2007); Lozeau & Potter (2005).

Parents who choose to see/hold their baby at the time
of birth are facilitated in doing so in a caring
environment. Those parents who choose not to do so at X X v v v v
birth are offered other opportunities at a later interval.

Ellis et al. (2016); Kingdon et al. (2015); NICE, CG192
(2014); Williams et al. (2008); Gold (2007); Gold et al.
(2007); SANDS (2007).
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Ectopic First- Second- Baby Intra-uterine | Baby born
Pregnancy | trimester trimester diagnosed Fetal Death, | with a Life-
Miscarriage | Miscarriage | in utero with | Stillbirth limiting
a Life- and Early Condition
limiting Neonatal

Condition Death

Guided by the parents’ wishes and consent, the
midwife/doctor gently enquires how they would like to
meet and parent their baby, for example would they like x x v v v v
to;

* have their baby delivered into the mother’s arms
» cut their baby’s umbilical cord

* have skin to skin contact with their baby

» hold, touch, sit or lie beside their baby

» take photographs of their baby

» have photographs taken of their baby by staff which
can be held in the HCR

» if available, parents are offered the option of having
a professional photographer take photographs of
their baby

» spend time (alone) with their baby

« create memories of their baby for a memory booklet
or memory box

» take a print of their baby’s hand or foot

» cut a lock of their baby’s hair

» keep their baby’s ID bracelet and measuring tape

* wash and dress their baby

Ellis et al. (2016); Kingdon et al. (2015); Branchett &

Stretton (2012); Radestad & Christeoffersen (2008);
Williams et al. (2008); SANDS (2007).

If parents have chosen a name, the baby is referred to
by name at all times.

Henley & Schott (2008); SANDS (2007); ISANDS
(2007).

In the event that a baby is born with a life-limiting
condition that was not diagnosed before birth, a referral
is made to the appropriate hospital and community x 4
specialist service providers.

Balaguer et al. (2012); Sumner et al. (2006).

Consideration is given to the needs of mothers whose
babies have been transferred to another hospital. All
efforts are made to safely locate the mother with her X X X X v v
baby. A copy of the baby’s HCR accompanies the baby
at the time of transfer.

If medically unfit to travel, frequent updates on baby’s
condition are communicated sensitively to the mother
and based on information from the clinical team in the
other hospital.

In consultation and with the permission of the parents a
nominated family member is facilitated to be with the
baby and where possible the parents are offered
photographs of their baby.

Marshall & Fanaroff (2013); Branchett & Stretton (2012).
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Ectopic First- Second- Baby Intra-uterine | Baby born
Pregnancy | trimester trimester diagnosed Fetal Death, | with a Life-
Miscarriage | Miscarriage | in utero with | Stillbirth limiting
a Life- and Early Condition
limiting Neonatal

Condition Death

All parents are invited to meet with a member of the BST
(Bereavement Coordinator, Clinical Midwife Specialist in
Bereavement, Chaplain and Medical Social Worker v v v v v v
Specialist in Bereavement). Parents are informed of the
specific support services of each discipline and will
decide what is most appropriate for them.

Burden et al (2016); Queensland Maternity & Neonatal
Guideline MN11.29-V3-R16 (2015); Nuzum et al. (2014);
RCPI/HSE Clinical Guideline No. 4 (2011); D’Almeida et
al. (2006).

All parents are offered both verbal and written
information in relation to funeral options and
arrangements and are supported in organising a service, X X v v v v
burial or cremation for their baby. Funeral costs in
relation to hospital and private burials are made clear.
In accordance with their wishes parents are supported
in the planning of their baby’s funeral. It may be
suggested and if parents wish they may;

 lift their baby into the coffin
» accompany their baby to the mortuary

+ write a goodbye note or place a toy, keepsake or
drawing in the coffin if they so wish

» do whatever is culturally appropriate for the family

Woodroffe (2013); Gibson et al. (2011); RCPI /HSE
Clinical Guideline No. 4 (2011); Brown (2009); SANDS
(2007); ISANDS (2007).

Parents are offered mementoes from their time with their
baby, such as a Certificate of Blessing or Certificate of

Naming. X X v v v v

Roose & Blanford (2011); SANDS (2007); ISANDS
(2007); Capitulo (2005); Busch & Kimble (2001).

A symbol that is recognised by all staff is visible on the
ward/department. The symbol used in each maternity
hospital is referred to as an end-of-life care symbol and v v v X v v
is used to denote anticipatory loss as well as to denote
that a bereavement has occurred. On seeing the
symbol, staff should create an atmosphere of quiet and
be prepared to meet people who are grieving.

Ellis et al. (2016); RCPI /HSE Clinical Guideline No. 4
(2011); Williams et al. (2008); SANDS (2007).

If a baby (fetus) is identified following an early

miscarriage, the parents are offered the opportunity to
see their baby. X v x X X X

Mansell (2006).
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Ectopic First- Second- Baby Intra-uterine | Baby born
Pregnancy | trimester trimester diagnosed Fetal Death, | with a Life-
Miscarriage | Miscarriage | in utero with | Stillbirth limiting
a Life- and Early Condition
limiting Neonatal

Condition Death

If a baby (fetus) is not identified following an ectopic
pregnancy or early miscarriage;

» this is clearly explained to the parents and recorded
in the woman’s HCR

» the possibility of finding a fetus or fetal tissue in the
histology specimens is discussed with the parents
before discharge from hospital

» there are clear procedures in place to inform parents
if fetal tissue is found in histology specimens.
Parents are provided with the opportunity to collect
and bury the fetal tissue if they so wish. If parents do
not wish to collect fetal tissue, and with their consent,
it will be sensitively and ethically buried/cremated by
the hospital in accordance with local practice and
recorded in the mother’'s HCR.

HSE Standards and Recommended Practices for Post
Mortem Examination Services (2012); Limbo et al.
(2010); Mansell (2006).

Policies and guidelines are in place in relation to the
retention of organs and/or tissue samples for histological

examination. All relevant staff are aware of and use the v v v v v v
guidelines where appropriate. Discussions are held with
the parents as to the interment of the temporarily
retained organs at a time distant from the baby’s funeral.
Discussions with the parents are undertaken in a
sensitive manner regarding their wishes for burial of
organs/fetal tissue. The parent’s wishes are documented
in the mother’s HCR.

RCPI /HSE Clinical Guideline No. 29 (2014); HSE
Standards and Recommended Practices for Post
Mortem Examination Services (2012); SANDS (2007);
ISANDS (2007); Mansell (2006).

Staff offer parents the option of taking their baby home
before burial/cremation takes place. Parental choice is

respected in how parents wish to take their baby home v v v v v v
(e.g. in an infant carrier, coffin or in their arms). The
midwife/nurse ensures that the baby is sensitively
escorted from the ward and hospital in a dignified
manner.

Limbo et al. (2010); Covington (2009); Kobler et al.
(2007).

All hospitals should have a Book of Remembrance
available to parents and all parents should be invited to

have the baby included in the Book of Remembrance if v v v v v v
that is their wish.

Walsh et al. (2008); Platt (2004).
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1.5 Post Natal Care

Statement: In addition to bereavement care, a woman’s physical and social care is offered in
accordance with her needs.

Ectopic First- Second- Baby Intra-uterine | Baby born
Pregnancy | trimester trimester diagnosed Fetal Death, | with a Life-
Miscarriage | Miscarriage | in utero with | Stillbirth limiting
a Life- and Early Condition
limiting Neonatal

Condition Death

While emphasis is placed throughout these Standards
on bereavement care to ensure the emotional and
psychological recovery of the bereaved mother, it is v v v v v v
important that her physical care, particularly lactation
issues and her mental health are provided as for a non-
bereaved post-natal woman.

McGuinness et al. (2014); RCPI /HSE Clinical Guideline
No. 4 (2011); ISANDS (2007).

Lactation can be a distressing as well as painful
experience for a bereaved woman. It is the responsibility
of midwives caring for a bereaved post-natal woman to
inform her that lactation may be initiated spontaneously
after delivery. Midwives instruct and provide literature on
options for managing and suppressing lactation.

McGuinness et al. (2014); Gale & Brooks (2006).

Management of expressed breast milk stores is
sensitively discussed with the parents at an appropriate

fime. x x x x v v
Welborn (2012).
In the event that a pregnancy has been terminated, post-
natal clinical care is made available.
x x x v v x

Kersting & Wagner (2012); Lalor et al. (2009); Kersting
et al. (2009).
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1.6 Preparing for Discharge from Hospital

Statement: Parents are advised on community and hospital health resources; on birth and death
registration processes and are provided with appointments for follow-up care. They are also
informed about the hospital’s annual non-denominational Remembrance Service.

Ectopic First- Second- Baby Intra-uterine | Baby born
Pregnancy | trimester trimester diagnosed Fetal Death, | with a Life-
Miscarriage | Miscarriage | in utero with | Stillbirth limiting
a Life- and Early Condition
limiting Neonatal

Condition Death

All staff are aware of the requirement for rapid
communication with the woman’s GP and appropriate
community teams after discharge. A phone call to the v v v v v v
relevant professional(s) is made on the day of the
woman’s discharge and followed up with written
communication by post, fax or email within 1-2 working
days.

Queensland Maternity & Neonatal Guideline MN11.29-
V3-R16. (2015); Kripalani et al. (2007); SANDS (2007);
ISANDS (2007); Gold (2007); Hummel & Cronin (2004).

Letter/Fax | Letter/Fax | Phone & Phone & Phone & Phone &
Letter/Fax | Letter/Fax | Letter/Fax | Letter/Fax

The discharge letter should include;

« the diagnosis v v v v v v

« follow-up plan

» services offered

» information about the condition

» the hospital plans for follow up

» alist of the support services that have been offered
to the woman and how to contact them

Jones et al. (2007); Kripalani et al. (2007); SANDS
(2007); Mansell (2006).

If a baby is diagnosed as having a life-limiting condition
or diagnosed in utero with a life-limiting condition, the
mother's GP is informed by phone on the day of X X X v X v
diagnosis or the next working day. The phone call is
followed up by a more detailed letter with information
about the follow-up care plan including a list of supports
available within the hospital and how the woman can
contact these supports should she wish.

Branchett & Stretton (2012); Kripalani et al. (2007);
SANDS (2007); Jones et al. (2007).

A woman who has experienced a loss is encouraged to
attend her GP for review following discharge. If
appropriate, a follow up out-patient appointment with a v v v v v v
member of the BST is arranged. Prior to being
discharged from a tertiary hospital, and if it is the wish
of the family, a follow up appointment will be arranged
for the family with the specialist bereavement service in
the family’s own local area hospital.

Branchett & Stretton (2012); RCPI/HSE Clinical
Guideline No. 4 (2011); Limbo & Kobler (2010); Jones
et al. (2007); SANDS (2007); ISANDS (2007).
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Ectopic First- Second- Baby Intra-uterine | Baby born
Pregnancy | trimester trimester diagnosed Fetal Death, | with a Life-
Miscarriage | Miscarriage | in utero with | Stillbirth limiting
a Life- and Early Condition
limiting Neonatal

Condition Death

If early discharge is requested by the mother her GP,
and when appropriate her Public Health Nurse, is
notified on the day of the early discharge. All other v v v v v v
members of the Community Health Care Team involved
in on-going care of the mother are also contacted if
necessary.

Donovan et al. (2014); Rowlands & Lee (2010); Kripalani
et al. (2007); SANDS (2007).

Parents are provided with verbal and written information
about the birth and death registration as well as stillbirth
registration. X X X v v v
Civil Registration (Certified Extract of Register of
Deaths) Regulations (2014); RCPI/HSE Clinical
Guideline No. 4 (2011); Williams et al. (2008); Stillbirths
Registration Act (1994).

Hospitals must schedule annual non-denominational
Remembrance Services that are sensitive to the needs
of parents of different religious faiths and none. All v v v v v v
parents are welcome to attend.

Walsh et al. (2008); Platt (2004).

Prior to discharge from hospital, the woman is reviewed
by a senior obstetrician, registrar or consultant. She is
provided with verbal and written information in relation v v v v v v
to her post-natal care.

McGuinness et al. (2014); RCPI/HSE Clinical Guideline
No. 4 (2011); SANDS (2007).

Parents are provided with written details, as appropriate,
of national and local sources of support and
organisations and guided to relevant web sites. v v v v v v

Donovan et al. (2014); Rowlands & Lee (2010); SANDS
(2007); ISANDS (2007).

A follow-up medical appointment with a woman’s
obstetrician is recommended for all women who have
experienced an ectopic pregnancy, second trimester v X v v v v
miscarriage, termination of pregnancy, stillbirth or
neonatal death.

RCPI /HSE Clinical Guideline No. 29 (2014); RCPI/HSE
Clinical Guideline No. 4 (2011); Gold (2007); SANDS
(2007).

Healthcare professionals providing care for a woman
with a history of recurrent miscarriage, ectopic
pregnancy or who experienced complications during v v v v v v
treatment will ensure that an appropriate follow-up
appointment is arranged with a Consultant Obstetrician
at a pregnancy loss clinic or gynaecological clinic.

RCPYHSE Clinical Guideline No. 4 (2014); Stratton & Lioyd
(2008); SANDS (2007); ISANDS (2007); Laing (2004).
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Ectopic First- Second- Baby Intra-uterine | Baby born
Pregnancy | trimester trimester diagnosed Fetal Death, | with a Life-
Miscarriage | Miscarriage | in utero with | Stillbirth limiting
a Life- and Early Condition
limiting Neonatal

Condition Death

When a hospital post mortem has been carried out the
parents are informed that they will receive an
appointment, at approximately 3 months following X X v v v v
discharge from hospital, to meet with their Consultant
Obstetrician, Neonatologist/Paediatrician and CMS who
the family has built a relationship with to discuss the
findings of the post mortem. All available results are
collated and are to hand before the appointment.

SANDS (2007); ISANDS (2007); Laing (2004).

Parents are advised that results from the Coroner’s post
mortem will take an unpredictable length of time. The
baby’s death cannot be registered until these results are X X v v v v
available from the Coroner.

RCPI/HSE Clinical Guideline No. 4 (2011); Coroners
Post Mortems
http://www.coroners.ie/en/CS/Pages/Coroners%20Pos
t%20Mortems

Birth, Deaths and Marriages Registration Act, 1972
http://www.irishstatutebook.ie/1972/en/act/pub/0025/in
dex.html

Stillbirth Registration Act, 1994
http://www.irishstatutebook.ie/1994/en/act/pub/0001/pri
nt.html

Community-based medical, nursing and allied
professionals e.g. Mental Health Care Team (MHCT)

and social workers who are engaged in a woman’s on- v v v v v v
going medical or social care are, in certain
circumstances, informed about the bereavement at the
time of discharge.

RCPI /HSE Clinical Guideline No. 29 (2014); Donovan
et al. (2014); Rowlands & Lee (2010); Kripalani et al.
(2007); SANDS (2007); ISANDS (2007).

Parents are offered information and support following
their baby’s death and following discharge from hospital
that responds to their individual bereavement needs. v v v v v v
BST staff are sensitive to the social, religious and
cultural values of individual parents.

Donovan et al. (2014); RCPI /HSE Clinical Guideline No.
29 (2014); RCPI/HSE Clinical Guideline No. 4 (2011);
Brier (2008); SANDS (2007); ISANDS (2007); Hutti
(2005).




National Standards for Bereavement Care following Pregnancy Loss and Perinatal Death

1.7 Bereavement Care after Discharge

Statement: Parents are informed of the availability of hospital and community bereavement
supports appropriate to their social, religious and cultural values.

Ectopic First- Second- Baby Intra-uterine | Baby born
Pregnancy | trimester trimester diagnosed Fetal Death, | with a Life-
Miscarriage | Miscarriage | in utero with | Stillbirth limiting
a Life- and Early Condition
limiting Neonatal

Condition Death

A parent returning to the hospital for a follow-up
consultation with an obstetrician, paediatrician and/or
neonatologist, bereavement specialist, chaplain or other v v v v v v
staff member will be reviewed, where feasible, in a
suitable room separate from mothers and babies and
conducive to discussion and counselling.

Flenady & Wilson (2008); SANDS (2007).

Where possible and at parents’ request, an opportunity
is afforded to parents to meet the staff who cared for
them and their baby when the baby died. X X x v v v

Branchett & Stretton (2012); SANDS (2007).

Parents should be consulted regarding how they would
like to receive sensitive documentation or personal
belongings following their discharge from the maternity v v v v v v
hospital.

SANDS (2007).
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"Standard 2: The Hospital

families.

A

The hospital has systems in place to ensure that bereavement care and end-of-life care for babies
is central to the mission of the hospital and is organised around the needs of babies and their

J/

2.1 A Culture of Compassionate Bereavement Care

Statement: The Hospital Service Plan includes bereavement care as a core component.

Criterion

Source

There is a clear and transparent hospital ethos of bereavement
care in place.

Donovan et al. (2014);
SANDS (2007); ISANDS
(2007); Catlin & Carter (2002).

The hospital acknowledges and promotes that all staff play a
valuable role in ensuring a culture of compassion. Recruitment
and retention of appropriately trained staff in relevant roles within
the specialist bereavement team is prioritised. This is formally
acknowledged by senior hospital management as a core value
of the hospital and is reflected in the decision and actions of the
hospital.

SANDS (2007); ISANDS
(2007); Fauri (2000).

A designated member of the Hospital Group Management Team
is allocated responsibility for bereavement care quality
improvement across the hospital group.

SANDS Audit tool (2011);
RCOG (2008).

A named member of the hospital management team e.g. Director
of Midwifery, Hospital Manager or Lead Clinician is allocated
responsibility and is accountable for developing the structures
and processes necessary to implement the bereavement
components of the Hospital Service Plan.

IHF Quality Standards (2010);
SANDS Audit tool (2011).

The hospital has a committee with multi-disciplinary
representation, including midwifery staff, that is responsible for
overseeing quality improvements in bereavement care and end-
of-life care. This committee reports directly to the senior
management team in the hospital/hospital group.

Donovan et al. (2014);
SANDS Audit tool (2011); IHF
Quality Standards (2010);
WHO (2006); Johnston et al.
(2000).

Each maternity unit should have a bereavement specialist team
in place.

IHF (2014).
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2.2 General Governance Policies, Guidelines and Care Pathways

Statement: Governance policies and guidelines for bereavement care and/or care pathways are
in place in the hospital to ensure best practice and that care is provided within the framework of

current legislation and professional codes of practice.

Criterion

Source

All staff who provide bereavement and end-of-life care do so in
accordance with the mission, vision and values of the hospital.

IHF Quality Standards (2010);
SANDS (2007); Fauri (2000).

Policy, standards and guidelines on bereavement care in the
hospital are available to all hospital staff. The National Standards
for Bereavement Care following Pregnancy Loss and Perinatal
Death should be easily available and widely disseminated to all
grades and disciplines to ensure awareness and appropriate use.

Catlin & Carter (2002);
SANDS Audit tool (2011).

In accordance with their roles, all staff are educated to use and
implement these Standards for Bereavement Care following
Pregnancy Loss and Perinatal Death.

Blood & Cacciatore (2014);
Walsh et al. (2013);
Weissman & Meier (2008).

There is a system in place for reviewing and updating all policies,
guidelines and care pathways relating to bereavement care.
Individual hospital policy incorporates relevant national policy and
direction from external agencies. The member of the hospital
management team allocated responsibility and accountability for
developing the structures and processes necessary to implement
the bereavement components of the Hospital Service Plan is also
responsible for updating and reviewing the guidelines. Hospitals
promote cross-agency communication.

IHF (2014); Gold et al. (2007);
SANDS (2007); Browne et al.
(2005).

Consideration is given to the provision of free or reduced-fee car
parking for partners while a bereaved mother is admitted in the
hospital.

SANDS (2007); Browning &
Solomon (2005); Catlin &
Carter (2002).
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2.3 Effective Communication with Parents

Statement: There is timely, clear and sensitive communication with the baby’s parents and their
families on all matters relating to dying, death and bereavement care.

Criterion

Source

Hospital staff work to the principle that good communication is
fundamental to providing good patient care and is essential when
communicating bad news.

Ellis et al. (2016); HSE Open
Disclosure (2013); Harrison &
Walling (2010); Rowlands &
Lee (2010); Meyer et al.
(2009); Lalor et al. (2007);
ISANDS: Guidelines for
Professionals (2007).

All communication between hospital staff, parents and family
members is governed by the expressed wishes of the parents.

Koopmans et al. (2013); IHF
Quality Standards (2010);
Sélfund & Wredling (2006);
Gold (2007).

The hospital communications guideline is formulated according
to evidence-based protocols for communicating prognostic
information to parents of babies and is revised regularly to take
account of parents’ experiences.

Palliative Care Competence
Framework (2014); IHF
Quality Standards (2010);
Rowlands and Lee (2010).

The hospital communications policy includes bereavement and
end-of-life care and includes the importance of communication
between departments, hospital and community/GP in relation to
bereavement.

Donovan et al. (2014);
Rowlands & Lee (2010);
Jones et al. (2007); Kripalani
et al. (2007); Séflund et al.
(2004).

Expressed care preferences are clearly recorded in the HCR.

IHF Quality Standards (2010);
SANDS (2007); ISANDS
(2007); Hammes et al. (2005).

There is an acknowledgement across the hospital that staff other
than clinicians and midwives/nurses may have an important role
to play in ensuring effective communication with parents and their
families in respect of bereavement care.

IHF Quality Standards (2010);
Rowlands and Lee (2010);
SANDS (2007); Fauri (2000).

Where the hospital uses a bereavement symbol, this symbol
along with its explanation, is displayed in a public area to inform
staff, parents and visitors to the hospital of its significance.

IHF Quality Standards (2010);
Williams et al. (2008).
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2.4 The Healthcare Record (HCR)

Statement: The HCR supports and enhances governance and communication in respect of

bereavement care.

Criterion

Source

In cases where a woman does not have hand-held notes, her
current HCR is retrievable by all departments on a 24/7 basis.
Historical HCRs may be stored off-site and may not be available
for 24 hours.

IHF Quality Standards (2010).

The HCR provides an accurate chronology of events and records
all significant consultations, assessments, observations,
discussions, parent’s preferences, decisions, interventions and
outcomes.

IHF Quality Standards (2010);
SANDS (2007); ISANDS
(2007).

A copy of a woman’s HCR travels with her at the time of transfer
for treatment to another hospital.

Irish Medical Council (2009).

If available, staff must consult a woman’s current HCR and
become familiar with the woman’s condition and medical history
before seeing her.

Irish Medical Council (2009).

Members of the multidisciplinary team consult each other’s notes
within the HCR on a regular and systematic basis.

IHF Quality Standards (2010).
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2.5 The Hospital Environment

Statement: The physical environment where end-of-life care and bereavement care is provided

supports high quality care and facilitates privacy and dignity.

Criterion

Source

Where applicable the Irish Hospice Foundation/HSE Design and
Dignity guidelines are followed for all capital projects, with specific
adaptations relative to maternity settings including delivery
rooms, waiting areas and movement through the hospital. The
hospital service plan identifies and prioritises funding to improve
areas of the hospital used for bereavement care.

IHF (2014); Siddiqui & Kean
(2009); Branchett & Stretton
(2012); Brown & Taquino
(2001).
www.designanddignity.ie

The hospital facilitates access to rooms and spaces where
breaking bad news, end-of-life care and bereavement care can
take place in a quiet, comfortable environment where privacy is
ensured.

Parker et al. (2014); IHF
(2014); Gibson et al. (2011);
SANDS (2007); ISANDS
(2007).
http://hospicefoundation.ie/ed
ucation-training/staffdevelop
ment/dealing-with-bad-news/

The hospital facilitates parents with overnight rest and
refreshment facilities.

Parker et al. (2014); IHF
Quality Standards (2010);
SANDS (2007); ISANDS
(2007).
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2.6 Monitoring and Evaluating Bereavement Care

Statement: Bereavement care in the hospital is continuously evaluated.

Criterion

Source

The hospital collects data on an ongoing basis that reflects the
quality of provision of bereavement care. This information is
recorded, reported and interpreted in order to direct changes
where required.

SANDS Audit tool (2011); Irish
Medical Council (2009).

Structures are put in place to encourage, collect and collate
parents’ feedback. This information is reported to the hospital’s
bereavement committee.

Palliative Care Competence
Framework (2014); SANDS
Audit tool (2011).

Complaints about bereavement care are recorded and are dealt
with fully in a timely manner by the Hospital Risk Manager and in
line with the Open Disclosure Policy.

IHF (2014); Health Act 2004;
HSE (2013)
http.//www.hse.ie/opendisclosu
re/

Stillbirths, neonatal deaths and in some instances second
trimester miscarriages, are discussed and reviewed at monthly
perinatal mortality meetings. Input from a perinatal pathologist is
central to the functioning of these meetings.

RCPI/HSE Clinical Guideline
No. 29 (2014); RCPI/HSE
Clinical Guideline No. 4 (2011);
SANDS Audit tool (2011);
ISANDS (2007); Drife (2006).

There is regular review of the bereavement care provided by the
hospital.

IHF (2014); Irish Medical
Council, (2009); SANDS
(2007).
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2.7 Assessing and Responding to Baby’s End-of-Life Care Needs

Statement: All babies who require end-of-life care are identified and provision for their individual

care is made accordingly.

Criterion

Source

End-of-life care for each baby is guided by the Lead Paediatric
Clinician, Lead Neonatologist and Multidisciplinary Team, and the
principle of anticipatory bereavement care is put in place and
included as part of an individual care pathway.

Coleman (2015); van der Gest
et al. (2013); IHF Quality
Standards (2010); SANDS
(2007); ISANDS (2007);
Browning & Solomon (2006);
Kehl (2005).

Policy and guidelines are available for communicating with
parents of babies requiring end-of-life care.

Palliative Care Competence
Framework (2014); IHF
Quality Standards (2010).

There are effective mechanisms in place to identify babies who
may require end-of-life care. The needs of the baby who require
end-of-life care are identified, assessed and documented and
care pathways are developed accordingly. Early referral is made
to the local specialist palliative care team and local Outreach
Nurse for Children with a Life-limiting Condition.

Branchett & Stretton (2012);
IHF Quality Standards (2010);
SANDS (2007); ISANDS
(2007); Catlin & Carter (2002).
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2.8 Clinical Responsibility and Multidisciplinary Working

Statement: All babies who require end-of-life care are supported by a named Lead Clinician
working in consultation/partnership with the Multidisciplinary Team.

Criterion

Source

At birth the Paediatrician/Neonatologist responsible for the baby’s
care is identified, documented and communicated to the parents.

Lisle-Porter et al (2009);
Munson & Leuthnen (2007);
Mack & Wolf (2006).

Where care is being transferred within the hospital to another
consultant, the consultant assuming care should be identified to
the parents and clearly documented in the HCR. Similarly, when
a baby moves to a different clinical environment within the
hospital and the responsible Lead Clinician changes for a period,
this change should be clearly communicated to parents and to
staff.

Branchett & Stretton (2012);
Yee & Ross (2006).

The clinical diagnosis that a baby’s circumstances may require
end-of-life care is communicated to the parents by the Paediatric
Team. Verbal information may be supplemented with written
information about what to expect and what supports are available.
Consideration should be given to language and literacy
difficulties.

Armentrout & Cates (2011);
Gale & Brooks (2006); Catlin
(2005).

Policy and guidelines should be in place for communication
between disciplines, teams and service providers whether
hospital based or community based in order to facilitate a planned
approach to the baby’s care and discharge/transfer out of
hospital.

Palliative Care Competence
Framework (2014); Donovan
et al. (2014); Branchett &
Stretton (2012); Rowlands &
Lee (2010); Kripalani et al.
(2007); Séflund et al. (2004).

The Neonatal Team responsible for discharge planning ensures
that there is clear allocation and documentation of responsibility
within and between clinical teams involved in the care of the
parents and baby, particularly regarding discharge/transfer out of
the hospital. The Neonatal Team is also responsible for equipping
parents with the skills to care for their baby.

Griffin & Abraham (2006).

The Neonatal Team responsible for discharge planning
communicates directly with the family’s GP and PHN when a
baby dies. Messages communicating the death of a baby should
not be limited to messages being left on an answering machine
but there should be follow-up verbal and written communication
with the GP and the PHN in due course.

Branchett & Stretton (2012);
Henley & Shott (2008);
Kriplanai et al. (2007); Jones
et al. (2007).

The Neonatal Nurse Discharge Planner or the Neonatal Nurse
caring for the baby at her/his time of death is responsible for
notifying the baby’s death to the CMS in Bereavement, Chaplain,
Medical Social Worker, National Centre for Inherited Metabolic
Disorders, the Hospital’'s Accounts Department, the hospital from
which the baby was referred, and the Neonatal Out-Patient
Appointments System.

Palliative Care Competence
Framework (2014); Branchett
& Stretton (2012); IHF Quality
Standards (2010).
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2.9 Pain and Symptom Management

Statement: Effective pain and symptom management is provided as a key component of end-of-

life care and staff education in the hospital.

Criterion

Source

A baby is referred to Palliative Care Services in a timely manner
as soon as his/her needs and symptoms and other care factors
indicate a need for such expertise.

van der Geest (2014);
Munson & Leuthner (2007);
Gale & Brooks (2006);
Sumner et al. (2006).

There is a written hospital/departmental ethos regarding pain and
symptom management that is evident through attitude, action and
documentation.

Caitlin & Carter (2002); Kean
(2006).

When assessing the extent of pain being experienced by a baby
staff should employ the N-PASS or other pain assessment tool
but must also take physiological symptoms into account.

Spence et al. (2005); Duhn &
Medves (2004).

2.10 Clinical Ethics Support

Statement: Hospital management ensures that each staff member has access to clinical ethics

support as appropriate to his/her role.

Criterion

Source

Hospital management promotes a climate within the organisation
that promotes open discussion and provides a forum in which all
employees feel comfortable raising and discussing ethical
concerns.

IHF Quality Standards (2010);
SANDS (2007); Corley et al.
(2005).

The hospital actively promotes a climate where ethical concerns
are routinely raised. Transparent processes and mechanisms for
supporting ethical decision making are in place and may be used
to resolve disagreements about the interpretation of policies or
to address potentially difficult or contentious ethical issues that
may arise in relation to bereavement care.

Palliative Care Competence
Framework (2014); SANDS
(2007); Corley et al. (2005).

Hospital staff consult with the parents to ensure that their wishes
for their baby are respected.

IHF Quality Standards (2010);
SANDS (2007); ISANDS
(2007).
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2.11 Care after Death

Statement: Policies and guidelines for care after death are respectful of the parents’ wishes and

beliefs.

Criterion

Source

Policy and guidelines are in place for care of the deceased baby.
All relevant staff use, and are trained in the use of, these.

RCPI/HSE Guideline No. 4
(2011); ISANDS (2007); Catlin
& Carter (2002); Hughes et al.
(2002).

A recognisable symbol or alert system that is recognised by all
staff and by the public as indicating that a death has occurred
should be clearly visible in the ward/department.

RCPI/HSE Guideline No. 4
(2011); IHF Quality Standards
(2010); Gold (2007); SANDS
(2007).

Hospitals should also give consideration to the use of a symbol
for the HCR and appointment cards to alert staff of previous
bereavement e.g. on return to OPD.

SANDS (2007).

The hospital has clear written procedures for the examination of
baby/fetus by senior Neonatologist/Paediatrician following
delivery. This examination includes the option of a skeletal survey
regardless of whether post mortem examination is being done or
not.

RCPI/HSE Clinical Guideline
No. 4 (2011).

The hospital has clear and written procedures for the formal
notification of death to the authorities. Parents are advised that
notification is delayed when hospital or Coroner’s post mortems
have taken place.

SANDS (2007); RCPI (2011);
Catlin & Carter (2002).
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2.12 Post Mortem Examinations

Statement: The hospital manages all aspects of post mortem examination in a transparent, timely
and sensitive manner and in accordance with the HSE Standards and Recommended Practices

for Post Mortem Examination Services (2012).

Criterion

Source

Parents are offered hospital/consented post mortems as
appropriate. Where a death is reportable, the Coroner is notified
and a post mortem is carried out with his/her authorisation where
he/she deems appropriate.

HSE (2012); RCPI/HSE
Guideline No. 4 (2011).

All staff are aware that post mortem policy is guided by statutory
legislation and the HSE Standards and Recommended Practices
for Post Mortem Examination Services and are familiar with how
to access specific detailed information/expertise. The hospital
policy is available in clinical areas and staff know how to access
it.

HSE (2012); Coroners Acts
(1962 & 2005).

Clarity in relation to Coroner’s post mortem examination is
achieved prior to discussing post mortem examinations with
parents.

HSE (2012); RCPI/HSE
Guideline No. 4 (2011);
Coroners Acts (1962 & 2005).

In the event that a Coroner’s post mortem is required the parents
are informed of the reason for this requirement and the process
is clearly explained. Parents’ written consent is not required for a
post mortem instigated by a Coroner. The post mortem process
is explained to the parents and written information is always
provided.

Ellis et al. (2016); HSE (2012);
RCPI/HSE Guideline No. 4
(2011); SANDS (2007);
ISANDS (2007); Laing (2004).

All maternity units should have access to perinatal pathology
services. A time frame for the availability of a Pathologist to
perform post mortem examination and a time frame for the
availability of a standardised report should be established and
explained to the parents.

RCPI/HSE Guideline No. 4
(2011).

As post mortem facilities are not available in all hospitals, transfer
of the deceased may be required. Parents are sensitively
informed of the necessity for transfer and kept informed of
proceedings.

A senior member of staff, neonatologist, pathologist or
obstetrician known to the parents seeks informed consent for the
non Coroner post mortem examination. At the time of consent
parents are informed about the possibility of organs being
temporarily retained for further examination and their wishes for
the internment of these organs at a time distant from the funeral
is sought and documented.

Ellis et al. (2016); Breeze et
al. (2012); RCPI/HSE
Guideline No. 4 (2011); Irish
Medical Council (2009);
SANDS (2007); ISANDS
(2007); Rankin et al. (2002);
RCPI/Faculty of Pathology
(2000).
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Criterion

Source

The loss being experienced by the parents is recognised and
acknowledged. Staff are sensitive to avoiding the potential for
further distress when communicating information about the post
mortem examination.

RCPI /HSE Clinical Guideline
No. 29 (2014); Breeze et al.
(2012); RCPI/HSE Guideline
No. 4 (2011); SANDS (2007);
ISANDS (2007).

Staff are educated to understand what a post mortem entails and
are able to answer parents’ questions.

Heazell et al. (2012); SANDS
(2007); ISANDS (2007);
Rankin et al. (2002).

Families are provided with verbal and written information
regarding hospital post mortem examination and Coroner post
mortem examination.

RCPI /HSE Clinical Guideline
No. 29 (2014); RCPI/HSE
Guideline No. 4 (2011);
SANDS (2007); ISANDS
(2007); Rankin et al. (2002).

In accordance with their religious or spiritual tradition and wishes,
all parents are offered the option of a ceremony or prayer service
by the chaplaincy team or their own spiritual advisor prior to
leaving the hospital for burial or cremation. Staff accept that for
some parents it is important to hold the funeral within 24 hours of
death.

Burden et al. (2016); IHF
Quality Standards (2010);
Chichester (2007); Gordijn et
al. (2007); SANDS (2007);
ISANDS (2007) ; Chichester
(2007).

The hospital has policies and guidelines for post mortem

examinations which address;

* requesting informed consent for in-house or non-Coroner’s
post mortem examination

+ the role of the Coroner

* hospital post mortem examination

» Coroner’s post mortem examination

IHF Quality Standards (2010);
Putman (2007); SANDS
(2007); ISANDS (2007).

A senior clinician is available to speak with bereaved parents
where a Coroner’s post mortem examination is to be carried out.

HSE (2012); IHF Quality
Standards (2010); Coroners
Acts 1962 and 2005; Laing
(2004).

Meetings between parents and bereavement specialist staff may
continue while awaiting the results of the hospital or Coroner’s
post mortem.

SANDS (2007); ISANDS
(2007); Laing (2004).
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2.13 Bereavement Care

Statement: The hospital provides assistance and support to parents in dealing with the death of

their baby during the period approaching and following the death.

Criterion

Source

Bereavement care is resourced and managed in a
multidisciplinary manner to ensure that all needs can be
responded to effectively.

IHF Quality Standards (2010);
SANDS (2007); ISANDS
(2007); Hutti (2005).

Parents’ questions about their baby’s condition are answered fully
and promptly by a senior staff member from the appropriate
discipline. This support continues following discharge with
appropriate onward referral as clinically indicated e.g. to a
Geneticist.

Branchett & Stretton (2012);
Henley & Schott (2008);
SANDS (2007); ISANDS
(2007).

Where there is a clear indication that death may be imminent
parents and family members are alerted as appropriate.

IHF Quality Standards (2010);
Henley & Schott (2008);
SANDS (2007).

Where parents have differences of opinion, these are
acknowledged and addressed sensitively. Staff must be
responsive to gender differences in grieving and supportive of
parents ensuring they have the opportunity to express
themselves.

Meyer et al. (2009); Callister
(2006).

Parents who are experiencing a high level of distress are referred
to the appropriate member of the Bereavement Specialist Team.

Kobler & Limbo (2011); IHF
Quality Standards (2010);
SANDS (2007); ISANDS
(2007); RCPI /HSE Clinical
Guideline No. 4 (2011).

If requested, the baby’s parents can obtain further information or
discuss concerns about the care and treatment of their baby with
a member of the multidisciplinary team.

RCPI /HSE Clinical Guideline
No. 29 (2014); RCPI/HSE
Guideline No. 4 (2011);
Hamilton et al. (2007); IHF
Quality Standards (2010).

Parents, siblings and extended family are offered timely and
appropriate bereavement supports from within hospital and/or
community resources. Written information leaflets should be used
to supplement/reaffirm verbal information. Parents are informed
of what support is available to them from the hospital and in the
community before and after the birth/death of their baby and how
to access this support.

Avelin et al. (2012);
Erlandsson et al. (2010);
Redshaw & Hamilton (2010);
Gold (2007).

Parents are assured of confidentiality and privacy when using
bereavement services.

Roush et al. (2007); SANDS
(2007).
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Criterion

Source

Staff have an understanding of the range of responses to
bereavement.

Machajewski & Kronk (2013);
Kersting & Wagner (2012);
Lang et al. (2011); Brier
(2008); Dyer (2005).

Parents are offered timely appropriate bereavement supports
including information regarding awareness and understanding of
normal and expected grief reactions. This information may be
offered on more than one occasion.

Williams et al. (2008); Gold et
al. (2007).

Staff have an understanding of the types of risk factors that may
result in complicated bereavement and refer parents to the
appropriate services. Such factors may relate to the person (poor
coping resources, mental ill-health, gender); to the circumstances
of the death such as a twin in utero; termination of pregnancy or
to their own particular circumstances (having other children,
degree of emotional and social support available to the person).
Consideration should be given to individual circumstances e.g.
teen parents, psychosocial difficulties. Bereavement support
should be provided in conjunction with support services already
in place, e.g. Teen Parent Project, Mental Health Services.

Kersting & Wagner (2012);
Shear et al. (2011); Roehrs et
al. (2008); Kristjianson et al.
(2006); Friedrichs et al.
(2000).

Staff have information on and access to appropriate professional
and peer support to address different types of risk factors and
possible grief responses.

McGrath (2011); IHF Quality
Standards (2010); Kene et al.
(2010); Roehrs et al. (2008).

Bereavement support is offered by the hospital. It is offered with
reference to professional and voluntary providers.

RCPI/HSE Guideline No. 4
(2011); D’Agostino et al.
(2008); Gold et al. (2007).

Access to bereavement services is guided by the families’
bereavement needs.

IHF Quality Standards (2010);
SANDS (2007); ISANDS
(2007) ; Hutti (2005);
Friedrichs et al. (2000).

The Bereavement Support Team organise hospital-funded events
that facilitate the grieving process such as Remembrance
Services and Public Talks.

Koopmans et al. (2013);
Cacciatore (2007);
Kavanaugh & Moro (2006).
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‘Standard 3: The Baby and Parents

Each baby/family receives high quality palliative and end-of-life care that is appropriate to his/her

needs and to the wishes of his/her parents.
A\

J

3.1 Communicating a Diagnosis of a Need for End-of-Life Care

Statement: There is timely, clear and sensitive communication with parents in respect of a
diagnosis that their baby’s circumstances may require end-of-life care.

Criterion

Source

The hospital has a policy and related guidelines to assist in
communicating with the parents of a baby who requires end-of-
life care. Staff use and are trained in accordance with their roles
to use these guidelines.

Palliative Care Competence
Framework (2014); Henley &
Schott (2008); IHF Quality
Standards (2010); Gold
(2007).

The parents are facilitated to discuss the care of their baby with
the Paediatrician/Neonatologist/Palliative Care Consultant and
are involved in the decision making process of care.

Gold et al. (2007); SANDS
(2007); ISANDS (2007);
Jones et al (2007).

Staff are aware of parents’ capacity for understanding and are
aware of parents’ specific religious, cultural and ethnic
preferences.

RCPI/HSE Guideline No. 4
(2011); Laing & Freer (2008);
Chichester (2007).

Confidentiality is always maintained in respect of any matters
relating to diagnosis of a possible need for end-of-life care.

IHF Quality Standards (2010);
Catlin & Carter (2002).

Opportunities are provided on an ongoing basis by the
multidisciplinary team for the parents to clarify issues and
concerns about their baby’s well-being.

Malm et al. (2011); IHF
Quality Standards (2010);
Munson et al (2008); Leuthner
& Jones (2007).

3.2 Clear and Accurate Information

Statement: Clear and accurate information is provided as appropriate to the baby’s parents about
their baby’s condition, treatment options, prognosis and care pathways in a timely and culturally
appropriate manner and in accordance with the parents’ preferences and the baby’s best interests.

Criterion

Source

As part of care, unexpected changes to the baby’s condition or
care plan are communicated to the parents in a timely manner.

Lisle-Porter & Podruchny
(2009); Gold (2007); Jones et
al (2007).

General information on end-of-life care and support services is
provided to the parents both verbally and in written form.

IHF Quality Standards (2010);
Flenady& Wilson (2008); Moro
et al. (2006); Catlin & Carter
(2002).
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3.3 Parental Preferences

Statement: The parents are consulted to ensure their baby receives care in a manner and in a

care setting of choice that is most appropriate for their baby

Criterion

Source

Family-centered care facilitates that the baby is placed at the
center of care by supporting the parents as the primary
representatives of the baby’s best interest.

Redshaw & Hamilton (2010);
Lisle-Porter & Podruchny
(2009); SANDS (2007);
ISANDS (2007).

The baby is cared for in a manner that protects his/her rights and
best interests after discussion with the parents.

IHF Quality Standards (2010);
Redshaw & Hamilton (2010);
Hammes et al. (2005).

Decisions and choices that are important to the baby and parents
are regularly assessed, optimised and reviewed by the
multidisciplinary team.

Gibson et al. (2011); Williams
et al. (2008); Munson &
Leuthner (2007); ISANDS
(2007); Fowlie & McHaffie
(2004).

Anticipatory bereavement support is offered to all families upon
diagnosis of a life-limiting condition or a fetal anomaly that may
prove fatal. This includes support to parents on how to
communicate the diagnosis to extended family members. Any
support or information provided may need to be approached with
due regard to provisions of relevant legislation such as the
Regulation of Information (Services Outside the State for
Termination of Pregnancies) Act 1995.

Coleman (2015); van der Gest
et al. (2013); Machajewski &
Kronk (2013); Avelin et al.
(2012); Torbic (2011); Williams
et al. (2008).

Parents are offered age-appropriate advice in relaying the
diagnosis to siblings.

Avelin et al. (2012); O'Leary &
Gaziano (2011); Erlandsson et
al. (2010); SANDS (2007);
ISANDS (2007); Stokes
(2004); Riley (2003).

Consent by the parents for the care of their baby is easily and
clearly identifiable in the HCR.

Woodroffe (2013); IHF Quality
Standards (2010); SANDS
(2007); Yee & Ross (2006).

Should parents request a second opinion, this is facilitated in a
timely manner.

Romesberg (2007).
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3.4 Pain and Symptom Management

Statement: Pain and symptom management for each individual baby takes full account of the

multifaceted nature of pain.

Criterion

Source

Comfort care measures such as skin to skin contact and non-
nutritive sucking are employed with parental involvement as
appropriate.

Mancini et al. (2014); Liu et al.
(2010).

There is documentation within the HCR of regular monitoring of
the baby’s symptoms and the effectiveness of interventions.

Branchett & Stretton (2012);
SANDS (2007); ISANDS
(2007).

3.5 The Baby who is Dying

Statement: The particular needs of a baby whose death is imminent are assessed and provided

for in a sensitive and culturally appropriate manner.

Criterion

Source

Where the parents wish their baby to die at home, or in another
community setting, this is facilitated as far as possible.
Information on logistical and financial issues; palliative care and
community services are discussed with the Medical Social
Worker and Palliative Care Team and the necessary
arrangements are put in place prior to discharge.

Palliative Care Competence
Framework (2014); Craig &
Mancini (2013); IHF Quality
Standards (2010); SANDS
(2007); ISANDS (2007).

Parents are advised as a matter of urgency when death may be
imminent and are facilitated to be present with their baby.

Armentrout & Cates (2011);
SANDS (2007); ISANDS
(2007).

The needs of the dying baby are assessed and prioritised to
ensure that, as far as possible, the best possible level of comfort
is provided and the baby’s parents’ wishes are respected.

Mancini et al (2014); De Rooy et
al. (2012); Hellmann (2012); IHF
Quality Standards (2010);

SANDS (2007); ISANDS (2007).

Staff allocation is structured so as to ensure that the nursing care
and support of the baby/parents is in accordance with their needs.
If the baby’s parents are not present when the baby is dying, a
staff member is allocated to ensure that the baby is always
accompanied at this time.

Reid et al. (2011); IHF Quality
Standards (2010); Flenady &
Wilson (2008).

The dying baby is cared for in a private and dignified space and
as far as possible in a single room unless otherwise requested
by his/her parents. If death is to take place in an open plan ward
activity is kept to the minimum and noise levels controlled as far
as possible.

Laing & Freer (2008); IHF
Quality Standards (2010);
SANDS (2007); ISANDS
(2007).
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3.6 Discharge Home/Out of Hospital

Statement: The parents are actively involved in discussions and decisions regarding admission,
discharge home or transfer to another setting for end-of-life care for their baby.

Criterion

Source

Prior to discharge from hospital, the parents are given
opportunities to discuss their baby’s care plan with the
Paediatrician/Neonatologist and the Multidisciplinary Team
involved in their baby’s care.

Parker et al. (2014); Kripalani
et al. (2007); SANDS (2007);
ISANDS (2007); Hummel &
Cronin (2004); Craig &
Goldman (2003).

Parents are provided with information and advice both verbally
and in writing on various aspects of caring for their baby at home.

SANDS (2007); ISANDS

(2007); Griffin & Abraham
(2006); Hummel & Cronin
(2004); Craig & Goldman
(2003).

Discharge home is facilitated as efficiently as possible. The
hospital has a process of proactive admission and discharge
planning that addresses the baby’s and the parents’ individual
needs.

Parker et al. (2014); ISANDS
(2007); Hummel & Cronin
(2004).

The Neonatal Team communicates directly by telephone with the
baby’s GP, PHN, Outreach Nurse for Children with a Life-limiting
Condition and Specialist Palliative Care Services to clearly outline
the baby’s care plan. Verbal communication is followed up on the
same day with written communication.

DOH (2009); Henley & Schoot
(2008); Kriplianai et al. (2007).

Written information provided to the GP and/or other service
providers is formulated so that essential relevant information is
shared. This should include:

- relevant clinical information

- the parents’ awareness of prognosis

- the parents’ wishes regarding preferred place of death

- any other non-clinical information that is important.

DOH (2009); Craig &
Goldman (2003); Hummel &
Cronin (2004); SANDS
(2007); ISANDS (2007).

If a baby dies at home the GP should notify the baby’s hospital
team.

DOH (2009).

The Community Pharmacist is notified prior to discharge of all
medication requirements and medical supplies.

IHF Quality Standards (2010);
Kripalani et al. (2007); Levine
et al. (2001).

The Medical Social Worker will expedite the processing of a Long
Term lliness or Medical Card.

http://health.gov.ie/future-
health/reforming-primary-care-
2/medical-cards/
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Criterion

Source

Parents are provided with names and contact details of members
of the healthcare professionals involved in the ongoing care of
their baby.

SANDS (2007); ISANDS
(2007); Hummel & Cronin
(2004).

The content of conversations between staff and the parents of a
baby discharged home to continue end-of-life care are
documented within the HCR.

DOH (2009); Hummel &
Cronin (2004); Heller &
Solomon (2005).

Parents are provided with support and advice on supporting their
other children/siblings during the baby’s time at home.

Avelin et al. (2012); O'Leary &
Gaziano (2011); Torbic (2011);
Erlandsson et al. (2010);
SANDS (2007); ISANDS
(2007).

3.7 Communication with the Parents in the Event of a Baby’s Sudden/Unexpected Death or

Sudden Decline in Health Leading to Death

Statement: In cases involving a sudden change in the baby’s condition likely to lead to death and
or in cases of sudden/unexpected death of a baby, the baby’s parents are provided with prompt

and clear information as appropriate.

Criterion

Source

The clinical decision that a baby may no longer be responding to
treatment and may be dying is communicated clearly, sensitively
and timely to the parents and documented in the HCR.

Woodroffe (2013); Henley &
Schott (2008); SANDS (2007);
ISANDS (2007); Widger &
Wilkins (2003).

In the event of a redirection of care being provided, the parents
are consulted and any decisions required are made jointly with
them.

Fowlie & McHaffie (2004); Roy
et al. (2004).

The hospital has guidelines on consulting parents to ascertain
the parents’ known wishes in respect of resuscitation and organ
donation.

Roush et al. (2007); Catlin &
Carter (2002).
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'Standard 4: The Staff

All hospital staff have access to education and training opportunities in the delivery of
compassionate bereavement and end-of-life care in accordance with their roles and responsibilities.

-

_/

4.1 Cultivating a Culture of Compassionate Bereavement Care Among Staff

Statement: Staff are supported through training and development to ensure they are competent
and compassionate in carrying out their roles in bereavement care.

Criterion

Source

Each staff member ensures that he/she is familiar with and
guided by the professional ethical code of conduct appropriate to
his/her role.

Radestad et al. (2014);
McQueen et al (2011); IHF
Quality Standards (2010);
Catlin & Carter (2002).

The hospital ensures that there are education, training and staff
programmes in bereavement care for hospital staff in accordance
with the size, complexity and specialties of the hospital.

IHF Quality Standards (2010);
Fenwick et al. (2007); SANDS
(2007); Browning & Solomon
(2005); Engler et al. (2004).

It is the responsibility of hospital management to outline the
responsibilities of each member of the Bereavement Team and
to ensure that all staff are adequately trained and educated at the
point of recruitment (or within 3-4 weeks of commencing
employment) and throughout their time as an employee. It is
therefore the responsibility of hospital management to ensure that
the education and training needs of staff are assessed,
addressed and resourced to implement and sustain the
Standards. Assessment should include local factors, but also
ensure that contemporary developments are incorporated (e.g.
competencies, findings from research).

Ellis et al. (2016); Radestad et
al. (2014); Blood &
Cacciatore, (2014); Mancini et
al. (2013); Walsh et al. (2013);
Branchett & Stretton (2012);
Roehrs et al. (2008); Yee &
Ross (2006).

Hospital staff are competent to deliver high quality bereavement
care in accordance with the HSE’s Palliative Care Competence
Framework (2014).

Palliative Care Competence
Framework (2014); Mancini et
al. (2013); Ferguson et al.
(2012); IHF Quality Standards
(2010); SANDS (2007).

Staff are educated to compassionately and sensitively
communicate bad news to parents and to regularly update
parents on their baby’s health. This includes communicating
changes in care such as the commencement of end-of-life care.

Palliative Care Competence
Framework (2014); DOH
(2009); Henley & Schott
(2008); SANDS (2007);
ISANDS (2007).
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4.2 Staff Induction

Statement: All newly recruited staff are inducted on the general principles and components of
bereavement care in the hospital. It is important that all staff are aware of the culture of compassion
of the hospital. It is critical that staff involved in direct patient care, and who are more likely to be
involved in bereavement care, receive a more significant induction and training programme.

Criterion

Source

The hospital’'s general induction programme includes a
component on bereavement care.

Donovan et al. (2014);
Palliative Care Competence
Framework (2014); IHF
Quality Standards (2010);
Fenwick et al. (2007).

Hospitals should ensure that the organisation and availability of
Chaplaincy Services within the hospital are presented during the
staff induction process. For key staff that are more likely to be
involved in bereavement care, the induction process related to
Chaplaincy Services should be more extensive.

Burden et al. (2016);
Rosenbaum et al. (2011);
Barletta and Thomsen (2001).

Bereavement Care Pathways form an essential part of the
induction of new staff. Staff are informed and briefed on all new
and revised care pathways and are easily accessible by all staff.

Donovan et al. (2014);
Palliative Care Competence
Framework (2014); IHF
Quality Standards (2010);
Gold (2007); Gold et al.
(2007).

4.3 Staff Education and Development Needs

Statement: The development needs of staff are assessed relative to their roles in bereavement
care and underpinned by continual learning and according to emerging national consensus on

competencies and standards.

Criterion

Source

A core group of hospital staff with the required expertise in
bereavement care (Bereavement Team) are facilitated and
supported to deliver bereavement care education and training to
hospital staff (see glossary).

Mancini et al. (2013);
Ferguson et al. (2012);
Branchett & Stretton (2012);
SANDS (2007).

Staff members who would benefit from specialised education in
bereavement care are identified and their participation in standard
and accredited education programmes on an ongoing basis is
facilitated by the hospital.

McCool et al. (2009); Lalor et
al. (2007); Engler et al.
(2004).

The hospital provides and maintains resources and facilities for
education, training and continuous professional development in
coordination with the regional education and training services,
including access to computers, libraries and the internet.

Mancini et al. (2013);
Browning & Solomon (2005);
SANDS (2007); ISANDS
(2007).
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4.4 Education and Training Programmes for staff

Statement: Education and training programmes for all staff have defined objectives that reflect
evidence-based best practice and legislation. These programmes must be delivered at an
appropriate level for all staff relevant to the position they hold within their organisation.

Criterion

Source

The design of staff education and training programmes involves
stakeholders (state organisations, voluntary bodies, educational
institutions and bereaved parents), with relevant experience and
knowledge and includes both adult and children’s bereavement
care needs. The design of education and training programmes is
provided at an appropriate national standard and relative to
defined competencies and allows for new competencies.

Palliative Care Competence
Framework (2014); Mancini et
al. (2013); Heazell et al.
(2012); IHF Quality Standards
(2010); SANDS (2007).

Staff education and training programmes are mandatory and
should cover the key elements of these national standards
specifically addressing how to support parents’ or families’
preferences and values.

Mancini et al. (2013); Mancini
(2011); Flenady & Wilson
(2008); Aycock & Boyle
(2006).

Competency statements are developed by heads of departments
for different categories of staff in accordance with their individual
roles. Performance management systems are used to measure
this aspect of care within their role.

Blood & Cacciatore (2014);
Walsh et al. (2013); Catlin &
Carter (2002); SANDS (2007).

Education and development programmes relating to
bereavement care are revised annually. The impact of training is
evaluated regularly.

Walsh et al. (2013); IHF
Quality Standards (2010);
Browning & Solomon (2005).

Staff are knowledgeable about and practice in accordance with
current legislation for termination of pregnancy. Staff are also
aware of relevant aspects of their codes of professional conduct
in this area.

Protection of Life During
Pregnancy Act 2013; Guide to
Professional Conduct and
Ethics for Registered Medical
Practitioner (7th ed., 2009);
Mansell (2006); The Code of
Professional Conduct for each
Nurse and Midwife (2000);
Regulation of Information
(services outside the state for
termination of pregnancies)
Act 1995.
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4.5: Staff Support

Statement: Staff support services relating to Bereavement Care reflect the need for peer support

and professional support systems.

Criterion

Source

A formal policy on staff support for those working in maternity
settings is devised and resourced. This policy defines and
addresses the efficacy of a range of support options (supervision,
individual debriefing, time-out, peer group support, the services
of a professional counsellor).

Larcher et al (2015);
McCready & Russell (2009);
Catlin & Carter (2002).

Reliable information is provided to each staff member so that staff
are also encouraged to take individual responsibility for well-being
and self-care.

Mancini et al. (2013); IHF
Quality Standards (2010);
Mancini (2011); Aycock &
Boyle (2009).

Hospital Management recognises the importance of providing
debriefing for staff involved with trauma or sudden deaths and
puts in place formal and informal systems to support staff who
have been involved, directly or indirectly, in such events.

Larcher et al (2015); Hughes
& Goodall (2013); Kene et al.
(2010); Aycock & Boyle
(2009); McCready & Russell
(2009).

Senior Management observe for signs of stress and difficulty in
staff members and recognise the importance of support for staff
involved in caring for bereaved parents.

Walsh et al. (2013); Keene et
al. (2010); Catlin & Carter
(2002).

Staff are accommodated to provide informal support to each
other. Regular team meetings are important for peer support.

Nuzum et al. (2014);
McNamara et al. (2013).

Each staff member takes personal responsibility for her/his self-
care and knows how to access structured debriefing services.
She/he has access to the Employee Assistance Programme
provided by Hospital Management.

Mancini et al. (2013); Mancini
(2011); McGrath (2011).

Staff concerned with ethical issues should have a resource to
which they can seek support for ethical decision making.

IHF Quality Standards (2010);
SANDS (2007); Corley et al.
(2005).

Issues and challenges for staff arising from the delivery of
bereavement care form part of team discussions and are
addressed in reviews of bereavement care.

Hughes & Goodall (2013);
Aycock & Boyle (2009);
Rogers et al. (2008).

Staff who use support services to address issues that may arise
during provision of bereavement care are facilitated to provide
feedback on their appropriateness and value. These can be
achieved through both formal and informal evaluations.

SANDS Audit tool (2011);
Aycock & Boyle (2009);
McCreight (2005).

Private space is available to enable staff to discuss and address
issues that may arise when providing bereavement care and
dealing with death.

McCreight (2005); IHF Quality
Standards (2010); SANDS
(2007).
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Appendix 1: National Guidelines, Policy and Legislation

*  Department of Health (DOH) (2014). National Clinical Guideline No. 5: Communication
(Clinical Handover) in Maternity Services. Available at http://health.gov.ie/national-clinical-
guideline-no-5-communication-clinical-handover-in-maternity-services/

«  Department of Health (DOH) (2009). Palliative Care for Children with Life-limiting Conditions:
A National Policy. Available at (http://health.gov.ie/wp-content/uploads/2014/03/
palliative_care_en.pdf)

*  Health Information and Quality Authority (HIQA) (2012). National Standards for Safer Better
Health Care. Available at www.hiqa.ie/system/files/Safer-Better-Healthcare-Standards.pdf

»  Health Service Executive (HSE) (2012). Standards and Recommended Practices for Post
Mortem Examination Services. Available at http://www.hse.ie/eng/about/\Who/qualityand
patientsafety/Standards/hseStandardsandguidance/PME_services/PM_services_docs/QPSD
D0071.pdf

»  Health Service Executive (HSE). Palliative Care Competence Framework. Available at
http://lenus.ie/hse/bitstream/10147/322310/1/CompetenceFrameworkFinalVersion.pdf

» Institute of Obstetricians and Gynaecologists, Royal College of Physicians of Ireland and
Directorate of Quality and Clinical Care, Health Service Executive (2014). Clinical Practice
Guideline 1: Ultrasound Diagnosis of Early Pregnancy Miscarriage. Available at
https://www.rcpi.ie/wp-content/uploads/2016/05/1.-Ultrasound-Diagnosis-of-Early-Pregnancy-
Loss.pdf

* Institute of Obstetricians and Gynaecologists, Royal College of Physicians of Ireland and
Directorate of Quality and Clinical Care, Health Service Executive (2011). Clinical Practice
Guideline 4: Investigation and Management of Late Fetal Intrauterine Death and Stillbirth.
Available at https://www.rcpi.ie/wp-content/uploads/2016/05/4.-Investigation-and-
Management-of-Late-Fetal-Intrauterine-Death-and-Stillbirth.pdf

» Institute of Obstetricians and Gynaecologists, Royal College of Physicians of Ireland and
Directorate of Quality and Clinical Care, Health Service Executive (2012). Clinical Practice
Guideline 10: Management of Early Pregnancy Miscarriage. Available at
https://www.rcpi.ie/wp-content/uploads/2016/05/9.-Management-of-Early-Pregnancy-
Miscarriage.pdf

» Institute of Obstetricians and Gynaecologists, Royal College of Physicians of Ireland and
Directorate of Quality and Clinical Care, Health Service Executive (2012). Clinical Practice
Guideline 14: Management of Multiple Pregnancy. Available at https://www.rcpi.ie/wp-
content/uploads/2016/05/11.-Management-of-Multiple-Pregnancy.pdf

» Institute of Obstetricians and Gynaecologists, Royal College of Physicians of Ireland and
Directorate of Quality and Clinical Care, Health Service Executive (2014). Clinical Practice
Guideline 29: Management of Second Trimester Miscarriage. Available at
https://www.rcpi.ie/wp-content/uploads/2016/05/24 .-Management-of-Second-Trimester-
Miscarriage.pdf

* Institute of Obstetricians and Gynaecologists, Royal College of Physicians of Ireland and
Directorate of Quality and Clinical Care, Health Service Executive (2014). Clinical Practice
Guideline 33: Diagnosis and Management of Ectopic Pregnancy. Available at
https://www.rcpi.ie/wp-content/uploads/2016/05/28.-Diagnosis-and-Management-of-Ectopic-
Pregnancy.pdf

» Institute of Obstetricians and Gynaecologists, Royal College of Physicians of Ireland and
Directorate of Quality and Clinical Care (2006). The Future of Maternity and Gynaecology
Services in Ireland 2006-2016. Available at https://www.rcpi.ie/news/publications/topic/
obstetrics-gynaecology/
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Irish Hospice Foundation (2010). Quality Standards for End-of-Life Care in Hospitals.
Available at http://hospicefoundation.ie/wp-content/uploads/2013/04/Quality _Standards_
for End_of Life Care_in_Hospitals.pdf

Irish Hospice Foundation (2015). Handy-to-have quick guides to different aspects of end-of-life
care. Available at http://hospicefoundation.ie/education-training/staffdevelopment/prompts-for-
good-practice

Irish Medical Council (7th ed., 2009) Guide to Professional Conduct and Ethics for Registered
Medical Practitioners. Available at http://www.medicalcouncil.ie/News-and-Publications/
Publications/Information-for-Doctors/Guide-to-Professional-Conduct-and-Ethics-for-
Registered-Medical-Practitioners

Nursing and Midwifery Board of Ireland (2015). Scope of Nursing and Midwifery Practice
Framework. Available at http://www.nmbi.ie/nmbi/media/NMBI/Publications/Scope-of-Nursing-
Midwifery-Practice-Framework.pdf?ext=.pdf

Nursing and Midwifery Board of Ireland (2014). The Code of Professional Conduct and Ethics
for Registered Nurses and Registered Midwives. Available at http://www.nmbi.ie/nmbi/media/
NMBI/Publications/Code-of-professional-Conduct-and-Ethics.pdf?ext=.pdf

Nursing and Midwifery Board of Ireland (2000). Guidance for Nurses and Midwives on the
Development of Policies, Guidelines and Protocols. Available at http://www.lenus.ie/hse
/handle/10147/45056

Social Workers Registration Board (2011). Code of Professional Conduct and Ethics for Social
Workers. Available at http://coru.ie/uploads/documents/typeset_Social_Worker_Code__
Feb_2010.pdf.

Legislation

Children and Family Relationships Act (2015). Available at http://www.irishstatute
book.ie/eli/2015/act/9/enacted/en/html

Civil Registration Act (2004). Available at http://www.irishstatutebook.ie/2004/en/act/pub/0003/.

Civil Registration (Certified Extract of Register of Deaths) Regulations (2014). Available at
http://www.irishstatutebook.ie/pdf/2014/en.si.2014.0371.pdf

Coroners Act (1962). Available at http://www.irishstatutebook.ie/1962/en/act/pub/
0009/index.html

Coroners (Amendment) Act (2005). Available at http://www.irishstatutebook.ie/2005/en/act/
pub/0033/index.html

European Convention on Human Rights Act (2003). Available at http://www.irishstatute
book.ie/2003/en/act/pub/0020/

Health Act 2004 (Complaints) Regulation 2006 (2007). Available at http://www.irishstatute
book.ie/eli/2006/si/652/made/en/print

Medical Practitioners Act (2007). Available at http://www.irishstatutebook.ie/pdf/2007/en.act.
2007.0025.pdf

Nurses and Midwives Act (2011). Available at http://www.irishstatutebook.ie/pdf/2011/en.act.
2011.0041.pdf

Protection of Life During Pregnancy Act (2013). Available at http://www.irishstatutebook.ie/
pdf/2013/en.act.2013.0035.pdf

Regulation of Information (services outside the state for termination of pregnancies) Act
(1995). Available at http://www.irishstatutebook.ie/eli/1995/act/5/enacted/en/html

Stillbirths Registration Act (1994). Available at http://www.irishstatutebook.ie/1994/
en/act/pub/0001/print.html
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Appendix 2: Project Methodology

Under the direction of the National Implementation Steering Group - HSE/HIQA Maternity Services
Investigations, the Bereavement Care Sub-group was established in February 2014. The Sub-group
sits within the RCPI Clinical Programme for Obstetrics and Gynaecology and the National Quality
Assurance Programme of the HSE. Its membership reflects the multidisciplinary nature of
bereavement care and its members are drawn from the fields of obstetrics, fetal medicine, paediatrics,
perinatal psychology, ultrasonography, chaplaincy, medical social work, midwifery, neonatal nursing,
palliative care and specialist bereavement care. The Sub-group’s remit was to develop Standards
for bereavement care following pregnancy loss and perinatal death for implementation throughout
the maternity services. The two main categories of loss occurring in maternity units are the demise
of a fetus/baby and the demise of a mother. The sub-group identified that the standards for
bereavement care in the maternity services would be developed in two phases.

Phase 1

« conduct a literature review of the impact of ectopic pregnancy, miscarriage, a diagnosis of fetal
anomaly, stillbirth and early neonatal death

« evaluate current bereavement resources and services through hospital staff questionnaires

» consult with maternity service users and voluntary support groups on their experience of
bereavement care in the maternity services

* evaluate the strengths and weaknesses in current bereavement care service

* develop standards for bereavement care for parents bereaved by ectopic pregnancy,
miscarriage, a diagnosis of fetal anomaly, stillbirth and early neonatal death using the framework
on which the Hospice Friendly Hospital’'s Quality Standards for End-of-Life Care in Hospital are
built (http://hospicefoundation.ie/wp-content/uploads/2013/04/Quality_Standards_for_End_of
Life_Care_in_Hospitals.pdf)

*  submit monthly reports to the Chair of the National Implementation Group — HSE/HIQA Maternity
Services Investigations

*  hold a national forum on early pregnancy loss (December 2014)

* complete Phase 1 of the project in June 2015

Phase 2

» distribute draft Standards for Bereavement Care following Pregnancy Loss and Perinatal Death
to statutory and voluntary stakeholders for public consultation (July 2015)

* engage with stakeholders remotely through a web based questionnaire and directly through
focus groups and interviews (July-September 2015)

+ consult with international experts to review the draft Standards for Bereavement Care following
Pregnancy Loss and Perinatal Death (August 2015)

« finalise the Standards for Bereavement Care following Pregnancy Loss and Perinatal Death
(January 2016)

*  submit the Standards for Bereavement Care following Pregnancy Loss and Perinatal Death to
the National Implementation Group — HSE/HIQA Maternity Services Investigations and the HSE
National Directorate for endorsement (January 2016)
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Related Bereavement Project:

In recognition of the need for providing comprehensive and holistic bereavement care to families
following a maternal death, the Bereavement Care Sub-group, in parallel with developing National
Standards for Bereavement Care following Pregnancy Loss and Perinatal Death, is engaged in
developing a National Guideline for Bereavement Care Following Maternal Death within a Hospital
Setting. It is anticipated that the guideline will be launched in September 2016.
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Appendix 4: Implementation, Revision and Audit

Implementation of Guideline

An Implementation Group has been set up to identify the resources required and the processes
necessary for the successful implementation in all hospitals of the Standards for Bereavement Care
following Pregnancy Loss and Perinatal Death. The group is tasked with;

» the dissemination of the guideline to all hospital and community health service providers
+ the development of teaching methodologies and teaching aids
* train the trainer workshops

» the design and dissemination of national literature covering pregnancy loss, perinatal death,
congenital fetal anomaly and maternal death

»  the development of audit tools including a confidential service user feedback process
» the development of debriefing programmes for hospital employees
»  site visits

. bereavement care summit

Revision and Audit

The Bereavement Service will be audited through the tools under development by the Implementation
Group. The audits, in conjunction with documented findings from the Multidisciplinary Perinatal
Morbidity and Mortality meetings and with the confidential service user feedback, will be used to
measure the quality of the bereavement service. Multidisciplinary bereavement care pathways will
be reviewed and revised as indicated through the audits and in keeping with national clinical
guidelines and research based up-to-date best clinical practice.
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Appendix 5: Support and Advocacy Groups

Association

Services

Contact

A Little Lifetime
Foundation

(was Irish Stillbirth and
Neonatal Death Society
[ISANDS])

provides telephone, email, forum and
Facebook support for parents and families
whose baby has died or is expected to die
regular parent support meetings in Dublin,
Cork, Limerick, Tralee, Athlone, Cavan,
Drogheda, Wexford, Waterford and Kilkenny
baby clothes to hospitals

information leaflets

a Little Lifetime Foundation Memories
Collection

inter-denominational services of remembrance
representation to groups of professionals such
as doctors, nurses, midwives, clergy and other
interested groups

provide training for support team volunteers
heighten awareness about perinatal death
provide bereavement counselling by
counsellor with special interest in
bereavement

creative workshops

publishes bi-annual newsletter

www.alittlelifetime.ie
Telephone: 01 882 9030

Ectopic Pregnancy
Ireland

raise awareness on ectopic pregnancy
amongst the general public and health
professionals

provide information and support to those who
have been affected by an ectopic pregnancy
offer support rather than counselling.
advocate for the long term needs of couples
following ectopic pregnancy

Telephone: 089 436 5742 (8-

10pm)
http://ectopicireland.ie/

Email: info@ectopicireland.ie

Feileacain

(Stillbirth and Neonatal
Death Association of
Ireland)

offer regular support meetings

provide a befriending service and support
helpline

provide a safe and confidential setting, in
which those bereaved through stillbirth or
neonatal death can share their experiences
promote research into the causes of stillbirth,
neonatal death and the effects of grief on the
family

work in co-operation with support services and
other support organisations

organise remembrance services and family
events

provide hospitals with memory boxes for
bereaved families

www.feileacain.ie
Telephone: 085 249 6464
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Association

Services

Contact

Every Life Counts

offers a support network for parents who have
received a diagnosis that their child may not
live for very long after birth. Every Life Counts
provides an outreach for parents to share their
memories, their stories, their love and their
pain. Every Life Counts seeks to secure
support, information and services for families
through the establishment of perinatal hospice
care across Ireland.

Dominick Court, 41 Dominick
Street Lower, Dublin 1

http://www.everylifecounts.ie

Telephone: 01 879 2382
office@everylifecounts.ie

First Light
(previously Irish Sudden
Infant Death Association)

offers bereavement group therapy for newly
bereaved parents and children

befriending service

annual memorial service

book of remembrance

SIDS Model of Care and information hotline
for professionals

regional information meetings

speakers for professionals and community
groups

national Sudden Infant Death Register

First Light, Carmichael
House,

4 North Brunswick Street,
Dublin 7

Telephone: 01-8732711
24 Hour Helpline:

087 242 3777

Fax: 01-8726056
www://firstlight.ie

HSE Crisis Pregnancy
Programme
(previously Crisis
Pregnancy Agency)

provides training, education, information,
research, communications and support

funds 34 agencies to provide sexual health
projects, crisis pregnancy counselling, medical
services, parenting support

provide post abortion counselling through 15
voluntary and statutory organisations

89-94 Capel Street, Dublin 1.
Telephone: 01 8146292
WWWw.crisispregnancy.ie

Leanbh mo Chroi

provides telephone, text and group support to
families after a diagnosis of a fatal fetal
anomaly

http://Imcsupport.ie/

Miscarriage Association
of Ireland.

organises and facilitates monthly support
group meetings in Dublin

telephone support, email support, Internet
forum

regional support groups

newsletters

leaflets for hospitals and elsewhere
annual remembrance service

book of remembrance

memorial stone

support not counselling

make representation to groups of
professionals such as doctors, nurses, clergy,
midwifery students and other interested
groups

public awareness campaigning

www.miscarriage.ie
Telephone: 01 873 5702
(Carmichael House)

Tel: Volunteers available by
phone two hours morning
and evening (10am-12md
and 8pm-10pm) Monday to
Friday (see website for
mobile numbers)
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Association

Services

Contact

NILMDTS

Sleep)

(Now | Lay Me Down To

trains, educates, and mobilizes professional
quality photographers to provide beautiful
heirloom portraits to families facing the
untimely death of an infant

www.nilmdts.org
Telephone: 083 377 4777
(open between 9 am — 9 pm)

and Support &
Information Group

NISIG - National Infertility

provides information about infertility
offer support
organise support meetings

Telephone: 1890 647 444
(Lo-call) Telephone line open
up to 9pm.

P.O. Box 131, Togher, Cork.
Email: nisig@eircom.net
www.infertilityireland.ie

One Day More

provides a support group made up of parents
who received poor pre-natal prognoses for
their babies

offers support to any parent who has just
received a difficult pre-natal prognosis for their
baby

One Day More

6-9 Trinity St,Dublin 2
Telephone: 086 0220362
www.onedaymore.ie
SOFT Ireland Contact Co-
ordinator

SOFT lIreland

Support Organisation for
Trisomy 13/18 (Patau's /
Edward's Syndrome)

offers support for families with newly
diagnosed babies

support for families caring for babies and
children with these disorders

support for families experiencing bereavement
information on Trisomy 13/18

fund bereavement counselling

fund respite assistance

publish the SOFT booklet Why Our Baby and
a newsletter

organise conferences

fund raising

links with S.O.F.T. organisations worldwide

Telephone: 1800 213 218
Email:
soft.contactme@gmail.com
https://www.facebook.com/p
ages/Soft-Ireland/1936036
40656322

TEMRI Ireland —

Reasons Ireland

Termination for Medical

campaign group promoting the interests of
couples who receive a diagnosis of lethal fetal
anomaly

http://www.terminationforme
dicalreasons.com/
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Additional Support Groups

Additional Support
Group

Services

Contact

Anam Cara

» support for parents and siblings following the
death of a child

» information

» on-line forums for parents, siblings and
volunteers

e support group

* guest speakers

» counselling

HCL House, Second
Avenue,Cookstown Industrial
Estate, Tallaght, Dublin 24
http://www.anamcara.ie/

Telephone: +353 (0)1 4045
378
Email: info@anamcara.ie

Bethany Bereavement
Support

» voluntary support groups located in most
counties and organised within parishes.

* many Bethany members have themselves
been bereaved and are trained to listen with
understanding

www.bethany.ie
See website for local
contacts

Barnardos

* provides national bereavement counselling
service specifically for children

» provides information and advice through its
helpline and counselling for bereaved children

Dublin Christchurch Square
Dublin 8 Tel: 01 453 0355
Email:
http://www.barnardos.ie/what
-we-do/our-services/special
ist-services/bereavement-
counselling.html

Barretstown Camp

» offers bereavement weekends to support
families when their child (aged infant to 17)
dies from a serious illness

* provides a sensitive and caring environment in
which families can meet others who have
suffered a similar loss, share their experiences
and find ways to look to the journey ahead

Barretstown Castle,
Ballymore Eustace Co.
Kildare

Telephone: 045 864 115
Web: www.barretstown.org

Compassionate Friends
Ireland

» non-profit charitable organisation established
in 2008 to provide consolation and support
during the grieving process to families in
which a child dies.

http://www.compassionatefri
endsireland.ie/

Email: compassionatefriends
ireland@gmail.com
Telephone: Mary 086 382
2624. Nick 087 254 0355

CrosscareTeen
Counselling

» provides counselling service for 12 — 18 year
olds

» offers bereavement counselling to young
people and their families

Crosscare, The Red House,
Clonliffe Road, Dublin 3
Telephone: 01 836 0011
Web: www.crosscare.ie/
teencounselling

Email: info@crosscare.ie
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Additional Support
Group

Services

Contact

Irish Childhood
Bereavement Network

» founded in 2012 to act as a hub for those
working with bereaved children, young people
and their families.

» provides information about age appropriate
literature for children *

Telephone: 01 679 3188
http://www.childhoodbereave
ment.ie/

Irish Hospice Foundation

a national charity dedicated to all matters
relating to dying, death and bereavement in
Ireland.

Telephone: 01 679 3188
www.hospicefoundation.ie

Irish Patients’ Association

Advocates for the needs of patients while working
in partnership with health care providers and
addresses various committees, working groups
and public bodies on behalf of patients

Tel: 087 6594183
http://irishpatients.ie/

Patient Focus

» point of contact and other supports to patients
who have been damaged by the Healthcare
system

» assists people to try and resolve difficulties as
early as possible after they arise

» seeks to ensure the preservation and
enhancement of patient rights in all healthcare
settings

Telephone: (01) 885 1611;
885 1617; 885 1633; 885
1658
http://www.patientfocus.ie/
site/index.php

Patients for Patients’
Safety

Patients for Patients Safety Ireland (PFPSI) is a
World Health Organisation (WHO) initiative aimed
at improving safety in healthcare. PFPSI is
supported by the HSE Quality Improvement
Division. The WHO believes that safety will only
be improved if patients are placed at the centre of
care and included as full partners. This initiative
brings together patients, providers, policy-makers
and those affected by harm who are dedicated to
improving health-care safety through advocacy,
collaboration and partnership. Members regularly
speak at patient safety events, work with health
care teams to promote and encourage
improvements in patient safety and highlight
areas of unsafe practice focused by their own
experiences.

http://www.hse.ie/eng/about/
Who/qualityandpatientsafety/
nau/patientsafety/

*A list of age appropriate literature is available at http://www.childhoodbereavement.ie/top-10-childrens-
books-on-death-and-bereavement-the-guardian/#.VOxhlfmsV28




National Standards for Bereavement Care following Pregnancy Loss and Perinatal Death

Additional Support
Group

Services

Contact

TUSLA
(Child and Family
Agency)

» child protection and welfare services

» education welfare services

* psychological services

» alternative care

« family and locally-based community supports

» early years services

» domestic, sexual and gender-based violence
services

St. Stephens Green House,
Earlsfort Terrace, Dublin 2.

Telephone: (01) 611 4100
Email: info@fsa.ie
www.fsa.ie
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Appendix 6: Abbreviations

AIMS
BST

CMS
DOH
HCR

HFH
HIQA
HSE

IHF

IUFD
MDT
MHCT
NCEC
NICE
NILMDTS
NISIG
NND
NPEC
OPD

PHT
RCOG
RCPI
SANDS
SB

SOFT Ireland
TFMRI Ireland

Association for Improvements in the Maternity Services Ireland
Bereavement Specialist Team

Clinical Midwife Specialist

Department of Health

Healthcare Record

Hospice Friendly Hospitals

Health Information and Quality Authority

Health Service Executive

Irish Hospice Foundation

Intrauterine Fetal Death

Multidisciplinary Team

Mental Healthcare Team

National Clinical Effectiveness Committee
National Institute for Health and Care Excellence
Now | Lay Me Down to Sleep

National Infertility Support and Information Group
Neonatal Death

National Perinatal Epidemiology Centre

Out Patients Department

Palliative Healthcare Team

Royal College of Obstetrics and Gynecology (UK)
Royal College of Physicians in Ireland

Stillbirth and Neonatal Death Society

Stillbirth

Support Organisation for Trisomy 13/18 (Patau's/Edward's Syndrome)

Termination for Medical Reasons Ireland
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