W) Check for updates

PALLIATIVE

MEDICINE

Review Article

Palliative Medicine
2019, Vol. 33(1) 49-65

Health and social care professionals’ © The Author(s) 2012

Article reuse guidelines:

experiences of supporting parents and their sagepub.com/journals-permissions

DOI: 10.1177/0269216318803494

dependent children during, and following, the Z;s“ga;ggg’“b‘°°m/“°“’pmj
death of a parent: A qualitative review and
thematic synthesis

Penny Franklin! (), Anne Arber?, Liz Reed? and Emma Ream!

Abstract

Background: Children need to be prepared for the death of a parent and supported afterwards. Parents seek support from health and
social care professionals to prepare their children. Support is not always forthcoming.

Aim: To systematically identify, analyse and synthesise literature reporting of the experiences of health and social care professionals
when supporting parents and children during, and following, the death of a parent.

Design: A systematically constructed qualitative review and thematic synthesis. Registered on Prospero (CRD42017076345).

Data sources: MEDLINE, CINAHL, Embase, PsycINFO, PsycARTICLES and PROSPERO, searched from January 1996 to July 2018 for
qualitative studies in English, containing verbatim reporting of health and social care professionals’ experiences of supporting parents
and children during, and following, the death of a parent. Qualitative data were appraised using a modified Critical Appraisal Skills
Programme qualitative appraisal checklist.

Results: The search yielded 15,758 articles. Of which, 15 met the inclusion criteria. A total of 13 included professionals’ experiences
of supporting parents and children before parental death. Two included experiences of supporting surviving parents and children
afterwards. Three analytical themes identified as follows: (1) aspiring to deliver family-focussed care, (2) health and social care
professionals’ behaviours and emotions and (3) improving connections with parents and children. Connecting empathically with
parents and children to prepare and support children entails significant emotional labour. Professionals seek to enhance their
confidence to connect.

Conclusion: Professionals struggle to connect empathically with parents and their children to prepare and to support children when
a parent is dying and afterwards. Awareness of professionals’ needs would enable provision of appropriate support for parents and
children.

Keywords
Health personnel, attitude of health personnel, social support, parents, child, hospice and palliative care nursing, terminal care,
experience

What is known about the topic?

e If not prepared for the death of a parent, or supported afterwards, children can suffer emotionally.
e Parents struggle to prepare their children for the death of a parent and to support them after a parent has died.
e Parents seek help from health and social care professionals to enable them to prepare and to support their children.
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What this paper adds?

Although health and social care professionals aspire to deliver family-focussed care to enable parents to prepare and
support their children during, and following, the death of a parent, doing so entails significant emotional labour.
Personal emotions can affect professional behaviours, both enhancing and inhibiting the ability to connect empathically
with parents and children.

Health and social care professionals seek recognition by employers of the importance of their supportive role and help
to manage the personal consequences of their emotional labour.

Implications for practice, theory or policy

Policymakers need to acknowledge the significant role played by health and social care professionals when connecting
with parents and with their dependent children during, and following, the death of a parent.

Health and social care professionals need support to enhance their ability to manage the emotional labour of building
empathic connections with parents and with dependent children.

Changes to workplace culture and the development of supportive interventions would enable health and social care
professionals to acknowledge the presence of children in families when a parent has a life-limiting illness and to make

the time to connect with parents and children.

Background

Diagnosis with life-limiting illness can be devastating for
parents, for their partners and their dependent children.?
Defined as illness leading to inevitable death,? the most
prevalent causes of life-limiting illness in people of par-
enting age in the United Kingdom are cancers, followed by
heart disease and stroke.® Approximately 23,600 parents
with dependent children (defined as children under the
age of 18 years)* died in the United Kingdom in 2015.>

To prevent the pathological consequences of children’s
grieving, UK policy for end-of-life care includes commit-
ment to early, sustainable health interventions for patients
and their families.® In Sweden, it is mandatory for nurses
to involve children in their dying parent’s care.”10
However, in the United Kingdom, the National Institute
for Health and Care Excellence (NICE) guidelines only gen-
erally acknowledge supporting patients’ children.1!

If not prepared for parental death, or supported after-
wards, children whose parents die are more likely than
their peers to have higher levels of referral to psychiatric
outpatient and specialist services and absence from
school.1?>13 However, children can be resilient if given age-
appropriate information when a parent is dying and if
supported to grieve.14-16

The extent to which a child is prepared and supported
is led primarily by the wishes of their ill parent.’” They,
and their partners, often seek advice from registered
health and social care professionals (also referred to as
professionals within the results and discussion section of
this review) who include nurses, physicians, physiothera-
pists, psychologists and social workers, about how to pre-
pare and support their children.>-181% Qccasionally, health

and social care professionals will talk to children indepen-
dently of their parents.20-22

Reviews informing this study report the impact on and
support needs of1242> parents and children when parents
are dying and in bereavement. Health and social care profes-
sionals are vital to helping parents to prepare and to support
their children in the period surrounding the death of a par-
ent. However, they struggle to do s0.81%-2226-28 Eyen when
parents ask for the support, it is not always forthcoming.1.24

Settings included in the review include hospitals, pallia-
tive care hospices and home care. Health and social care
professionals’ experiences will be influenced by the health-
care systems they work within and associated educational
preparation, practice requirements, and professional regu-
lations that operate. The review was undertaken to inform
future research exploring issues for health and social care
professionals supporting parents in the United Kingdom.
Thus, the focus was on Western countries.

Review question

What are the experiences of health and social care profes-
sionals when supporting parents and their dependent
children when a parent has a diagnosis of life-limiting ill-
ness and following the death of a parent?

Design

This systematically conducted qualitative review and the-
matic synthesis was conducted by following the Enhancing
Transparency in Reporting Synthesis of Qualitative Research
(ENTREQ) guidelines.?® The review protocol was registered
on PROSPERO, (PROSPERO 2017 CRD42017076345)
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data (n=3). Presenting
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quantitative data (n=1).

Figure 1. Preferred reporting items for systematic reviews flow diagram. Moher et al.**

https://www.crd.york.ac.uk/prospero/display_record.

php?RecordID=76345.30

As this study is a review of existing published studies,
ethics permission was not required.

Qualitative review and thematic synthesis

A systematic database search was conducted to identify
qualitative studies that included verbatim reporting by


https://www.crd.york.ac.uk/prospero/display_record.php?RecordID=76345
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Table 1. Inclusion and exclusion criteria.

Inclusion Exclusion

Study design e Reporting on trials evaluating interventions aimed at helping

e Primary research articles health and social care professionals to support parents and/or

e Published in peer-reviewed journals their dependent children during, and following, the death of a

e Written in English parent

e Published after January 1990 e Reporting the experiences of health and social care professionals
e Reported on studies, using qualitative research of supporting parents and/or their dependent children, when a

Participants
e Reporting the experiences of registered health and

social care professionals .
e Working in healthcare systems using western medicine

parent has a diagnosis of cancer or another condition that is not
life limiting.
Systematic reviews related to the topic

health and social care professionals of their experiences.
Thematic synthesis was used as a method to analyse and
blend findings from these studies all of which had used
various methods of inquiry and analysis.??3! In keeping
with the three-step method described by Thomas and
Harden32 verbatim quotes were (1) coded line by line to
(2) generate descriptive themes which were (3) merged
into each other to generate analytical themes providing
new interpretations of the experiences of health and
social care professionals concerning the topic (Figure 1).

Inclusion and exclusion criteria

Previous systematic reviews relating to the support needs
of parents with life-limiting illness and of their dependent
childrent1223-25> and database thesauri informed the
search (Table 1).

Search strategy

A search of the Cochrane CENTRAL Register of Controlled
Trials,33 and PROSPERO34 identified no reviews in relation
to the aims of this review. A comprehensive search strat-
egy was developed, with the help of a specialist librarian,
for the MEDLINE database, then adapted and applied to
CINAHL, Embase, PsycINFO, PsycARTICLES and ProQuest.
The search encompassed papers published in peer-
reviewed journals in English from 1990-2018, the period
when studies addressing support needs of parents and
children during, and following, the death of a parent were
mostly published.1.12,24,35-41

The search was conducted on 6 June 2017 and updated
on 31 July 2018. Search results were uploaded and stored
using Clarivate Analytics Endnote version 7.4.42 Duplications
were removed. Reference lists of selected publications were
hand searched and considered against eligibility criteria. In
addition, all journals containing included studies were hand
searched retrospectively from January 2018-July 2018.

A modified Population, Intervention, Comparison and
Outcome (PICO) strategy directed the database search.*3.
Search terms staying close to the research question split
into three categories: (1) the experiences of health

and social care professionals (primary population and
observed phenomenon); (2) when supporting parents and
or dependent children (secondary population) and (3)
from when a parent is diagnosed with life-limiting illness to
the period following the death of a parent (outcome/s).
Medical subject headings (MeSH) and keywords using
truncation (*) within the title, abstract and full text fields
were identified for each of the above categories. The main
MeSH headings used in the search are included in the
abstract. As MEDLINE does not provide a MeSH heading
for ‘experience’, this was searched as a key text word.
Search terms were kept broad to capture all relevant litera-
ture. Boolean terms ‘OR’ and ‘AND’ were used to combine
searches both within and between categories (Table 2).

Data extraction and analysis. The electronic database
search yielded 15,758 articles. Hand searching of journals
which included publications identified by the database
search identified three studies. The review included a
total of 15 papers (Figure 1). An adapted Critical Appraisal
Skills Programme (CASP) checklist for appraisal of qualita-
tive data*> was used to identify the methodological qual-
ity and validity of all studies fitting the eligibility criteria.*®
Critical appraisal comprised the following criteria:
whether there was a clear statement of aims for the
research, appropriateness of the chosen methodology,
explanation given of the research design, relevance of
method of data collection, adequacy of sample size in
relation to the identified aim of each study, sampling
strategy and specificity of the sample, theoretical per-
spective, rigour of the analytical strategy and clarity of
explanation of findings. Furthermore, papers were
assessed for researcher reflexivity, ethical considerations,
relevance and transferability. The tool was piloted by
three members of the team (P.F., A.A. and E.R.) using a
subsample of studies. It was then used independently by
two members of the team (P.F. and A.A.) to assess all eligi-
ble remaining studies.

Studies are sometimes excluded from systematically con-
ducted reviews because of the quality of their reporting.47:48
All studies containing verbatim reporting by health and
social care professionals of their experiences were included
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Table 2. Example of main search terms and combinations —
linking to the full search strategy (supplementary table 4).

Health Personnel + [MeSH]

Attitude [MeSH]

Attitude of Health Personnel [MeSH]

. Experience * (Text Word}

S1 AND S2 OR S3 AND S4

5 Communicat * [Text Word]

6 Communication Barriers [MeSH]

7 Health Communication [MeSH]

8 Information Dissemination [MeSH]

S5 OR S6 OR S7 OR S8

9 Social Support [MeSH]

10 Support* [ Text Word ]

S9 OR S10

11 Child of Impaired Parents [MeSH]

12 Child [MeSH]

13 Child* [Text Word]

14 Adolescen* [Text Word]

15 Parents + [MeSH]

16 Parent* [ Text Word]

S11 ORS12 ORS13 ORS14 ORS150R 16

17 Hospice and Palliative Care Nursing [MeSH]
18 Palliative Medicine [MeSH]

19 Terminal Care [MeSH]

S17 ORS18 OR S19

20 Terminal* ill* [Text Word]

21 Palliative Care [MeSH]

22 Incurable cancer [Text Word]

23 Incurable disease [Text Word]

24  Advance* disease [Text Word]

25 Life-limiting* [Text Word]

26 End of life [Text Word]

27 Dying [Text Word]

28 terminal cancer [Text Word]

S20 OR S21 OR S22 OR S23 OR S24 OR S25 OR S26 OR S27 OR 28
29 Death [MeSH] OR

30 bereave* [Text Word]

S29 OR S30

31=S1AND S2 OR S3 AND S4

32=S50R S6 OR S7 OR S8

33=S9 0ORS10

34=S11 ORS12 OR S13 OR S14 OR S15 OR S16
34 =517 ORS18 OR S19

35=520 OR S21 OR S22 OR S23 OR 524 OR S25 OR S26 OR S27
OR S28

36 =S28 OR S30

S31 AND S32 AND S33 AND S34 AND S35 AND S36

PwWhNPE

MeSH: medical subject headings.

in this review. However, less weight was given in the discus-
sion to poorly conducted studies.

Results

Table 3 presents demographic details of participants
included in each of the studies. A total of 312 registered
health and social care professionals took part in the studies
making up this review. The majority were nurses, (n =277).
Professions  included  specialist  palliative  care
nurses, 81015222749 oncology nurses,”21275051  general

1 Analytical theme 1 W
? Descriptive subtheme Aspiring 10 Deliver Famuly- 2
1 Facilitator: to Connecting. »| Focused Care. n
: ¢
e + i
n Analvtical theme 2 2
i{ Descriptive subtheme Health and Socizl Care =
™ Barriersto Connecting. || Professionals’ Behaviows and
n - tons.
s H
- e
1
< Descriptive subtheme P
: N Empathy and Sympathy-
n Connecting as 3 pareat. "
¢ [
<
1 — c
a Descriptive subtheme .
g Personal Emotions and z
»| Professional Behaviours. 2
e
<
¥ 1
Descriptive subtheme
»| Distancing
Datachment,
Descriptive subtheme
Managing Health and
Socizl Care
Professionals’ Emotions - =
tarough Peer Support. Analytical theme 3
N Improving Connections with
s Parents and with their Dependent
L Children.
Descriptive subtheme
Seeking Recognition and
Support.

Figure 2. Descriptive subthemes and analytical themes.**

nurses,’26°2 community nurses,®%19222649 physicians (doc-
tors)?251 (n = 22), physical therapists (n = 6),22 psychologists
(n=2)?2 and social workers (n=5).1° Fields of work were
inpatient oncology,”2%27.284951 haematology,”*! neurol-
ogy,””! oncological gynaecology,>! palliative care in hos-
pices,10192022 in the community,3192649 for example, in
nursing homes!%22 and in patients’ homes.&?%10,19,22,2649 Qne
study does not state the setting.>2 Although not always
specified the majority of health and social care profession-
als were female.89:10,20,22,26-28,49,51,52 Fjye studies took place
in the United Kingdom,19.20.2627.50 three in Australia,?1,284°
four in Sweden,’-1% one in Canada,>? one in ltaly?2 and one
in Denmark.>? Methods of data collection included focus
group interviews,”%21,2227,2852  gne-to-one  unstruc-
tured,10:26:49 semi-structured,®120°1 in-depth1®5! and tele-
phone interviews,?! and participant observation.>!

Of the 15 included studies, seven explored health and
social care professionals’ experiences when supporting
parents with life-limiting illness, and also experiences of
supporting children.8221.26.27,28,51 |n six studies, although
the emphasis was on experiences of supporting the
dying parent health and social care professionals also
discussed  experiences of  encountering  chil-
dren.891049,5052 |n fijve studies, they reported experi-
ences of supporting children directly, rather than
connecting with children through their parents.”.819.20,22
Although supporting children following the death of a
parent was mentioned in two studies,'%?2 only one
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focussed specifically on health and social care profes-
sionals’ experiences of supporting children when their
parent was dying, and following parental death.22

Summary of findings

Aspiring to deliver family-focussed care

Within this review, health and social care professionals
aspired to deliver family-focussed care, connecting
with parents to assist them in preparing their children
for the death of a parent and supporting them after-
wards. However, there were facilitators and barriers to
doing so.

Facilitators to connecting. Developing early rapport, from
the point of parental diagnosis, was perceived to be key to
facilitating supportive connections with parents and with
children:19-22,.27.51

When they come in you tell them the diagnosis you then
obviously ask about what the family situation is at home,
what else they have got going on so recognizing that straight
away you know, | am a mum as well. (FG-5, p. 3)%7

There was a reported need to be sensitive to parental
wishes to establish affinity and trust with parents, gaining
permission to approach and to talk to their chil-
dren.7.820-22,2752 |dentifying with parents, as parents
themselves, and because of their own life experiences,
helped professionals to develop empathic rapport, to
support parents and children;20-22.27

You can feel their pain, but | think your empathy there is so
strong because you have been there and done that.?! (p. 153)

Building empathic rapport allowed professionals to
support parents to talk about their children,?’ encourag-
ing them to let the child visit the hospice’2° and by involv-
ing children in parents’ care.”2021.27 Connecting directly
with children was aided by creating a child friendly envi-
ronment’.20 and by seeking training on engagement and
communication with children of different ages.1®-2227
Although not all professionals were parents?851 for some
putting themselves into the ill parent’s shoes helped them
to recognise what parents needed.20?’

Barriers to connecting. Multiple perceived barriers inhib-
ited professionals from connecting with parents to help
them to support their children. Led by the wishes of theill
parent, professionals feared making it worse for the chil-
dren and opening a can of worms (p. 24)'°, and causing
distress and conflict in the family by saying the wrong
thing?! (p. 152).1%-21

Perceiving themselves to be lacking relevant skills,
such as age-appropriate communication and counselling,

prevented some from engaging with parents2%27.51 and
from engaging directly with children.19.202228 |nstead par-
ents and children were referred to other members of the
team including a chaplain, 2 psychologists,?2 specialist pal-
liative care nurses, social workers!%20 and to immediate
colleagues.1©

Despite there being a mandate in Sweden for nurses to
inform children about their parents’ impending death,
some did not see this as their professional responsibil-
ity.”8 Also, professionals working in oncology’.21.2851 and
those in palliative care®20 highlighted that they had no
time to sit and talk with parents or with children.

Connecting was perceived as being harder for young
and newly qualified professionals2® and for those without
children.>! Conversely, having children of the same age as
those of their patients made it harder for some to connect
with parents about their children:21.27,51

| entered the room and those ... um ... two boys looked like
my own boys. They were the same age as them. And then it
just hit me — bang! There was only one thing | could do and
that was to leave the room again. | simply could not do it.
Tears just poured down my cheeks. (D4:1, p. 2165)!

Parental death was reported to be veiled in a shroud of
secrecy?! (p. 153) and talking about it was seen as taboo.
Il parents’.819-2227 gand the wider family?! were reported
to block discussions about how to prepare the children.
Parents were perceived to be coping by not sharing con-
cerns about the children, choosing instead, to keep sup-
port within the family.20.27

By not asking for help, parents were seen to be pro-
tecting their children.1®22 Some parents were reported to
be in denial about their illness, making it hard for profes-
sionals to talk to them about their children.821.52

Stage of parental illness was reported to affect profes-
sionals’ ability to talk to parents about how to prepare
their children.2922 parents were perceived to be either too
ill to raise the subject with them,?! or not ill enough.2°

It was hard for professionals to talk to children about
death, as children were not always visible.19-2227 |n the
words of a palliative home care nurse in Sweden, children
of all ages were passing through the ‘entire system ... and
being overlooked’ (p. 26).8 Length of parental stay in a
unit determined whether children were seen by profes-
sionals, for example, if parents were visiting as outpa-
tients, then children were less likely to be present.1927
Moreover, children did not always visit parents in a hospi-
tal acute cancer care unit,” in the hospice,2? and were not
always present when professionals visited the ill parent at
home'8,19,22

Teenagers were especially hard to support, deliber-
ately excluding themselves when the nurse visited; choos-
ing to get support from their peers and the Internet.?1°
Even when visible, teenagers were especially hard to
engage with.89,19.22,2627
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Health and social care professionals’
behaviours and emotions

This theme illustrates the connection between profes-
sional behaviours and personal emotions. There are four
descriptive subthemes: (1) empathy and sympathy-con-
necting as a parent, (2) personal emotions and profes-
sional behaviours, (3) distancing and detachment and (4)
managing health and social care professionals’ emotions
through peer support.

Empathy and sympathy-connecting as a parent. Profes-
sionals who were parents empathised with patients by
putting themselves in the ill parents’ shoes.20:2751 Empathic
connecting helped them to build rapport and facilitated
discussions about the children20.21.27

For some, life experiences such as being parents them-
selves®19-22.27.5051 or peing the same age as dying par-
ents,*? helped them to be aware of their reactions to their
patients’ difficulties.

Experiences such as childhood bereavement?! or
remembering when they were seriously ill?* made it harder
for professionals to connect with parents. Empathising
with parents and children thinking about their own chil-
dren?0-2227,52 while thinking of the possibility of dying and
leaving them behind®! led professionals to experience
heightened subjective awareness of their patients’ plight
and that of the children.20-22.27.5051 However, heightened
sympathetic concern for patients and their children was
given as a reason not to connect with them:12.21,51

... but I don’t think | would want to be the one that said to the
six-year old ‘your mummy’s going to die’ (P8, p. 456)%°

Sympathising with children led to strong emotions
where professionals wanted to protect and feared to
upsetting them.1*22 For example, one palliative care
nurse did not want to ... force the children ...8 (p. 26) to
hear about their parents’ illness.

Personal emotions and professional behaviours. Over-
identification with patients blurred boundaries, where
professionals crossed over from experiencing helpful
empathy, to subjective sympathy, where heightened
personal emotions inhibited their abilities to provide
support.820-22,27.28,51,52 ‘Yoy could spend your whole day
in tears with people, couldn’t you?’ (P8, p. 457).2° One
oncology nurse described the emotional burden of con-
necting empathically with parents as ... feeling their [the
ill parents’] pain ...?(p. 152) and another, as being ...
immersed in suffering.?' (p. 4). Heightened emotions
were particularly prevalent for those who were involved
in supporting teenagers.89.21,22,26.2749 However, dealing
with dependent children of any age was described by a
district nurse as being ... heart-rending ... (p. 377).2%
Dealing with stressful emotions, was harder for those

who worked in isolation without the support of the mul-
tidisciplinary team.21.28

Distancing and detachment. By ... not daring to face these
children ... (p. 36)7 professionals distanced themselves
from supporting them.?-10.21,26-28,51 Yoy just have to switch
off ... and You do have to keep yourself a bit detached (p.
152).2 Experiencing painful emotions fuelled a sense of
helplessness and uncertainty in professionals about how
they should act.19.20.27,51

Managing health and social care professionals’ emotions
through peer support. To help to manage their emotions,
professionals sought reassurance from peers that they
were ... doing the right thing (p. 154).2! They welcomed
the opportunity to reflect on, and to share with the multi-
disciplinary team,”.2027 their experiences of, the ... hurt
really that happened ... (p. 458).2° They sought feedback
from the wider team to deal with the stress and intense
emotions engendered by their supportive role.”/810,20-22,27
Some reported that they would value debriefing, counsel-
ling support and role modelling by experienced others
such as psychologists and specialist nurses.19.21,4

Improving connections with parents and
with their children

The focus of this analytical theme was on professionals’
perceptions of what they needed to help to improve their
ability to connect empathically with parents and children.
Thematic synthesis identified one descriptive subtheme.

Seeking recognition and support. Professionals sought
affirmation from employers of their supportive role with
parents and recognition of their responsibility towards
dependent children.”820.2L.27 To prevent children from
being overlooked when a parent was dying, health and
social care professionals wanted improvements in organi-
sational policy.82022 |n addition, nurses identified the need
to ‘flag up’ inpatient records, the presence of children in
the family, from when a parent is admitted to hospital>! or
the hospice.?’ Those working in haematology, neurointen-
sive care, gynaecological cancer,>! oncology,?1?7 palliative
carel®20 and in primary carel®? wanted training to
enhance communication with parents and with children of
different ages and to understand children’s developmental
stages concerning and support needs.81921,22

What this study adds

The three analytical themes demonstrated that develop-
ing empathic rapport with parents and with their children
was key to professionals’ ability to deliver family-focussed
care. Conceptualised by Baillie,>* empathy in the context
of healthcare involves health professionals connecting
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with the experiences of their patients to facilitate sup-
portive rapport and an effective working alliance.>>>7
However, this involves complex relational interactions
between health and social care professionals, patients
and the healthcare environment.>8

Connecting with parents and children to provide fam-
ily-focussed care in the context of this review demanded
significant emotional work for professionals.19-22,26,27,49,51,52
This construct was first defined by Hochschild526% in 1983
to be how employees’ emotions, values, and how they
work, are shaped and managed by the ethos of their
employing organisation. Developed in a nursing context
by Smith,5162 emotional labour describes the ethos of
how nurses’ workplaces influence the quality of patient
care. For example, if not supported by employers and by
colleagues to manage and recognise their emotions,
nurses were in danger of losing their ability to empathise
and act compassionately.

No studies included in this review directly identify the
concepts of emotional work>°0 or labour.6162 However,
Smith’s®162 findings are borne out by health and social
care professionals in this review, who because of per-
ceived lack of emotional support from employers,
detached from connecting with parents and children, pro-
tecting themselves from experiencing significant emo-
tional distress. To manage the pain of over-identifying
with parents and children, professionals developed dis-
tancing behaviours such as focusing on the physical care
of the patient and avoidance of talking to the parents
about their children.19-21,27.28,51

First identified in relation to the work of health profes-
sionals in 1960, professional distancing was conceptual-
ised by Menzies®® as a form of emotional protection.
Menzies’s work resonates with that of Séderberg et al.®*
who reported that when asked to participate in ethically
conflicting and difficult care enrolled nurses working in
intensive care in Sweden experienced feelings of inade-
quacy, isolation and powerlessness. These feelings led
them to experience emotional desolation and resultant
distancing behaviours.

Distancing as part of self-protection is not the whole
picture. Harking back to Menzies’s®3 their Rankin’s® eth-
nography reported an emotional disconnect by nurses
when patient care is organised around the technical care
of the patient and around institutional policies, rather
than being family-focussed.

Within this review, professionals’ management of
emotions was partly dependent on their perceptions of
their professional roles and of their perceptions of the
ethos of their employing organisations.”-10.19.51 |n keeping
with Rankin,® some professionals within this review per-
ceived the focus of their role to be on the technical care of
their patients, rather than on the emotional welfare of
patients’ families.8202151 These findings concur with those
of Bridges et al.’¢ who, building on Menzies’s work,®3

concluded that the extent to which an institution
embraces patient-centred care enhances or inhibits
nurses’ capacity to connect with patients to support them.

Bridges et al.% contended that to truly connect with
their patients, nurses must ‘be present’, bringing aspects
of their authentic selves to the nurse/patient relationship.
However, Hochschild>®0 suggests that for employees to
be effective, employing organisations require them to
replicate the work they are trained to do and to suppress
their authentic selves. For professionals within this review,
the level of recognition of the importance of their sup-
portive, family-focussed role, and the extent to which
they could bring their authentic selves to enable effective
connecting with parents and children, depended partly on
organisational culture.’-10,19-22,26-28,49,51

Involving their authentic selves in supporting parents
and children caused professionals to experience personal
and professional conflict.”819.21,22265152 For example,
aspiring to provide family-focussed care, they sought help
from employers to enable them to manage their personal
emotions and recognition of the significance of their sup-
portive role.”819-2226-2851 |f not supported by their organi-
sations, professionals sought to self-manage sometimes
conflicting emotions and roles.202127 |t is possible that
some managed their emotions by adopting task-orien-
tated persona.”82851

Strengths and limitations

This review is the first to synthesise findings from studies
reported on in peer-reviewed papers about the experi-
ences of health and social care professionals when sup-
porting parents and children during, and following, the
death of a parent in Western healthcare systems.
Variations in methodology, method, treatment stage, the
setting of care, roles of professionals, their employing
organisations and quality and relevance of included
papers impacted on findings of the synthesis. Conclusions
drawn are guided and limited by the research conducted
to date. Although some findings are transferable concern-
ing work setting and professional roles, the variety of
methods used, demography and diverse geographical set-
tings mean that it is not possible to generalise findings
from this review.

The 15 included studies were limited to the experi-
ences of registered health and social care professionals.
The review did not take into account the views of parents,
dependent children, and non-registered healthcare assis-
tants. As social health operators do not have registration
in Italy, their experiences could not be included.?? The
review is of studies using qualitative methods and as such
guantitative studies addressing the research question
were not included.

Not having their primary focus on professionals’ expe-
riences of supporting parents and children meant that
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some included studies are not transferable to settings
where the focus is on supporting parents and children sur-
rounding the death of a parent. Nevertheless, because
these studies contained verbatim quotes of relevance to
this review, they were included.?10,26,28,49,50,52

Although covering experiences of health and social
care professionals in five countries and across three conti-
nents, papers within this review focussed on delivery of
care in Western healthcare systems only. There is a need
for further research into the experiences of health and
social care professionals in developing nations.

Implications for current practice

Children were not always visible within the healthcare sys-
tem.819-2227 Eyen when policies and procedures enabling
the recognition of children were in place2®5! and when the
importance of involving children when parents are dying
was nationally acknowledged by legislation,” 10 children’s
support needs were reported to be overlooked.

The ability to connect empathically with parents and
with children was blocked by professionals’ heightened
emotional distress.®1920-2251 To enhance their confidence
to connect with parents and children, managers, employ-
ing organisations and national policymakers need to
acknowledge the importance of this supportive role. In
addition, to enable professionals to fulfil this role, there
need to be adequate resources in place. Furthermore,
there is a need for healthcare organisations to promote a
learning culture in relation to supporting employees to
manage their emotions, facilitating connecting with par-
ents and with children surrounding the death of a parent.

Future research

This review highlights professionals’ need to develop and
maintain emotional resilience to connect with parents and
with children surrounding the death of a parent. Only one
paper included in this review focuses on experiences when
supporting dependent children after a parent has died.?2
No empirically tested interventions focusing on support-
ing professionals to connect with surviving parents and
children following the death of a parent have yet been
identified. There are evidence-based interventions focus-
ing on enhancing professionals’ knowledge of how to com-
municate with parents and children when parents are
dying.67.68 These support palliative care professionals in
acute oncology settings and require face-to-face attend-
ance at study workshops.%86° There is therefore, a need to
develop alternative interventions for a broader profes-
sional population, focusing on supporting professionals to
connect with parents and children both pre- and post-
parental death and which can be delivered flexibly in a time
and resource-limited environment. There is a need to

conduct participative research with professionals, surviving
parents and with dependent children to investigate what is
needed to support professionals in their emotional labour.
Findings could be used to design, pilot-test and evaluate an
intervention to support professionals to establish empathic
connections with parents and with children.

Conclusion

Synthesis of health and social care professionals’ experi-
ences indicates that despite multiple barriers to doing so,
they aspire to connect with parents and with children to
prepare and support the children surrounding the death
of a parent. To improve outcomes for parents and chil-
dren, there is a need to transform distancing behaviours
and professional detachment into improved confidence to
connect with parents about their children, throughout
this emotionally demanding life event.

Importantly, health and social care professionals need
support from employing organisations to recognise the pres-
ence of children in families from when a parent is diagnosed
with a life—limiting iliness, to after a parent has died. However,
this is not enough. To deliver family-focussed care health and
social care professionals seek support to manage their per-
sonal emotions. Raising international, national and local
organisational awareness of the importance of their support-
ive role surrounding parental death may contribute to the
development of policy and to the development of interven-
tions to help health and social care professionals to enhance
their confidence to connect with parents and with children.
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