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ARTICLE INFO ABSTRACT

The aim of this systematic review was to explore the effects and experiences of parent-to-parent support in
neonatal intensive care from the perspectives of those giving, receiving, or implementing support. Electronic
database searches (14 databases; February 2018) were supplemented with forward and backward citation
chasing. Study selection, data extraction and quality appraisal were performed independently by two reviewers.
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EII\IC% Fourteen studies (6 quantitative and 8 qualitative) met our inclusion criteria. Four major themes were identified
Preterm in the qualitative literature: ‘trust’, ‘hope’, ‘information’, and ‘connecting’. Quantitative studies showed parent-
Premature to-parent support increased perceptions of support, reduced maternal stress, and increased mothers' confidence

in the ability to care for their baby. Whilst the rich qualitative evidence suggested mostly positive experiences of
parent-to-parent support from all perspectives, robust trial evidence was lacking. Furthermore, differences in
models for implementing parent-to-parent support provided limited opportunities to develop recommendations

Systematic review

to guide best practice.

The protocol for this study was registered on PROSPERO, registration number CRD42018090569.

1. Background

Perinatal mental health problems carry a total economic and social
long-term cost to society of about £8.1 billion for each one-year cohort
of births in the UK (Bauer et al., 2014). Improving support for parents of
premature babies is an important priority for parents, carers, health
care professionals and relevant charities. Two priorities identified at the
2014 James Lind Alliance Pre-Term Birth Priority Setting Partnership
workshop (Uhm et al., 2014) relate to improving support for parents:
what should be included in packages of care to support parents and
families/carers when a premature baby is discharged from hospital; and
what emotional and practical support improves attachment and
bonding and whether the provision of such support improve outcomes
for premature babies and their families. The Picker Institute National
Survey conducted in 2011 (Howell and Graham, 2011) also highlighted
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the need for improvements in parental support, suggesting there needs
to be more clarity about how best to support the parent and how par-
ents can best interact with staff in the neonatal intensive care unit
(NICU). It has been suggested that parents may not feel welcome on the
unit, may struggle to understand what is happening and find it difficult
to watch others care for their baby (Guillaume et al., 2013).
Unsurprisingly there are higher levels of anxiety, depression and
post-traumatic stress in mothers of pre-term babies than those whose
children are born at term, and these challenges may persist long after
discharge from the unit (Holditch-Davis et al., 2003; Phillips-Pula et al.,
2013; Vigod et al., 2010; Miles et al., 2007). Combined with high levels
of parental stress, these issues can affect the quality of the early parent-
child relationship with long term implications for the health and well-
being of both the parent and child (Guillaume et al., 2013). Reducing
parent stress and improving self-esteem whilst on the unit and beyond
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is likely to improve outcomes for parents and their children
(Department of HealthD.o. Health, 2009; Dennis, 2003; Hoey et al.,
2008; Jolly et al., 2012; Repper and Carter, 2011).

A variety of interventions have been developed to support parents of
preterm infants (Department of HealthD.o. Health, 2009). Support
forums or groups for parents are one such intervention, and can vary
between being professionally led to peer (parent)-led. Peer support,
defined as ‘the provision of emotional, appraisal and informational
assistance by a selected social network member who possesses experi-
ential knowledge of a specific behaviour or stress and similar char-
acteristics as the target population’, is of particular interest (Dennis,
2003). Peer support has been shown to help people with a variety of
health conditions in aspects such as depression, stress, Post-Traumatic
Stress Disorder, emotional support and isolation (Hoey et al., 2008;
Jolly et al., 2012; Repper and Carter, 2011; Charlesworth et al., 2008).
Being able to talk to a peer (a parent) who is familiar with the ex-
perience of life in the neonatal unit may be uniquely beneficial. Indeed,
studies of parent-to-parent support (P2P) have intimated that benefits
include greater perceived empathy that parent peers are seen to have
for the individuals they support, and opportunities for parent empow-
erment (Brett et al., 2011; Buarque et al., 2006). Whilst the evidence
base for this in the NICU environment is less established, there is re-
cognised growing awareness of the potential benefits (Hall et al., 2015).

The objective of this review therefore was to bring together studies
exploring the experience and effects of P2P from the perspective of
people giving and receiving support, and those involved in im-
plementing P2P in the context of the provision of neonatal care.

2. Methods

This systematic review is reported in accordance with the Preferred
Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA)
statement (Liberati et al., 2009). The protocol followed PRISMA-P re-
porting guidelines (Moher et al., 2015), was registered on the Inter-
national Prospective Register of Systematic Reviews (PROSPERO), re-
gistration number CRD42018090569 and published in an open access
journal (Hunt et al., 2018).

2.1. Patient and public involvement

The systematic review was conducted in collaboration with a study-
specific Parent Advisory Group (PAG). The group included parents with
relevant and varied experience of having a baby in neonatal care and
parents with experience of providing P2P. Four face to face meetings
took place over the course of the project; between meetings the group
was involved via a closed Facebook group. The PAG contributed to
development of the protocol, commented on papers selected for inclu-
sion, critiqued the synthesis, helped to interpret findings and copro-
duced a number of research outputs, including a plain language pro-
tocol summary (available on request).

2.2. Eligibility criteria

We were interested in any quantitative or qualitative study meeting
the criteria below:

Population: Studies of parents of babies cared for in neonatal units
accessing P2P at any time (during their time in hospital or back home in
the community).

Interventions: P2P had to be led and provided by a parent (volun-
teer or paid) with experience of having an infant in neonatal care. We
excluded studies reporting the effects or experiences of interventions
provided by professionals, interventions which offered instruction or
training to parents rather than support, studies of parent support spe-
cifically for families affected by bereavement or for those whose babies
were receiving palliative care and studies which did not adequately
describe the intervention.
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Outcomes: Any experiences or effects of P2P from people offering,
receiving or implementing P2P. We were also interested in any adverse
experiences or effects of P2P.

We did not exclude by study design. Editorials, opinion pieces and
letters were excluded.

2.3. Search strategy

We searched 14 bibliographic databases: Medline, Embase,
PsycINFO, Social Policy and Practice (SPP), HMIC (via OvidSP),
CINAHL Complete (via EBSCOhost), BNI, PQDT, ASSIA (via ProQuest),
Social Sciences Citation Index, Conference Proceedings Citation Index —
Science and Social Sciences and Humanities (Web of Science, Clarivate
Analytics) and the Cochrane Library (CDSR and CENTRAL) in February
2018 from inception. The search consisted of both free text and con-
trolled vocabulary (e.g. MeSH) terms. The Medline search strategy is
shown in Supplementary File 1. We carried out forwards and backwards
citation chasing of the included papers using both SCOPUS and Web of
Science. The search metrics are shown in Supplementary File 2. We also
searched 12 websites and Nexis News in June 2018; details are listed in
Supplementary File 3. In December 2018 we carried out a further da-
tabase search in Medline, PsycINFO and CINAHL limited to the names
of the specific UK programmes identified.

2.4. Data collection and analysis

Abstracts and titles of references retrieved by the search were each
screened independently by two reviewers using the pre-specified in-
clusion/exclusion criteria. The full texts of potentially relevant studies
were obtained and were also independently assessed for inclusion by
two reviewers. Discrepancies were resolved by discussion; reference to
a third reviewer was planned but not necessary.

2.5. Data collection process

Quantitative data were extracted by one reviewer and checked by
another reviewer. As before, reference to a third reviewer was planned
but not necessary. We used the template for intervention description
and replication (TIDieR) checklist (Hoffmann et al., 2014) to inform the
systematic data collection. For qualitative studies, we extracted details
of the study aim, the sample, and the type and nature of the interven-
tion/programme. We also collected data on the theoretical approach,
the methods used to collect the data and the analytic processes. This
process was conducted by two reviewers independently and dis-
crepancies resolved through discussion.

2.6. Quality appraisal

We used the Effective Public Health Practice Project (EPHPP)
quality assessment for quantitative data studies (Thomas et al., 2004).
This tool enables an assessment of selection bias, study design, use of
blinding, the level of confounding, data collection methods and data
analysis, providing an overall summary rating of weak, moderate or
strong. For qualitative studies, we used the Wallace criteria to de-
termine the quality of reporting and the appropriateness of the method
used (Wallace et al., 2004). The assessed criteria include theoretical
perspective, appropriateness of question, study design, context, sam-
pling, data collection, analysis, reflexivity, appropriateness gen-
eralisability, and ethics.

2.7. Quantitative synthesis

We used methods of quantitative synthesis as outlined by the
Cochrane Handbook (Higgins and Green, 2011). The included quanti-
tative studies reported a range of outcomes, which we grouped ac-
cording to broad categories. There were insufficient homogenous data
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across studies to allow for a formal meta-analysis for any outcome. We
therefore tabulated the data and summarised the effectiveness results
narratively, grouping outcome measures by their broad category (e.g.
psychological) and then by the specific measure (e.g. depression).

2.8. Qualitative synthesis

All qualitative outcomes were in the form of quotes (1st order),
themes and concepts identified by study authors (2nd order), and
themes and concepts identified by review authors (3rd order). The ar-
ticles and the extracted data were read and re-read and the findings
organized into sub-themes through discussion. Sub-themes were then
grouped into main themes. The PAG took part in a reference group
meeting to discuss the qualitative synthesis and establish relevance and
transferability to a wider audience. We also held an impact conference
with parents, neonatal staff and other stakeholders to explore these
findings and implications for practice.

2.9. Overarching synthesis

We created an overarching synthesis to link the quantitative and
qualitative evidence. We used the narrative synthesis methods outlined
by Rodgers and colleagues (Rodgers et al., 2009), taking the five broad
categories found in the quantitative synthesis and the sub-themes from
the qualitative synthesis and looked at how they mapped across to each
other, and whether the direction of effects and experiences were similar
or not. We explored whether the qualitative findings could help explain
the effects (or lack of) on quantitative outcomes.

3. Results

The electronic database searches found a total of 7431 articles. After
title and abstract screening of 4593 articles, 118 full texts were re-
trieved for closer examination. Of these, 106 were excluded: the reasons
for exclusion at the full text stage can be seen in the PRISMA flow
diagram in Fig. 1. A total of 14 studies, reported in 15 articles, were
included in the final review: 6 quantitative and 8 qualitative. The main
study characteristics are shown in Table 1.

3.1. Study characteristics

No studies from the UK were identified: 5 were from Canada, 8 from
the USA and 1 from Finland (Table 1). One study focussed on neonatal
staff (Rossman et al., 2012), one focussed on the parent support giver
(Livermore, 1980), one focussed on all involved (parents, parent sup-
port giver and neonatal staff and managers) (Roman, 1988) and the
remainder focussed on the parents (mothers) receiving support. Only
one study included data from fathers, from the perspectives of both P2P
givers and receivers (Roman, 1988). Four of 14 studies focussed on P2P
specifically for breastfeeding (Rossman et al., 2011, 2012; Merewood
et al., 2006; Niela-Vilen et al., 2016; Oza-Frank et al., 2014).

3.2. Study quality

The quality of quantitative studies is shown in Table 2. Selection
bias, study design and accounting for confounders were well reported
and mostly rated as moderate or strong. Blinding of intervention and
outcome measurement was not rated as strong for any study, with four
studies (Niela-Vilen et al., 2016; Oza-Frank et al., 2014; Minde et al.,
1980; Preyde, 2007; Preyde and Ardal, 2003) rated as weak. Reporting
on the data collection methods used and whether all participants were
accounted for was variable. Overall study quality was mixed, with only
one study rated strong (Roman et al., 1995), two studies as moderate
(Merewood et al., 2006; Preyde, 2007; Preyde and Ardal, 2003) and
three studies assessed as weak (Niela-Vilen et al., 2016; Oza-Frank
et al., 2014; Minde et al., 1980).
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The quality of the included qualitative studies was generally good,
with the studies reported well and only a few concerns about bias across
the studies (see Table 3). All but one (Macdonell et al., 2013) of the
qualitative studies had clear research questions. All used appropriate
study designs and described results that were clearly substantiated by
the data. Most studies adequately described the setting and how data
were collected, had adequate sample sizes and made reasonable claims
about generalisability of findings. Less well reported were whether
there were any theories/ideologies behind the research question and
whether this influenced the study design. Only three studies reported
reflexivity from the authors (Livermore, 1980; Roman, 1988; Morris,
2008).

4. Quantitative synthesis

Six studies (two randomised controlled trials, three case-control
studies and one pre-post study) assessed the effect of P2P: three were
specific to peer breast-feeding support (Merewood et al., 2006; Niela-
Vilen et al., 2016; Oza-Frank et al., 2014). Data were not suitable for
meta-analyses due to heterogeneity in study design and outcome
measures. Outcomes were thus summarised narratively in the following
areas: psychological, perceptions, interaction and behaviour, knowl-
edge and understanding, and breastfeeding rates and attitudes. All re-
sults are shown as mean (SDs) where possible and reported as a com-
parison of the effect of P2P intervention compared to control.

4.1. Psychological outcomes

Two case-control studies assessed the effect of P2P on maternal
anxiety and depression (Preyde and Ardal, 2003; Roman et al., 1995).
Anxiety was measured by the Profile of Mood States (POMS) ques-
tionnaire at discharge, 1, 4 and 12 months in the study by Roman and
by both State Anxiety Inventory and Trait Inventory at 4 months in the
study by Preyde et al. (Preyde and Ardal, 2003). No difference in an-
xiety between those who had P2P and those who did not was found at
discharge (Roman et al., 1995). Less anxiety in those who had received
P2P however was found at 1 month [8.55 vs 15.84, p < 0.001]
(Roman et al., 1995) and 4 month follow ups ([6.57 vs 10.17, p > 0.05
(Roman et al., 1995)], [31.4 vs 38.6, p < 0.05 (Preyde and Ardal,
2003)) though at 12 months, Roman reported no observed difference
between the two groups.

Depression, assessed using the Beck Depression Inventory (Preyde
and Ardal, 2003) and as a sub-scale of the POMS (Roman et al., 1995)
was reported as no different at discharge, 1, 4 or 12 month in the study
by Roman, but lower for those who received P2P at 4 months in the
study by Preyde et al. [2.20 vs 4.88, p < 0.01]. Maternal stress, as-
sessed at 1 month using the Parental Stressor Scale (PSS), was reported
to be significantly lower for those who had P2P compared to those who
did not, across all 4 domains (infant appearance, parental role, sights
and sounds, staff relations), with the total score 1.54 vs 2.93,
p < 0.001 (Preyde and Ardal, 2003). There were significant differ-
ences in effects on self-esteem from discharge to 4 months, assessed
using the Rosenberg scale: increasing in mothers who had received P2P
and decreasing for those who had not, with 4 month values reported as
being significantly higher for mothers in the P2P group (raw data not
shown, p < 0.05) (Roman et al., 1995). No beneficial effects of P2P
were reported for anger, confusion or fatigue at discharge, 1 or 4
months (Roman et al., 1995).

4.2. Perceptions relating to care and support

Three papers (Minde et al., 1980; Preyde, 2007; Preyde and Ardal,
2003) reporting on two case control studies, assessed outcomes relating
to perceptions of either the ability to care or perceptions of care and/or
support received. At the time of discharge, mothers who had received
P2P reported higher satisfaction with nursing care (4.3(0.7) vs 3.9(0.7),
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Fig. 1. PRISMA flow diagram of included studies.

p < 0.05) and medical care (4.6(0.6) vs 4.3(0.6), p < 0.02) whilst in
the NICU and greater confidence in their ability to be able to care for
their baby at home (3.8(1.2) vs 3.1(1.0), p < 0.05) (Minde et al.,
1980), compared to control groups. Greater perceived ability to care for
their baby at 4 month follow up after discharge (raw data not shown,
t =249, p < 0.05), was also reported by mothers receiving P2P in the
study by Preyde (2007). In this study, mothers who had received P2P
also reported feeling more supported at 4 month follow up, as assessed
by the Multidimensional Scale of Perceived Social Support [6.49 vs
5.48, p < 0.01] (Preyde and Ardal, 2003), and more able to share their
experience [raw data not shown, U = 121, p < 0.01] and have better
listening support [raw data not shown, U = 192.5, p < 0.05], than
those who were not part of the P2P programme (Preyde, 2007).

4.3. Interaction and parenting behaviours

Two case control studies reported observations and self-reported
items on mother-infant interaction and/or parental behaviours (Minde
et al., 1980; Roman et al., 1995). Whilst in the NICU, mothers in the
P2P group visited their infant more times per week than control mo-
thers (4.5 visits (2.5) vs 3.1(1.9), P = 0.05), and were also observed to
touch, talk and ‘look en-face’ with their infant more than control mo-
thers (data depicted graphically; p < 0.05), though smiling and simple
looking were similar between the two groups (Minde et al., 1980). P2P
mothers in this study also reported, at discharge, interacting more with

other parents [3.8 interactions (1.3) vs 2.0(1.0), p < 0.01] than mo-
thers in the control group. Observations of parenting routines related to
feeding and sleeping at 1, 2 and 3 months post discharge showed mostly
no difference between those who had received support and those who
had not (Minde et al., 1980). At one year follow up in the study by
Roman et al. (1995), there was no difference in observations of family
functioning (Feetham Family Functioning Scale) between P2P and
control mothers, but higher scores were observed for parent-infant in-
teraction (NCATS scale) [58.4(6.45) vs 52.32(11.6), p < 0.05] and for
the quality of the home environment (HOME scale) 58.40(6.45) vs
52.32(11.6) in the families who had received P2P.

4.4. Knowledge and understanding

Two case-control studies reported on knowledge and understanding
assessed using bespoke scales (Minde et al., 1980; Preyde and Ardal,
2003). Minde et al. (1980) found that at discharge from the NICU,
mothers who had received P2P reported better understanding of their
infant's condition [3.8(1.1) vs 2.8(1.0), p < 0.01], had felt they had
received better information during their NICU stay [4.4(0.8) vs
3.5(1.0), p < 0.01] and had greater knowledge of community re-
sources available to them compared to control mothers [3.9(1.1 vs
2.7(1.0), p < 0.001]. At 4 months follow up, Preyde et al. (Preyde and
Ardal, 2003) found that mothers who received P2P reported a better
understanding of their infant's medical condition compared to control



Journal of Neonatal Nursing xxx (Xxxxx) XXX—-XXX

H. Hunt, et al.

(98pd 1x2u UO panunU0I)

syuared
ue1aloa Aq papiaoid yroddns
199d-01-192d jo soouaLradxy

NDIN 9 (s19r10ddns 19ad
se) Sunisia syuared jo sousrradxy

NDIN
oy} ur 1oddns pue sousLradxa
s1apowr auoydoj3uy-uoN

(AINOH) JUSWUOIIAUS SWOY
pue (SLVYON) uonoeI)ur juejur
-[eurayewr (Sq44:) Suruonouny
Aqrurey {(SINOJ) Wad31se

-J[9S ‘sale)S PoOuUl [BUIDIBIA

*Aj9rxue Jren pue 1oddns [eroos
PpaaredIad :2UI02IN0 AIRPU0ISS

‘uoissaidap
pue A91xue 91eIs ‘ssans
[eIUSIRJ :DWOINO ATRWLId

a3reyosip je uorsiaoxd
[tunsealq pue ‘urpasjisealq
renied pue 9AISNIXH

urpaspisealq 01 sapmme
Juared ‘vonjeinp uorssaidxa
y[iunseaiq pue Surpasy-isearg

Aduaredwod jo 3uryex
-J[9S pUE UONIRIIUL JO SAINSLIUL
pUe S}ISIA JUBJUT JO I2QUINN

‘umyredisod syeam g1 Je 3urpasy
-1sea1q [ented pue 9AISN[OXY

SIYIOW Zj

s1apiaoxd
110ddns 19ad §

NDIN 913 ul saiqeq
MATA JO sisyjowx
suoydoj8uy-uou g

dnoi3

[ONUOD UI SIDYIOW g
dnoid uonusaejur

Ul SISYIOW /g

HAO4V SV

dnoid jonuod ur
sited plIyd-Iapowr gz
dnoi3 uonuaaIalul Ul
sited plIyo-1apowr gg

sared
juejul-Isjowr 969

dnoi8

[O1UOD Ul SISYIOW $9
‘dnoi8 uonuaaIIUI
ur siaypouwr 09

dnoid jonuod

93 Ul sol[IwIey 67
‘dno18 uonuaayuI
ur saf[Iurey 8¢

dnoi8 jonuod ur sired
PIIYo- Joyowr 5§
dnoi3 uonuaaIalul Ul
sared pryo-1aylow €

yoom
/sAep €-1 NDIN pasia s1v11oddns 1994
T'1

WSIA 3}

JO JudIUO0d Ay SurMIdNMS I0 sanbruyde)
SUIMIIAIDIUT UT pauIeI} JOU Ik
(s1o1powr ueId)AA [[e) sioyroddns 1094
1

[reurs

‘ouoydafe) ‘9deJ-908] UOHIBITUNWWO)D)
*SYIUOUI ZT—T JOAO ‘SUOIIBSIDAUOD OF

0] G woij paduer 10eju0d Jo Aduanbaig
T

91D [ENSN — [0NU0D
uRy)

M sSuneaw ajepdn Ajypuowr pjay
pue syuared 199d palInIdal 10JRUIPIO
-0d wrerdod asmu y ‘s1oe1u0d suoyd pue
‘Quoy ‘Terdsoy papnjoul pue UOISSIWIPE
NDIN uo pajentut 1oddns 199d

1

JA04dV SV

auoydafal

e1A 110ddns jeuruiopald ‘uonIpuod
[es1paw syuejur pue a8enduel uo paseq
sjuared yIIm payplew pue ‘Sururen

[ G uaA13 s1)10ddns 19ad ueIalop

1

oq 10

‘{ATuo 110ddns 10[[9suNod uoneIdE| ‘A[UO
110ddns gg 199d 191319 PIATadAI SIDYION
1

u0ddns 4g aunno. pan1adal

dno.s 10.43u05> pup uonUAIIUL 110G,

3IeD [ENSN — [O1UO0D

*(3]00qadRy) BIPIW [RID0S UO

dnoi8 yroddns-1oad Surpaspiseaiq paso)
Jeurioy dNOYD ANI'INO

3Ied [Ensn — [o1U0D

'syPaMm 1T

0] U2A3S 10§ Jour sdnoin “urw Og 1-06 10j
AP{eam 2duo Jour sdnoin Juared ueisloa
Aq pajelioey - syuared p—¢ jo sdnoin
dnoyd

S}99M 9 10j

siseq A]{ooM B UO I9)jeaIal]) pue ‘yiaiq
JO 4 2/ UIYIIM 1DBIUO0D 9JBJ-01-9J8] [eNTU]
1

ared
Jo [opour o) Surdoraasp ur sjuared ueIsloA
3urSe8us jo uonejuswardwl Y} SSISSE O],

syuared (19110ddns-1ead) Sunisia
Jo sa189181s pue seousLadxa 9 el
pue wrerdoid j1oddns 19ad a3 2qLIdSIp O,

sa1ppnq

-juared reqruns Affernymnd pue Ajpesnsmaury
M wey) Suryojew urerdoxd yroddns
199d ® JO JUSWISSIsSE,sIdYIoW 210[dXa O,

110ddns juared-o)-juared
NDIN UBISRA JO 5193JJ9 a1} 210[dXd O],

HA04V SV

NDIN 3y ut syuejur urralaid
A19A jO s1apowr 10§ J1oddns 19ad Juared
-0)-Jua1ed JO SSAUDATIORYD B) SIBN[BAD O,

sau0dIno Jurpasyiseaiq

uo ad£j} JJeIs uonelde| JO 193JJ2 Y} SSISSE O,
*sjuejul wiralaxd jo s1oyjouwr

9 UI 3ILD JUNNOI M paredurod apmne
Burpasyisealq [euIaleu 0 uolssardxa

y[Iur Jseai1q 1o JuIpasdisealq Jo uoneInp
9] UO 199JJa ue sey uonuaAlul 1roddns
199d paseq-1ouIa)u] Ue IOYIAYM SUIUWEXD O,

9ouaredwod

Sunuored 197e[ JO SOINSEIW SNOLIBA UO PRy
‘syuejur axnjeuraid [rews 194 jo syuared
M JTUN 9TBD JAISUIIUT [JBUOSU B UT

PIaY ‘sdnoid uoIsSNISIp 19910 9 SSISSE O,

‘syuejur sanjewsid Suoure uoneInp
Burpaapiseaiq pajoeduwil SIO[PSUNOD
199d UBI9IPA IDYIDYM DUIULIAILP O],

NJIN

NDIN

NJIN

woy
uonisuen + NDIN

HAO04V SV

oy
uonisuen pue NDIN

NDIN

auruo

NDIN

auroy
0} uonisuen} pue NDIN

vsn 800T ‘SIION
sisATeue
OTJBWIBY] SMITAISIUT PAINIINIS €102
PUE YOBqPIDJ UINILIM BpeURD B 19 [[PUOPIRIA
sisATeue
ou ‘oued e woiy sydLdsuer], VSN 0861 ©IOULIDAIT
sisATeue dneway) 1102
{SMITAID)UT PAINIDNIIS-TUIDS epeue) “Ie 19 TepIy

(8 = u) SoIpMIs dAnEIENd)

dn mof[oJ yoom S661
2GS PUe 9T b+ [0NUOD 3seD vsn “[e 32 uewoy
(anoav
SV HINVS)
AAQ4V SV Epeued £00T ‘OpAa1d
dn
MO[[O] }99M 9T + [01IU0D IseD) epeue) €00 2pAaid
MIIAI
1B [edIpaw ySnoiy) Apnis $102
1593 1s0d/-a1d aAndudsap v VSN ‘e 19 uel-ezQ
9102 “[e 19
dn mofoy 1eak 1+ 1D¥  pue[uld US[IA-B[PIN
dn morjoy 0861
YIUOW € YIIM [01IUO0D ISeD epeue) “[e 39 SpuIA
900¢
dn moyoj ypam g1 + IDY VSN “Te 39 POOMIIdIN

(s1oded /£ ur parodar ‘9 = u) sa1pnis dATIEINUENQ

Eliilenililg}

syuedpnred

[9poIN 1oddng 1994

2A19(q0

Sumpg

Anunod

sisATeue 33 dn mofjoj ‘udisoq Apmgs ERliEEIEN |

*SOIPNIS PIPN[DUT JO SONSLIDIOBIBYD
I 3[qeL



—XXX
) 2006X:

ing xxx (XXX,

1 of Neonatal Nursing x:
Journal o

et al.

H. Hunt,

0.05].
t=241,p <
data not shown,
raw da
mothers [ ttitudes assessed
ing rates and a -post study tion
5§ 5 Breastfeedlng ials and one p.l”e rates and dura 1
« N ﬁ 4.5. rolled tria tfeedlng _Frank et a )
¢ 5 E ised cont n breas 6; Oza-F ne
o g g R & Two randomis feeding P2P o et al, 2016; L, 2006) and o £
g g EE 2% Y - . ilen "
s g 3 $EE g2 he effects of breast2 006: Nlela'V1le(MereW°0d et aidence of effectﬂ:’S
< =) e . > e V.
= e 5 £ 5 EE: HE EMereWOOd ° i one face tolfa;016), found n;) Zding at 3-4 mon 0
k= £3 2 8 =2E¢28 th RCTs, ilen et al., . breastfe breast m
- S zZ & g2 2% £ 4). Bo iela-Vilen vely ived any d
)z} T B8 =1 S E & 5] 201 (Niela xclusi eive are.
£ Sy %8 gggeéd -based thers e ies who rec ial, comp
L S B 5 §E&§ ) internet of mo babies P2P trial, iffer-
g 58 g s¢ - in umber ion of face o diffe
£ g % 1 X E 5 g P2P on tl;le nge The proporl:};’her in the fac(; ;0 but there wlalS [?{R 0.87
S a = 8 28 a8 35 ischarge. i ly hi 006], i
© g 3 = 555 2 disc . antly = 0. tria
v | 2 2y 2 g EBEgl post ver was signific (0.97-6.40), p etbased PP k et al, 2014),
g £ 5 E« ] sl howe trol [OR 2.49 (0. in the 1ntel’ntu dy (Oza-Fran tation staff type
&9 n S S cta .
é 8z E to co between gr(;l(l)l]) The pre-post ed the effect of lan d at discharge
g5 g, ence = 0.60]. ive, assess CU stay a nsultants,
£ 82 3-1.41, p ospective, a the NI tion co U
3§ £ (0.5 tly retr ring lv lacta ing NIC
a8y n 5 5 : s partly es du r only ilk during
” & 8, s 3} =8 hich wa: R utcom 1101‘5’ (O milk llor
3 25% 3 g 3 w ding o counse breast ounse
= 2 585 T 28 breastfee ly P2P ive or any th P2P ¢
2 = g g0 g 2 on w only I usive w bo
P Lt e 2z E - = A ers who sa ovide excl hers who sa
2 588 - N Moth ikely to pr mot
g 2% % & QB o 5 less likely mpared to
g | E5% 2 8 .8 were ischarge co
k= g8 . g - 2 B Z or at dis ltant.
3 — < S - °c=z ° o stay ion consu
A 2 _% R 4 % E = nd lactation d into
& 5T o g S & = a s ed 1
g é £§ &3 g £ = tive synthesis oP. Data were grqzzntiﬁed.
a §a &g & 58 ualitati iences of P2P. were i
& 7 8 g, o g9 5.Q rience: in themes
S 5E 3 g g9 z 9 ibed expe ich 4 main
£ D £35 85 =L =3 ies describe hich in Table 4.
& IS k) E & 5 8 = o 8 15 z . studies ts’, from w! n in Ta
&z < 8 S % 8 = = & Elght ¢ oncepts, re show
s ESE £gs =8 =8 s or ‘c . es a
= & g §° S = § E g ¢ gz % Sub-then}fhin the main them
< g 2 8BE © 2 5 o S = wi
3 | E¢ “SE Syl of s 2 Concepts friends who
— = = 2 8o = 5 as
é '§ % E‘ E E 8 g é 5 2’& § % E Theme one: t e providing p2p d whatever the
. 258 RS e’sogcﬁ~g:r:-5 5.1 of thos ative and wt d up by
8 ~ 2 E e e e
& EI = 2 K Eo £EE=z identified the rOIation howevergr:gsg) This was pICkof those
5 Z o -3 O ) » n i inform 1 . hty
a = 5 E ~ @ o s 2 Roma nd in » (Roman, , e abi 1,
8 |z2% g3 25 share news a s friends” (R« it real’ or th_ acdonell et a
£ 0 s E: f2 could “bad new. ‘keeping 1988; M
° 2 o & g a 3 a5 ic, termed bout as k’ (Roman,
g8 £¢& g 2 Ea topic, d talked a lity chec il
2 ° 8 « 8 =R £ hers. an a ‘reality 11): t you wi
g = E 2 g B4 2 § 5 a2 = g ot . ’-ng P2P to be dal et al., 20 Iways [rosy] bu annot
%] = . d . 1.
25 58z = & E zdcs £3¢ prO‘”d;V[Orris 2008; Ar verything isn't o they can or ¢
- 5y 2% BgiEZs 2013; o r that every atter wi
FEcgy g g5 §ug§8$ alistic to hear is special no my ] ,
EERERE 3= R 8253 z 5 It's more re d every child is (Morris, 2008) in the shoes
<) > Q= < ’ n
SEEg g o2 g 8 s EZyZ e 2 through an in NICU ing “walked i 2011,
S33EE % i gifg g £ § get of baby in s having et al,
2523 g 5 g =i 88283 2 [Mother iding P2P a (Rossman 3; Ardal
e g g g g S g —330'5‘:”" do. € providi ommon al., 2013;
E5g=tpk Sy EERE 5 The theme of thos upported was 88; Macdonell et perience o the
S 3] ¥z 2 a. RS 35 g g B hev s 1988; d ex
HE RS 3 - of the parents they su ging the value of share
£«x 85 Q , e, -
2 § 2 g & Ecos €2 2012; leeﬂ;lo;cknowledgmg ' r shoes so that
S usgmamg;[—w 11), . in you ar.
3 S SZE S 1., 20 ted: lked in ier to be
= 2 82 et al., X uppor have wa ittle easie
5 being s iends that his a litt
] rent en . h tl
g 27 pa only a fe ewf” f going througl 11)]
= = 2 there are ur experterce o, an et al., 20 ore, 1980;
2 2 €9 've made yo in NICU (Rossm iming (Livermore, was
2 g 52 they by in NI f timing port
7 8 a aby [0} t sup:
g K EE 2 g [Mother of b nised the valu(;)erienced parerilen the parent
= ) o] =] . Cog! Ex| d w les
Z < 2 g Q z iders re 2011). it occurre itutional ro
g 2 g =2 5 z 2P prov t al., is, it oc institution:
5 S g Z 2 P : Ardal e > - that is, ited by ins s the
50 2 =8 1988; ing ‘timely limite belled a
£ Q g . Roman, by being d was not ing’ was la ight time
=] = . . t tim
£ = ~ - g terized by he most an icious sharing ) t the rig
A . .8 2 3 charac ort the ‘Judici . ation a
) 45 2 2 supp tact. . nform
e = zE & 2 ded the iate con ight i
8 ] S 2 g o nee opria the rig|
< 2 T8 £ 2 appr share as
2 % 3 g £ 8 =28 E g% or rules for psu pporters to d next, so she w
_: £ ,SO.O % E 'E 42 ‘T‘:’ '_8 a 'qu g abﬂity of peer s they supported. tell me what wﬂSd letal. 201 i
£ g o R wmcmhz E en o te rda ’
< |25 P2 ziif PEoog with the par e focs. (Motherof by in NICU (+ supported
e g2 e e8gz % 5 . the T 0) he ;
. =2 EE s g EE25E2E ¢35 ted for [Mothei t of ¢ 88
5 o= o 5 muzhﬁﬁ = g he wai facts. judemen n, 1988;
2 g g g 2 o ) g g 8.2 ) E g S dofthe itical juag 80; Roman, .
S | £8°% R EEINE 3 E er ahea k of cri e, 1980; key re
= S & = i~ S 9 2 5§ 5 nevi lac ivermor g . er a
3 s Ss 2 g ££285¢8 . nd a t (Liv: listen .
g E ? § g 'E:: B Understandln% ad as a key CO;ICeF;th being a goggo' Roman, 19881)
B e =9 & identifie 1), w 1980; letal.,
= 5 0 en 1 . re, . da
8 SN 3 parent wasolg Ardal et al., f? 20’12; LlVernTOMorris, 2008; Ar t’ with a
< = > Morris, 2008; et al., 20 ’ man, 1988,‘ ing able to ven
< %] sman 80; Ro: d ‘being
g 3 > ; uisite (Rossm ermore, 1980; nfiding an
€5 3 c! 4 studies (Liv value of co:
é 3 = = Five nised the
- 2 = =9 2011) recog
- 1 . .
E g A FEE P2P provider:
e N g @ &
= = < @
= ) g S ~
— e A
[
) =1
=&
[



H. Hunt, et al.

Journal of Neonatal Nursing xxx (Xxxxx) XXX—-XXX

Table 2

Summary of quality appraisal for quantitative studies using the Effective Public Health Practice Project (EPHPP) tool.
STUDY ID Selection bias Study design Confounders Blinding Data Collection Methods Withdrawals/Dropouts OVERALL
Merewood et al., 2006 Moderate Strong Strong Moderate Poor Moderate MODERATE
Minde et al., 1980 Moderate Moderate Moderate Weak Weak Weak WEAK
Niela-Vilen et al., 2016 Strong Strong Strong Weak Moderate Weak WEAK
Oza-Frank et al., 2014 Moderate Moderate Moderate Weak Weak NA WEAK
Preyde 2003 & Preyde, 2007 Moderate Moderate Strong Weak Strong Moderate MODERATE
Roman et al., 1995 Strong Moderate Strong Moderate Strong Moderate STRONG

It is nice to be able to vent and [receive] feedback from other preemie
parents. Before my daughter I had never known anyone who had a
preemie. It was a hard thing to go through without people who under-
stood my feelings. [Mother of baby in NICU (Morris, 2008)]

5.2. Theme two: hope

P2P providers were found to give parents confidence in their ability
as a parent, and in their ability to parent within the NICU (Rossman
et al., 2011, 2012; Livermore, 1980; Roman, 1988; Macdonell et al.,
2013; Ardal et al., 2011):

She helped me to believe in myself, in my son, and to get the confidence
that I needed. [Mother of baby in NICU (Ardal et al., 2011)]

This linked to a strong sense of reassurance that supported parents
gained from the experienced parent providing P2P (Rossman et al.,
2011, 2012; Livermore, 1980; Roman, 1988; Macdonell et al., 2013;
Morris, 2008; Ardal et al., 2011):

When you see another parent who has been through what you are going
through, it is reassuring to see them functioning. Like they were dressed,
drove to the hospital, had makeup on. They talk about stuff matter of
factly. [NICU parent (Roman, 1988)]

The concept of a ‘changed perspective’ for the supported parent was
prominent in three studies (Livermore, 1980; Roman, 1988; Rossman
et al., 2011) as was the place of the P2P supporter in normalising the
role, environment and situation of the supported parent, and providing
a role model for ‘being a parent’ (Livermore, 1980; Roman, 1988;
Rossman et al., 2011; Morris, 2008; Ardal et al., 2011). ‘Normal for
NICU” was a concept explored in several studies (Livermore, 1980;
Roman, 1988; Rossman et al., 2011; Macdonell et al., 2013; Ardal et al.,
2011).

5.3. Theme three: information and help

The idea of ‘NICU literacy’ was explored across four studies
(Livermore, 1980; Roman, 1988; Macdonell et al., 2013; Ardal et al.,
2011) where P2P supporters were able to translate terms for new par-
ents, identify different approaches and techniques and explain proce-
dures that were unfamiliar — as well as point out environmental in-
formation such as where the milk room was.

They listen, they respond, they don't interrupt, don't get distracted, there
is a silence that is not awkward, it is a waiting. Like they want to draw
more, unless you experience it you can't understand it. [volunteer father
(Roman, 1988)]

New parents were able to ask questions of peer parents that they felt
uncomfortable asking NICU staff, and were able to discuss issues so that
they knew the questions to ask the staff ((Roman, 1988; Morris, 2008):

Nurses know the answers, another mom can tell you what the questions
are. Once we knew what to ask, the staff was great. We were “trained”
really well. [NICU mother (Roman, 1988)]

Staff within the NICUs learnt from P2P supporters — this was

highlighted in one study (Livermore, 1980). P2P supporters' role in
encouraging new parents, in terms of feeling like parents, expressing
hopes and fears, and in having physical contact with their babies, along
with the P2P givers being a source of ‘hands on’ support, was identified
in two studies (Livermore and Roman). Several studies (Livermore,
1980; Roman, 1988; Rossman et al., 2011) identified with the subtheme
of support from P2P supporters being ‘beyond the usual’:

Although one visit and one or 2 phone calls is all that I usually do, I kept
in touch with this mother for 8 or 9 months. We joke about it and say she
bonded to me while she was in the hospital. The nice part of this story is
that the baby was doing very well the last time I saw her. She was 9
months old and practically walking. [Volunteer mother (Livermore,
1980)]

5.4. Theme four: connecting

P2P helped reduce feelings of isolation in new NICU parents
(Roman, 1988; Rossman et al., 2011; Macdonell et al., 2013; Morris,
2008):

I needed to not feel so isolated and I needed somewhere to vent my

frustrations without being judged. It gave me a place to for lack of a

better word “Share”. Whether I was sharing pain or joy there was

always someone there to listen. [New NICU parent (Morris, 2008)]

The role of supporting parents as extended family and friends was
highlighted as important (Rossman et al., 2011; Macdonell et al., 2013;
Morris, 2008):

The friends that we made in the NICU are also a huge support system for
us. They understand what we have gone through and what we are still
going through. [New mother (Morris, 2008)]

In one paper (Macdonell et al., 2013) the support offered and re-
ceived was part of a two-way relationship in which the NICU staff
benefitted as well as those being supported. Linked to this theme, one
study (Livermore, 1980) highlighted the therapeutic benefit of giving
support for P2P givers and the sense of feeling ‘useful’ to both the
parents they supported and the wider organisation. This was not always
a positive experience, and in the same study P2P givers reported an-
xiety and concerns that they were intruding on the new parent:

When I go into a hospital and get ready to knock on a new mother's door,
there is always that twinge; am I intruding on this person, what if this
person doesn't want any help, what if they don't want to hear what I've
got to say .... They are not always really crazy to hear from us [peer
supporter (Livermore, 1980)]

6. Overarching synthesis

There is overlap between the quantitative and qualitative evidence
bases, but also some key differences. The quantitative research focusses
on measuring self-reported outcomes from the mothers receiving sup-
port, with most attention being on perceptions of stress and anxiety and
of confidence or self-efficacy in being able to care for their baby.
Reductions in perceived stress and feelings of better support reported
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Table 4
Concepts developed from the main themes of qualitative evidence.

Theme Concepts

Trust Bad news friends
Keeping it real
‘Walking in shoes’
Shared experiences
Timing/‘judicious sharing’
Non-judgmental/understanding
‘Being able to vent’/Confiding
Listener
Hope Confidence
Reassurance
Changed perspective
Normalising/Role Model/‘Being a parent’
Hands-on
“Normal for NICU”
Staff learnt from peers
‘NICU literacy’
Being able to ask questions
Having questions answered
Support beyond the usual
Right place, right time
Encouraging
Reduced isolation
Extended family + friends
Two way
Therapy
‘Being useful’

Information + help

Connecting

by the mothers align well with the positive experiences of mothers
feeling more hopeful, having someone who will listen and welcoming
the shared understanding that came through strongly in the qualitative
studies. While quantitative studies did explore effects on knowledge
and understanding, the qualitative evidence synthesis expands this to
provide rich detail about how mothers valued and trusted the experi-
ential knowledge from the peer supporter, and in particular the ability
of the peer supporter to use judicious timing in sharing information and
experiences.

Impact on NICU staff and those providing P2P, explored in the
qualitative research, was not measured in the quantitative research but
are likely to be important considerations for implementation of P2P in
NICUs. We identified no quantitative measures of how useful or helpful
parents found P2P within the NICU, in transition or at home. We also
found no quantitative measures of experiences of those providing P2P,
in terms of either positive or negative effects. Very little evidence was
identified on either qualitative or quantitative measures relating to P2P
for fathers in the NICU or beyond. The only study to include data from
fathers (Roman, 1988), found that father-to-father support did occur,
when volunteer fathers were persistent in their attempts, and fathers
themselves indicated that creative ways to involve fathers are needed
because a mother support model will not work for fathers.

7. Discussion

This systematic review is the first, to our knowledge, to identify
both quantitative and qualitative evidence of P2P interventions for fa-
milies of babies cared for in neonatal units, and combine the findings in
an integrated synthesis. Findings from observational and experimental
studies, of mostly weak to moderate quality, suggest that P2P can result
in less maternal anxiety and perceived stress post-discharge, and im-
provements in self-esteem up to the first 4 months post-discharge.
Experimental evidence also suggests that mothers who received P2P
reported better overall satisfaction with their care whilst in the NICU
and feel more confident in being able to care for their child after dis-
charge and in the first few months at home. Data from rich qualitative
studies indicate that mothers feel that P2P from someone who has gone
through a similar experience creates a shared understanding that helps
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to facilitate trust and the ability for confiding. Mothers receiving P2P
experience a sense of hope for the future, and are helped to find a new
normal. P2P also appears to afford connectedness and be regarded as a
valued source of information. There were few studies of those giving or
observing (implementing) P2P, but experiences were largely favourable
and little negative experiences or adverse effects reported.

7.1. Comparison to previous literature

Previous research across a variety of health conditions and settings
has shown that receiving support from someone who has experienced
the same phenomena may help reduce feelings of isolation, anxiety,
stress and depression (Hoey et al., 2008; Jolly et al., 2012; Repper and
Carter, 2011; Charlesworth et al., 2008; Shilling et al., 2013). Our re-
view suggests this extends to parents receiving P2P whilst in NICU and
on discharge home, where maternal perceptions of stress and anxiety
were reduced, and feelings of confidence or self-efficacy in being able to
care for their baby were improved. Our findings are consistent with the
suggestion that support from a peer affords psychological and physical
health benefits through the sharing of social identity with others, and
that this benefit also extends to the person offering support (Solomon,
2004). A previous mapping review of effective interventions for sup-
porting, informing and communicating with parents who have had a
preterm infant (Brett et al., 2011), suggested that provision of an en-
vironment where parents can meet and support each other was an ef-
fective way of supporting parents. Improvement in mothers who re-
ceived P2P ‘feeling supported’ was one of the stronger findings in the
quantitative evidence and this sense of being supported extended be-
yond discharge into the first few months of home. Communication, or
knowledge exchange, has been suggested to be a key element of care for
parents of babies cared for in neonatal units (Butt et al., 2013). ‘In-
formation and knowledge’ and affording ‘connections’ were two of the
main themes to come out of the qualitative findings, lending further
weight to the benefit that P2P can have in the NICU.

7.2. Strengths and limitations

Our review followed best practice methods for systematic review
and we did not restrict by study type or date (Hunt et al., 2018). Our
stakeholder involvement throughout the review process helped to en-
sure the relevance and applicability to the context of current provision
and our target audiences. Our strict definition of P2P, which excluded
any involvement from health professionals as part of the support pro-
cess, and/or the provision of education, did however mean that the
number of studies we included was smaller than expected, and may
therefore not fully reflect the true extent of P2P that may be available.
We found a lack of detailed description and heterogeneity across defi-
nitions of P2P support, with models ranging from one to one in-person
support between a veteran parent and a new parent, to group support,
to online support through websites and closed chat groups. Further-
more, there was a large difference in models for implementing P2P
support, some using a staff member as a co-ordinator, others employing
a veteran parent to coordinate the support, and a range of training
provision for peer supporters. These factors in combination meant we
were unable to draw solid recommendations to guide best practice.

Whilst the rich qualitative evidence suggested mostly positive ex-
periences of P2P from the perspectives of those receiving it, robust trial
evidence of effectiveness was lacking. There was also little research
exploring the requirements needed to implement P2P. Whilst the need
for comprehensive training and support for those providing P2P is well
recognised (Hall et al., 2015; Bourque et al., 2018; Fisher et al., 2018),
there is as yet little evidence for how best to recruit and support those
who will deliver P2P. We found no studies of P2P conducted in the UK,
and no studies focussing on P2P for (or provided by) fathers exclusively.
In fact the views and roles of fathers were underrepresented or missing
entirely, with only one study including P2P for and by fathers as part of
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a more general P2P scheme. The importance of providing P2P for fa-
thers has recently been highlighted by Fisher et al. in their review of the
role of fathers in the neonatal unit (Fisher et al., 2018).

7.3. Implications for practice

The dearth of available evidence limits our ability to outline specific
implications for practice. However, widespread discussion with parents,
health care professionals and commissioners (from our stakeholder
group) and informed by practical experience and the evidence within
our systematic review, led to the development of a number of shared
practice points:

® Local knowledge is invaluable - what works in some units may not
work in others;

e P2P needs to take an individualised approach (everyone is dif-
ferent);

e P2P is a positive addition for parents with babies being cared for in
neonatal units;

e P2P provides an emotional support and can help reduce the ex-
perience of isolation;

o NICU staff can also learn from those providing P2P;

e P2P provides a valuable source of information and help within the
NICU and beyond.

7.4. Implications for research

Our systematic review has identified a number of gaps in the evi-
dence: i) studies conducted in the UK; ii) studies that assess the impact
of P2P on fathers; iii) possible negative impacts of P2P (from the per-
spective of both those giving and those receiving); and iv) which
models of P2P work for whom and in what circumstances. In addition to
these gaps, there is also a clear need to develop knowledge to inform
the successful implementation and sustainability of P2P.

8. Conclusions

Improving support for mothers and fathers of preterm infants re-
mains a priority for neonatal service provision (Uhm et al., 2014;
Howell and Graham, 2011). P2P appears to offer promise in this area,
but before it can be routinely considered further research needs to ro-
bustly assess potential harms (for those providing and receiving care),
and to tackle the pragmatic issue of how to implement and support P2P
in practice.
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