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AN A Family-centred care in the
cc-sv40 African Neonatal Network

Abstract: Background: Family-
centred care (FCC) fosters col-
laboration between neonatal
healthcare providers and families
to improve outcomes. Despite
global recognition, FCC imple-
mentation in African neonatal
intensive care units remains incon-
sistent due to infrastructural, cul-
tural, and policy-related chal-
lenges.

Methods:Fourteen hospitals in the
African Neonatal Network re-
sponded to an annual facility sur-
vey and a health facility survey co
-developed by faculty in the Afri-
can Neonatal Network and Ver-
mont Oxford Network. All analy-
ses use descriptive statistics.
Results: Significant disparities
exist in parental access: 29% of
hospitals hinder access to mothers
and 79% hinder access to fathers.
Similarly, visitation policies re-
strict sibling (93%) and extended
family (35%) access, potentially
impacting parental stress and
bonding. Despite these restric-
tions, 94% of hospitals expect
families to provide daily infant
care. Kangaroo Mother Care
(KMC) is universally allowed
(100%), yet activities such as
bathing (52.9%), remain inconsis-
tently permitted. Rooming-in fa-
cilities, essential for parental in-
volvement, are available in only

41% of hospitals. Forty seven
percent of hospitals provide pri-
vate counselling spaces. While
71% of hospitals conduct patient
satisfaction surveys, only 12%
involve family representatives in
hospital meetings and protocol
developments. Cultural resistance
to allowing fathers (29%) and
other family members (12%) to
participate in KMC further hinders
full implementation.

Conclusions: This study under-
scores the urgent need for policy
reforms, enhanced staff education
on FCC, and improved infrastruc-
ture to facilitate inclusive FCC
adoption. Addressing these chal-
lenges will help bridge the gap
between evidence-based neonatal
care and real-world implementa-
tion, ultimately improving neona-
tal outcomes and fostering
stronger family engagement in
care processes.

Keywords: Family-Centered
Care; Patient-Centered Care; Neo-
natal Intensive Care Units; Infant,
Newborn; Premature, Family;
Counseling; Patient Satisfaction;
Africa South of the Sahara; Global
Health
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Résumé: Contexte:Les soins cen-
trés sur la famille (SCF) favorisent
la collaboration entre les profes-
sionnels de santé néonatale et les
familles afin d’améliorer les résul-
tatscliniques. Malgré une recon-
naissance mondiale, la mise en
ceuvre des SCF dans les unités de
soins intensifs neonatal en Afrique
demeure inégale en raison de défis
liés aux infrastructures, a la cul-
ture et aux politiques.

Méthodes: Quatorze hodpitau
membres du Réseau Néonatal
Africain ont participé a une en-
guéteannuelle sur les structures
hospitalieres ainsi qu’a une en-
quéte sur les établissements de
santé, co-développées par des ex-
perts du Réseau Néonatal Africain
et du Vermont Oxford Network.
Toutes les analyses ont été réal-
isées a l'aide de statistiques de-
scriptives.

RésultatsDes disparités significa-
tives existent concernant l'acces
des parents : 29% des hdépitaux
restreignent l'accés des meres et
79% celui des péres. De méme, les
politiques de visite limitent I'accés
des fréres et soceurs (93%) et des
membres de la famille élargie (35
%), ce qui peut affecter le stress
parental et le lien affect if. Malgré
ces restrictions, 94% des hdpitaux
attendent des familles qu'ellesa
ssurent les soins quotidiens des

Introduction

Family-centred care (FCC) is an approach that el
collaboration between healthcare providers and lfesni
with an emphasis on involving parents in the camep
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nourrissons. Le “Kangaroo Mother
Care” (KMC) est universellement
autorisé (100%), mais des activi-
téstelles que le bain (52,9%)
restent permises de maniéere
inégale. Les installations de room-
ing-in, essentielles pour l'implica-
tion des parents, ne sont dispon-
ibles que dans 41 % des hopitaux.
Quarante-sept pour cent des hopi-
taux offrent des espaces de consul-
tation privés. Alors que 71% des
hépitaux réalisent des enquétes sur
la satisfaction des patients, seule-
ment 12% impliquent des
représentants familiaux dans les
reunions hospitalieres et le
développement des protocoles. La
résistance culturelle a la participa-
tion des péres (29%) et d'autres
membres de la famille (12%) au
KMC entrave encore une mise en
ceuvre compléte.
Conclusions:Cette étude souligne
le besoin urgent de réformes
politiques, d'une formation accrue
du personnel sur les CCF, et d'une
amélioration de linfrastructure
pour faciliter I'adoption inclusive
des CCF. Aborder ces défis per-
mettra de comblerl'écart entre les
soins neonatal fondés sur des
preuves et leur mise enceuvre dans
le monde réel, améliorantainsi les
resultants néonatals et renforcant
I'engagement familial dans le
processus de soins.

dence in managing their infants’ nedd3his study
highlighted a growing trend towards recognizing the

ess and decision-making of babies in the neonattahi
sive care unit (NICU). FCC ensures comprehensiveStudies of African countries have highlighted treed

safe, compassionate, equitable, and culturallyitbems
care outcomes for neonates, fostering strongerlyami
bonds, and supporting emotional well-being for bibia

efficacy of FCC interventions, though it acknowledg
that widespread implementation remains a challenge,
particularly in developing regions.

for culturally sensitive and context-specific apgebes
to FCC>*° Although participation is an essential con-
cept in FCC, many health professionals are notlfami

child and the family.Remaining together with the baby with this approach and most hospitals lack FCCojesi

in NICU and being involved in decision making witte
healthcare team are key principles of FCC.

FCC can improve health outcomes, patient satisfacti
and family well-beind. In the context of newborn care,

Many low- and middle-income countries (LMICs) face
challenges in providing adequate healthcare resslirc
1 While there is an increasing recognition of theam
tance of family involvement in neonatal care, thplie-
mentation of FCC in African NICUs has not been

FCC has been associated with higher weight gainsystematically studied.

breastfeeding rates, and improved sleep duration fo

preterm infants in NICU3.A quasi-experimental study
demonstrating the positive impact of FCC on veny lo
birth weight (VLBW) infants reported that empoweyin
parents through education and involvement in care i
proved clinical outcomes and increased parentafi-con

This paper reviews the extent and impact of fanmily
volvement in the care of and decision-making fog th
small and sick newborn babies in African Neonatei-N
work NICUs, with a focus on understanding how it ca
be adapted to local resources, cultural contexds an
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healthcare systems. and protocol development. Eight hospitals (57%) re-
ported having a standard discharge summary fomgsare
and ten hospitals (71%) reported routinely perfogni
parent satisfaction surveys.

Methods
Participation
Data collection was conducted in 14 African Neohata
Network (ANN) member hospitals across five coumstrie Thirteen hospitals (93%) reported that families aver
Ethiopia, Nigeria, Rwanda, Uganda, and Zimbabwe. expected to provide daily care to infants. Howeoaty
ten (71%) hospitals reported that mothers haverninhi
Vermont Oxford Network (VON) conducts an annual dered access to infants and only 3 (21%) repotted t
survey for members that was co-developed with ANNsame for fathers. One hospital (7%) reported titat s
faculty members, which includes information on the lings were allowed in the unit and five (36%) haals
hospital setting, humber of beds and admissiordf-st reported that other visitors were allowed. (Tablé-Gur
ing, obstetric service, follow-up clinic, resustivda and  hospitals (29%) reported having a rooming-in fagiin
essential newborn care, transfers and transportijyfa  the neonatal unit.
centred care, services provided by the neonatdl uni
guidelines in the neonatal unit, quality assurance/lnfant care activities that may be completed byifam
continuous quality improvement, and level of neahat members include bathing, feeding, turning, changing
care. Participation in the membership survey isdaan diapers, KMC, and other unspecified activities (Ejg
tory. The responses used for this manuscript aren fr
2023. Finances

In October 2023, the ANN conducted a health facilit At six (43%) hospitals, families cover 100% of tio¢al
assessment to collect more detailed information oncost of care while at three (21%) hospitals, faasili
buildings and facilities, medications, diagnostasd cover 51% to 99% of care costs; and at 5 hospitals,
consumables, equipment, staffing, governance, thlerm families cover 0% to 50% of care costs. At hospital
regulation and foetal transition, nutrition, famdgntred  where families cover a portion of the cost of cahey
care and kangaroo mother care, infection prevemtith  are often financially responsible for buying botbdita-
control, and perceived priorities. tions and tests (Table 3). At nine hospitals (64dé)ays
in purchasing sometimes cause delays in providag n
Tables of hospital-level measures include data fooith essary treatment.
the membership survey and the health facility asses
ment. All analyses are descriptive. Management of Infant Pain

The collaborative QI project and subsequent assesdHospitals were not asked about family involvement i
ments received individual and hospital institutiora: the management of infant pain; however this topit w
search and ethics review approvals at the stath@f be a part of future surveys. Five hospitals (36&6)
collaborative and learning initiative. ported that the unit has an infant pain policy, ahd
(50%) hospitals reported that nurses and doctard as
standardized pain assessment tool 10% of the time o
less. Most hospitals reported that intravenousstha-

Results sia (71%) and sedation (86%) were available consis-

Collaboration and Information Sharing tently. Provision of pain relief varied by whethire
procedure was mild-to-moderately painful (e.g.civlg

All hospitals reported that families participate deci- an intravenous cannula or doing a lumbar punctare)

sion making for their infants, eleven hospitals %J9 moderately-to-severely painful (e.g., non-emergéast
reported that family knowledge, values, and belefs  drain placement) (Fig 2). Fifty percent of hosptdid
incorporated into care delivery and 12 (86%) regbrt not use sedation for non-emergent intubations.

that treatment decisions are aligned with the imdstest

of the child (Table 1). Almost all of the hospitais-

ported having a non-discrimination policy for treant

of patients. Seven hospitals (50%) reported hapirig

vate spaces for counselling within the neonatdl, dinie

of which were separate rooms.

While eight (57%) hospitals reported that familjesr-
ticipated in NICU quality improvement meetings and
initiatives and five (36%) reported that familieartici-
pated in hospital committees, only two hospitals re
ported that family members participated in unit tiregs
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Table 1: Incorporation of families reported by 14 Africanomatal network hospitals

# %
Families participate in decision making for theifaint 14 100
Family knowledge, values, and beliefs are incorfgaténto care delivery 11 79
Families are included in NICU-based quality impnoeat activities 8 57
Families are included in hospital-wide committees 5 36
Your hospital has a non-discrimination policy foratment of patients 13 93
Your NICU has guidelines to support staff and faesithat recommend treatment decisions are alignel? 86
with the best interest of the child
Preterm infants at <28 weeks born breathing andreigs are offered resuscitation if that is alignéth 14 100
parent’s wishes
Table 2: Parental access to infants at 14 African neonatal
network hospitals
Mothers Fathers
# % # %
Unhindered access 10 71 3 21
Access only at specific times 4 29 11 79
Visits not allowed 0 0 0 0
Table 3: Payment for medications and pathology tests atftiéah neonatal network hospitals
Medications Pathology Tests
# % # %
All are free 1 7 3 21
Some are free, some purchased by parents 6 43 3 21
All purchased by parents 7 50 8 57
Fig 1: Infant care activities allowed by family membersli4 African Neonatal Network hospitals
100
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[ 50
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0
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Fig 2: Provision of pain relief during mild/moderately phil and moderately/severely painful procedures4af\frican Neonatal
Network hospitals
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Fig 3: Spectrum of Family Engagement, adapted from: Fraoriefor Family Involvement in QI at VON by Abrahaamd Nicker-
son (IPFCCY
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Fig 4: Partnering with Families to Accelerate Change lamgrovement Readiness Assessment, adapted frammefiag with
Families to Accelerate Change and Improvement ReadiAssessment (IPFCE)

African Neonatal Network
Partnering with Families to Accelerate Change andrhprovement
Readiness Assessment

»
»

Area For each item, circle the box best describes your
teams perspective and experience

Data transparency. Our team is uncomfortablhile we have limited or no ex- Our team has experience and is com-
sharing performance and perience in involving family part- fortable sharing performance and
other data with family ners, our team is comfortable  other data with family partners.
partners related to the  sharing performance and other
project. data with family partners related

to the project .

Flexibility around We have limited ability to We are open to changing both th&/e have partnered with our family
aims and specific refine the projects aims oraims and planned changes basegartner team members to develop the
changes for pro- planned changes. on family partner team membersaims and planned changes for this
ject. feedback and perspectives. project.

Underlying fears  We have identified severalWe have identified several con- We have no concerns about family
and concerns. concern about involving cerns related to involving family partner involvement, and we have
family partners on project partners on project teams but be-experience addressing issues that may
teams and would need  lieve we can create a plan to ad-arise due to their involvement on our
assistance in creating a dress or manage them project team.
plan to address them.

Perceived value There is no clear agree- Our team believes family partnerThere is clear recognition that family
and purpose of  ment that family partner involvement will be beneficial to partner involvement is critical to

family partner involvement on our team our project but we have limited olachieving our project goals .
involvement. is necessary to achieve ouro experience with family partner
project goals. involvement.
Senior leadership Senior leaders in our Senior leaders in our NICU are Senior leaders in our NICU are com-
endorsement. NICU do not consider aware of and communicate sup- mitted and provide resources neces-
family involvement to be aport for family partner involve-  sary to involve family partners in
top priority. ment in charge and improvementchange and improvement .

Resources avail- No resources are availabl&Ve have assessed barriers and We have assessed barriers and facili-
able for family and dedicated toward re- facilitators for involving family  tators for involving family partners
partner involve-  moving barriers for in-  partners and some have receivedind committed sustainable resources.
ment. volving family partners.  resources.

Experience with  Our NICU has Our NICU has Our NICU has fam-Family advisors are members of

family involvement not yet in- implemented family sat- ily advisors and /or NICU commit and partner with clini-

as advisor. volved fami- isfaction surveys or focusa family advisory cians and staff in making decisions at
lies. groups to obtain family council/group. the program and policy level .

perceptions of care.

Collaboration and Clinicians and staff in our Clinicians and staff in our NICU Clinicians and staff in our NICU are
teamwork in care. NICU occasionally work work effectively across disciplinegffective at working collaboratively in
in multidisciplinary teams to provide care. multidisciplinary teams that include
to provide care. families as valued and essential mem-
bers of the care team.

What supports and resources are available totgam for involving family partners in this prof@c

What challenges do your team anticipate in inngl family partners in this project successfulhdaneaningfully?
How confident is your team about successfully ereaningfully involving family partners on yourogect team (on a
1-10scale with 1=not confident at all and 10= exiey confident?

wnh e
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satisfaction® Most observed consultations scored low

Discussion on indicators of person-centred care, with sattgiac
increasing with more information shared. Women val-
Successful implementation of FCC in African NICUs ued respectful and responsive communication from
requires a dedicated commitment from healthcare prohealthcare workers, affecting willingness to diselo
viders, collaboration with families, and considematof psychosocial problems. The study shows that pisarit
the unique cultural context needed to create amtipp tion of person-centred care could improve womemn's e
environment where parents feel actively involved in perience of maternal care and better address psgeho
their newborn’s care. In the current study, allhbspi- cial needs. Acknowledging and addressing thesesneed
tals reported that families participate in decisinaking positively affect the outcomes of newborns. An radid
for their infants but only 11 said that family kniedge,  and integrated FCC system from maternal to newborn
values and beliefs are incorporated into care dglivTo  care should be viewed not as a luxury but a negessi
address these challenges, we recommend concentratélgat requires immediate attention and action.
team efforts to implement FCC based on a shared cul
ture and defined framework, which can help redisteé  The literature on FCC reveals a progression in unde
power and promote a more equitable relationship bestanding and applying FCC principles across various
tween care providers and families. contexts>™ FCC is a significant shift in the paradigm of
health care delivery, emphasizing the integral role
In the current study, 13 hospitals reported thatilias families in the care of neonates. We recognizespiee-
were expected to provide daily care to infants,rbath- trum of family engagement in QI within the ANN, and
ers had unhindered access to infants at 10 hospitel  our opportunity to catalyse progression along Hpsc-
fathers had unhindered access at three. This findintrum (Fig 3)!® The Institute for Patient- and Family-
aligns with work from Sierra Leofi@and Uganda? both Centered Care in the United States has createddi re
of which noted that parental participation is ofiesed  ness assessment for NICUs as they commit to partner
as a tool for overcoming workload challenges faaltie with families to accelerate change and improvement
care providers. Wandurat al. acknowledged that in (Fig 4)} Ensuring families have unhindered access to
many instances parents are “deployed as assistghts  their newborns is crucial for advancing FCC. The-cu
than as equal partners, contrary to the idealsuawiil{- rent access rate, especially for fathers, is alagtpilow.
centred care*? Hindered access for fathers was also To bridge this gap hospital teams must prioritisboies
observed in Ghana, where mothers were allowedsib vi and practices that actively promote family invoham
any time but fathers could visit only in limited mang address cultural and societal barriers. (fig 3/4)
hours? In another study from Ghana, mothers could
only see their infants every two hodfsThere is a great This research will contribute to the global body of
need for hospitals to recognise the intrinsic vabfe knowledge on family-centred care, providing insgght
FCC and to promote a supportive environment for allinto the extent and impact of family involvementciare
family members all of the time. and decision-making for small and sick newborn®wn
-resource settings. The study can contribute toatie
Having enough physical space for families is often vancement of FCC practice providing insights irtte t
challenge, especially in resource-limited settirigsthe complex relationships between family involvemestrec
current study, 29% of hospitals had a rooming-ailits and decision-making for small and sick newbornse Th
in the unit and 50% had private spaces for coungeith study provides insights into the contextual factthrat
the neonatal unit. A study in 10 NICUs in Brazilignb- influence family-centred care in LMIC NICUs, high-
lic hospitals revealed that seven institutions fued lighting the need for culturally sensitive and exit
private space for families, either within or outsideo-  specific approaches to care. The study's findings c
natal units, but in four hospitals, these spacese we- inform healthcare policy, practice, guideline deyel
served for mothers onfy. In Ghana, mothers had to ment and funding decisions in Africa highlightinget
sleep on the floor in the hospital or outsid®In Sierra  importance of FCC in improving health outcomes for
Leone, nursing staff overwhelmingly agreed that thesmall and sick newborns.
hospital lacked the resources and structures tdeimp
ment FCC in a way that was feasible and worthwhile.  To provide authentically FCC in the ANN NICUs, i i
A study in Ethiopia found that family integratedona- crucial to prioritise inclusion of pain managemeni-
tal care (FINC) was conceptually acceptable andriec  cators in our care survey, ensuring that the unitpesls
cally implementabl€¥ However, integration and and experiences of the newborn are addressed while
adaptability may be constrained by poor organiratio honouring the values and preferences of the fasnilie
infrastructure related to NICU space and infectioa- addition, the study's findings can inform policitmsat
vention measures. Opportunities to co-develop a-sol promote intersectoral collaboration between heatthc
tion with families rather tharior families or healthcare providers, community leaders and government officia
providers should be pursued. ensuring that FCC is integrated into all aspects of
healthcare.
An Ethiopian study on person-centred maternal and
newborn care explored women'’s experiences of gadle a
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Conclusion lege, Addis Ababa, Ethiopia; Tikur Anbessa Speréli
Hospital, Addis Ababa, Ethiopia; Tirunesh Beijing$4
FCC is a critical component of high-quality neohata pital, Addis Ababa, Ethiopia; Assosa Hospital, As0s
care in the ANN NICUs. This study highlights theede Ethiopia; Hawassa Referral Hospital, Awassa, Ethkiop
for increased family engagement and FCC. To sustaiiAyder Hospital, Mekelle, Ethiopia; Sacred Heart pies
and spread FCC initiatives ongoing training andcedu tal, Abeokuta, Nigeria; Federal Teaching Hospitid-I
tion for healthcare providers, infrastructure depehent  EKkiti, Ekiti, Nigeria; King Faisal Hospital, Kigali
and policy support and funding are needed. By ftiser = Rwanda; Mengo Teaching Hospital, Kampala, Uganda;
ing FCC, NICUs can provide compassionate care thaBt Francis Nsambya Hospital, Kampala, Uganda; Lub-
supports the unique needs of newborns and their- fam aga Hospital, Kampala, Uganda; Murambinda Mission
lies, ultimately improving health outcomes and sgvi Hospital, Harare, Zimbabwe; Neocare Baby Hospital,
lives. Harare,

Zimbabwe.
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