
Supplementary Table 1. Research questions and associated recurring themes arising 

from Round One.  

Neonatal Epoch Recurring themes 

How can healthcare provided 

during pregnancy be improved? 
- Staff sensitivity 

- Staff listening to women’s concerns  
- Consistency of information 

- Continuity of care 

- Education about premature birth and neonatal 

nursery admission 

- Knowledge of why preterm birth or neonatal 

conditions occur 

How can families and health 

professionals work together 

when babies are in hospital? 

- Parents being included in caring for their babies  

- Parents being partners in decision making 

- Building parents’ confidence in caring for their 
babies 

- Individualised ways of sharing information about 

babies’ care and medical status 

What is important about staff-

parent relationships and 

interactions during the neonatal 

period? 

- Staff sensitivity  

- Assisting families to speak about their needs 

- Validating parents’ experiences 

- Clear and consistent expectations of behaviour and 

responsibilities for both staff and parents 

- Continuity of care and staffing 

How can medical care for 

babies be improved? 

For instance, preventing and treating issues related to: 

- Lung health 

- Brain and neurodevelopment 

- Congenital and chromosomal conditions 

- Growth and nutrition 

- Heart 

- Jaundice 

- Infection 

- Necrotizing enterocolitis (NEC)  

- Twin to twin transfusion syndrome 

- Short- and long-term side effects of treatments 

- Other medical problems 

How and where should mothers 

receive postnatal care? 

 

How can mothers’ physical 
recovery after birth be 

improved? 

 

What information and support 

do parents need about feeding? 
- Expressing and milk supply 

- Breastfeeding 

- Feeding support and attitudes of staff 

How can parents be best 

supported to bond with their 

babies? 

- Reducing parent-infant separation at delivery and 

during hospital admission 

- Increased opportunities for touching and holding 

babies 

- Acknowledging the experience of parents not feeling 

close to their babies 
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How can feelings of isolation 

and separation be understood 

and improved for all members 

of the family? 

- Peer support 

- Helping extended family and friends understand the 

experience 

- Managing distance from family and support 

networks 

- Awareness of the effect of mother’s separation from 
their partners and/or other children 

How can the neonatal 

experience affect parents’ 
mental health and how can this 

be improved? 

- Impact of trauma and post-traumatic stress 

- Addressing anxiety 

- Addressing depression 

- Provision of emotional and psychological support 

services 

- Emotional support specifically for fathers/partners 

How can hospital systems and 

procedures support families in 

the neonatal period? 

- Capacity for parents to stay with babies 

- Orienting families to the neonatal unit and available 

support services 

- Addressing financial burdens associated with 

accommodation, transport, parking, and meals  

- Improving processes when transferring babies within 

or between hospitals 

- Capacity to care for twins together  

- Improving discharge planning 

- Ensuring sufficient numbers of staff 

How can families be supported 

in practical ways during the 

neonatal period? 

- Comfortable chairs in the unit  

- Space and privacy 

- Healthy food 

- Visitor access 

- Juggling home responsibilities and caring for other 

children 

How can families be best 

prepared for taking their babies 

home from the neonatal unit? 

- Provide information about discharge processes  

- Provide information about the child’s future health 
and development 

- Acknowledge parent anxiety about leaving the 

neonatal unit 

Early Childhood Epoch  

How can families have a 

positive transition home after 

they leave hospital? 

- Establishing routines at home 

- Adjusting to the non-medical environment 

What knowledge do parents 

need to feel confident about 

supporting their children’s 
health and development?  

- What to expect about children’s development  
- When and how to use corrected age 

- Navigating the healthcare system 

- Managing medication and equipment 

How can young children’s 
health needs impact on parents’ 
feelings of isolation and access 

to support? 

 

What is the impact on family 

relationships and how can this 

be improved? 

- Bonding with baby and the parent-child relationship 

- Relationships between parents or carers 
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How can families be better 

supported by their 

communities?  

- Building connections with others who have had 

similar experiences 

How can parents have good 

mental health and emotional 

wellbeing? 

- Anxiety and worry 

- Depression and grief 

- Trauma and post-traumatic stress 

What knowledge do community 

health professionals need to 

support families with young 

children? 

 

How can families and health 

professionals work as equal 

partners in caring for young 

children?  

 

How can neonatal conditions 

affect young children’s health 

and medical outcomes, and how 

can this be improved? 

- Physical health in general 

- Reduced immunity  

- Respiratory 

- Frequent hospital admissions 

- Sleep and settling 

- Growth  

- Dental problems 

How can neonatal conditions 

affect the development of 

children’s skills and abilities 
and how can this be improved? 

- Developmental difficulties and delays in general 

- Thinking and learning abilities 

- Speech and language 

- Sensory (seeing, hearing, touching) 

- Motor skills and movement 

- Behavior, social, and emotional development 

- Identifying and diagnosing conditions early 

How can neonatal conditions 

affect feeding for young 

children, and how can this be 

improved? 

- Breastfeeding, bottle- and tube-feeding 

- Starting solids 

- Reflux 

How can healthcare, support 

services, and early intervention 

be improved for young 

children?  

- Accessibility of services  

- Coordination of care 

What financial impacts do 

families experience?  
- Cost of medical care 

- Cost of early intervention 

- Cost of medical equipment and medication 

- Decisions about work, parental leave, and childcare 

What knowledge of neonatal 

conditions in the community is 

important?  

- Children’s medical needs  
- Children’s growth and development 
- Use of corrected age 

Childhood/Adolescence  

Epoch 

 

What are the long-term health 

and medical impacts on the 

child and how can these be 

improved? 

- Physical health in general 

- Immunity and infections 

- Sleep 

- Puberty 
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- Dental  

- Growth 

- Respiratory 

How can neonatal conditions 

affect the development of 

school-aged children’s skills 
and abilities and how can this 

be improved? 

- Developmental difficulties in general 

- Thinking and learning abilities 

- Speech and language 

- Sensory (seeing, hearing, touching) 

- Motor  

- Emotions, behavior, and mental health 

- Social relationships, friendships, and bullying 

How can healthcare and support 

be improved?  
- Costs of care 

- Accessibility of care 

How can knowledge of neonatal 

conditions in the community be 

improved?  

- Sharing of information related to children’s 
development  

- Educating people in the community about neonatal 

conditions 

How can the school experience 

be improved for children and 

families?  

- Schools' and teachers' knowledge about supporting 

children with neonatal conditions 

- Support for children with additional needs at school 

- Knowing children are ready for school 

- Choosing the right school to meet a child's 

individual needs 

What support is needed for 

families’ emotional wellbeing? 

- Understanding and improving parents’ emotional 
wellbeing 

- Understanding and improving siblings’ wellbeing 

- Managing uncertainty about development 

What is the impact of neonatal 

conditions on daily life and 

activities for children, and how 

can this be improved? 

- Participating in sport and activities with others 

Adulthood Epoch  

What is the long-term 

health/medical impact and how 

can it be improved? 

- Physical health (in general) 

- Cardiovascular 

- Respiratory 

- Reproductive health and risk of future preterm birth 

How can health care and 

support be best provided?  

 

How can neonatal conditions 

affect the development of skills 

and abilities into adult life, and 

how can this be improved? 

- Sensory (seeing, hearing, touching) 

- Motor and physical abilities 

- Mental health 

- Thinking and learning 

What is the impact on daily life 

and activities and how can this 

be improved? 

- Relationships 

- Independence and participation in the community 

- Study and work  

 

BMJ Publishing Group Limited (BMJ) disclaims all liability and responsibility arising from any reliance
Supplemental material placed on this supplemental material which has been supplied by the author(s) BMJ Open

 doi: 10.1136/bmjopen-2020-044836:e044836. 11 2021;BMJ Open, et al. Eeles AL


