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EXECUTIVE SUMMARY
The TinyStart Evaluation is an appraisal of a unique partnership project, the TinyStart
Project, between TinyLife, the Northern Ireland premature and vulnerable baby charity,
and the Lifestart Foundation, a charitable body with more than 30 years’ experience
in delivering quality parenting education and family support. The rationale for the
partnership stemmed from parents’ reports of a lack of services appropriate to their
and their premature infants’ needs, and the limited support received on leaving hospital
with their infant. The organisations recognised that by combining specific services,
TinyLife Family Support Services, offered from birth to two years, and the 3-year
Lifestart Growing Child programme, they could deliver a unique and specialised service
that met the needs of families with premature infants. This report contains findings
from the evaluation that ran alongside the project, which was delivered from April 2015
to March 2020.
Phase 1 of the evaluation used survey methods to gain an understanding of the profile
of parents accessing TinyLife Family Support Services (n=343), as well as parents’
opinions of two of the services offered: Parent Support Groups (n=54) and Baby
Massage sessions (n=103). Phase 2 evaluated parent-reported outcomes for 38 families
receiving the Lifestart Growing Child programme and observed trends across the
three-years of programme delivery using questionnaires. Outcomes included parental
self-efficacy, social support and health-related quality of life, as well as infant-related
outcomes of child development and child behaviour. The third phase allowed for an
in-depth exploration of 13 parents’ and 3 staff members’ experiences of receiving,
facilitating or delivering the Growing Child programme.

Key Findings
Phase 1
•• Parent respondents accessing TinyLife Family Support Services were comparable
with Northern Ireland statistics in terms of mean gestational age at birth and mean
birth weight of infants
•• Parent respondents accessing TinyLife Family Support Services had an older age
profile than that reported in Northern Ireland statistics, with mothers aged less than
24 years underrepresented
•• Health-related quality of life of parent respondents was, on average, lower than UK
population norms

vi

Reaching out: Supporting Families – The Tinystart Evaluation Report

•• Parents’ preferences for TinyLife support services focused on group-based activities
of baby massage, baby sensory and parent support groups
•• Parents’ opinions of Parent Support Groups and Baby Massage sessions were
uniformly positive with parents valuing the support, enjoying the social aspect of the
services, appreciating the opportunity to ask advice from TinyLife staff, exchanging
tips and experiences with other parents, and the welcoming, safe and friendly
environment
•• Baby massage sessions were evaluated highly by parent respondents for the benefits
of learning new techniques to help relax their baby, relieve their babies’ reflux,
constipation, colic and teething, as well as encouraging parents to bond with their
child.

Phase 2
•• Parents participating in the Growing Child Programme reported significant
improvements in parental self-efficacy from enrolment to infant age 2 years
•• Parents reported significantly lower scores in parental self-efficacy at infant age 3
years, in large part due to a reduction in parents’ sense of control
•• Parents’ perception of poorer child development, in terms of communication, gross
motor development and personal-social development, was associated with lower
scores in parental self-efficacy across time
•• There were no significant changes in the functional social support reported by
parents from enrolment to infant age 2 years. Prior to enrolment, parents were
receiving formal support from TinyLife; hence, parents may have been experiencing
sufficient levels of social support from the outset, which was subsequently maintained
throughout delivery of the Growing Child programme and with access to TinyLife
Family Support Services
•• Parents involved in the Growing Child Programme reported high levels of structural
social support from enrolment through to infant age 2 years
•• Parents participating in the Growing Child Programme reported significant
improvements in health-related quality of life from enrolment to infant age 2 years
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•• Parents reported a significant but moderate reduction in health-related quality of
life at infant age 3 years, in large part due to an increase in reports of experiencing
problems with anxiety/depression
•• Lower scores in health-related quality of life were significantly associated with lower
child development scores in communication and externalising behaviour problems at
2 years, and in fine motor, gross motor and personal-social development at 3 years.

Phase 3
•• Parents reported their reasons for enrolling on the Growing Child programme as (i)
lack of support services available to them on leaving hospital with their premature
infant, including limited home visits from the Health Visitor, (ii) a need to receive
help in understanding the developmental needs of their child
•• Parents’ experiences were consistently positive, with reports of receiving support
and reassurance from staff, building their parenting confidence, helping with their
child’s development and, ultimately, making a difference to their family. These
themes were echoed by staff experiences
•• Parents’ described gaining a knowledgeable friend in the Lifestart Family Visitor and
the enjoyment that their child received from taking part in the programme
•• Staff reported the success of good partnership working between TinyLife and
Lifestart with challenges managed easily
•• Staff reported successful delivery of the programme through tailoring the
programme and adapting their approach to the needs of each family and the
preparatory work prior to home visits
•• Staff felt assured by the quality of the programme, as an expert-developed,
evidence-based intervention.
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Implications
A key implication of this evaluation of the TinyStart Project and the unique partnership
between TinyLife and Lifestart is the importance of the services in supporting families
of premature infants and providing reassurance to parents. The Lifestart Growing Child
Programme was easily adaptable for delivery to TinyLife service users and positively
evaluated by those who enrolled. The TinyStart Project, as a whole, met the emotional
and practical support needs of parents and their premature infants. The findings from this
evaluation provide implications for future decision-making on service delivery, including:
•• There is a recognised need by parents for additional support to care for their
premature infant, understand their child’s development in the early years, help with
their child’s progress in development, and assistance with school readiness skills.
•• There is no dedicated package of support available to families who have a premature
infant in NI. Delivering TinyLife Family Support Services in partnership with the
Lifestart Growing Child programme would provide structured, tailored, holistic support
for families in need.
•• The successful working relationship between TinyLife and Lifestart throughout the
project, with excellent staff and management buy-in, suggests an integration of the
Growing Child Programme into the suite of TinyLife services would be successful with
long term sustainability achieved.
•• While there is good feasibility for the Growing Child Programme to be delivered inhouse by trained TinyLife staff, supervision of family visitors would be essential to
maintain programme fidelity.
•• TinyLife services have historically provided support to families up to infant age 2
years. The findings herein from parent surveys, parent-reported outcomes, and parent
experiences suggest TinyLife should expand these services to infant age 3 years and
support parents through to their child’s transition into the school setting.
•• An important area of focus in the future for TinyLife is to further monitor the age
profile of parents accessing TinyLife services and act on improving the approach and
engagement of younger mothers, if needed.
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1.

INTRODUCTION

1.1 Background
In 2018/19, 7.8% (n=1,786) of infants in Northern Ireland (NI) were born premature,
with prematurity being defined as born at less than 37 weeks’ gestation (Public Health
Intelligence Unit, 2019). There has been little variation in this rate over the previous five
years, with incidence reported at 7.7% (n=1,868) in 2013/14 (Public Health Intelligence
Unit, 2014). Infants born preterm are at greater risk of neonatal death; at greater risk
of short term complications (breathing problems, heart problems, brain problems,
temperature control problems, gastrointestinal problems, blood problems, metabolism
problems, and immune system problems); and, at greater risk of long term complications
(cerebral palsy, impaired cognitive development, vision problems, hearing problems,
dental problems, behavioural and psychological problems, and chronic health issues,
such as asthma) (Mayo Clinic, 2017). Current statistics suggest that 40% of infants
born premature experience developmental problems such as language delay, attention
disorders and emotional problems. Due to possible difficulties in development and the
delay in reaching developmental milestones, in comparison to infants born at full term,
parents may benefit from additional help to advance and keep track of their infant’s
development in the early years.
For parents, the experience of a preterm birth, and their infant being cared for in a
neonatal unit, can have an adverse effect on their transition to parenthood and the
family’s well-being in early childhood (Treyvaud, 2014). In examining associations between
parents’ psychological well-being and their child’s socio-emotional development after
preterm birth, Huhtala et al. (2014) reported depressive symptoms in mothers were
associated with more problems in their child’s development. Similarly, parenting stress
in mothers and fathers was negatively associated with developmental problems five
years after preterm birth. Treyvaud et al. (2014) evaluated the long-term influence
of experiencing a very preterm birth on parental mental health, family functioning
and parenting stress and found that, in comparison to parents of term-born children,
parents of very preterm children were more likely to report moderate to severe anxiety
symptoms, poorer family functioning, and higher levels of parenting stress when children
were age 7 years. Treyvaud et al. (2014) concluded that, as the family and parenting
environment is strongly associated with child development, parents of very preterm
infants might benefit from extended support.
International research consistently demonstrates that parenting matters more than any
other aspect of a child’s environment. An on-going, warm and stimulating relationship
between parent(s) and child is just as important to children’s survival and development
as are the provision of food and childcare. Good attachment and a loving adult bond
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with young infants, involving sensitivity, responsiveness and attunement on the part
of caregivers, is crucial to ensuring good physical, psychological, social and cognitive
development. Parental awareness and monitoring of the young child, the signs and
vocalisations the child makes to communicate his/her needs and the caregiver’s ability to
meet those needs, sets the foundation for all future development. The positive effects
on brain development of parent/child ‘serve and return’ intimacy have been confirmed
by neuroscience. The basic architecture of the brain is built through these on-going
processes in early life when brain development is most rapid and when synaptic patterns
that organise and structure learning are formed; building the foundations for all future
learning, behaviour and health, since brain development is inexorably linked to the
multiple biological systems that underpin physical and mental health.
It is also in these early life interactions that children acquire resilience and the ability
to self-regulate. Children are born with the capacity to learn to control impulse, focus
attention and retain information but their experiences lay a foundation for how well
these and other executive functions will develop. The cumulative impact of positive life
experiences makes it easier for children to achieve good outcomes, and self-regulation
helps them manage information, make decisions and plan ahead. A close parent/child
emotional bond provides infants with a sense of security, building the foundations for
a positive sense of self and empathy for others. Parents can be taught and supported
to be more consciously aware of their own behaviours, practices, attitudes and feelings
and their effects in the home and on family life. They can be helped to understand that
a secure loving parent/child relationship that models the appropriate use of language
and behaviour and that fosters in the home a culture of learning, autonomy, rights and
inclusiveness promotes good child outcomes.
Parent/child interactions are also crucial in child language development. Studies show
that children who have been deprived of human interaction have major deficits in
speech and language, a prime factor in poor educational achievement and delinquency.
Instructing parents in the use of conversational techniques with their children and in child
learning through play, enhances children’s language development, memory skills and
problem-solving capabilities. Physical and mental development and cognitive, linguistic,
social and emotional competencies are all interdependent. Development in one domain
enhances development in all the others. The research confirms that a secure, stimulating
home environment devoted to play, reading, talking and listening to infants and young
children, lays the foundation for good child outcomes across all development domains.
Parents can learn new parenting techniques and insights into how children develop
and learn, positively affecting how people parent. The vast majority of parents want the
best for their children, but many do not know how to achieve this. The realisation that
their actions can profoundly affect child outcomes and child life chances is a powerful
motivation for change.
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A meta-review into the effectiveness of a range of early intervention programmes
for parents of preterm infants found that programmes consisting of home-based and
facility-based components demonstrated the most positive effect for outcomes related
to parents’ and infants’ wellbeing (Puthussery et al. 2018). Implementing intervention
programmes for parents of preterm infants that consist of home visits, early education
and family support may positively influence outcomes for families in the early years, prior
to starting school. This was the auspice for the TinyStart Project, with TinyLife Family
Support Services expanded to reach more families of premature infants aged from
0-2 years in addition to the Lifestart Growing Child programme supporting families of
premature infants aged from 0-3 years, and the subsequent independent evaluation by
researchers at Queen’s University Belfast, reported herein.

1.2 The TinyStart Project
The basis of the TinyStart Project came from views expressed by parents/carers of
premature infants during focus groups conducted in January 2014, in which they
highlighted the lack of services appropriate to their needs and the need for support
on leaving hospital with a premature infant. From this, TinyLife, the Northern Ireland
premature and vulnerable baby charity, and The Lifestart Foundation, a charitable body
with more than 30 years’ experience in delivering quality parenting education and family
support, recognised that by combining specific services they could deliver a unique
and specialised programme that met the needs of these families. The TinyStart Project
set out to deliver a home visiting and community-based project with an emphasis on
holistic child development and unique practical family support to parents of premature
infants residing within three Health and Social Care Trusts (HSCTs) in NI. Funding for the
TinyStart Project was obtained from The National Lottery Community Fund, with the
collaboration between the two charitable organisations running from April 2015 to April
2020.
1.2.1 TinyLife Family Support Services
In 2013, TinyLife commissioned an independent evaluation of their Family Support
Services. The parents who participated in the evaluation overwhelmingly advocated for
the need for home and community-based services that would support them to overcome
the adverse effects of having a premature infant. Apart from the Family Support Services
offered by TinyLife to parents of premature infants aged up to two years, there is no
dedicated package of support available to families who have a premature infant in NI.
All parents have access to statutory universal services, such as health visiting. However,
parents reported that the limited home visits from the Health Visitor did not meet
their needs; that often the Health Visitor lacked the knowledge and experience of the
developmental needs of their child. Only a small percentage of parents were able to
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access other community-based services, such as Sure Start; although, parents again
reported that staff lacked the appropriate knowledge of the developmental needs of
premature infants. Parents discussed the need for having dedicated trained staff and
effective support on the child’s discharge from hospital.
Through the TinyStart Project, TinyLife aimed to extend their service provision across the
five-year project by supporting a greater number of families with premature infants aged
0-2 years. Specific targets included:
•• Facilitate 16 Parent Support Groups held across the HSCT areas for each year of the
project
•• Deliver 24 Baby Massage Sessions across the HSCT areas for each year of the project
•• Deliver 24 Baby Sensory Sessions across the HSCT areas for each year of the project
•• Provide home visits by a TinyStart volunteer for four hours per week up to the child’s
second birthday to 35 families for each year of the project.
Table 1.1 Uptake of TinyLife Family Support Services during the five-year funded
TinyStart Project
Family
Support
Service

Year One
Year Two
Year Three
Year Four
Year Five
(2015/16)
(2016/17)
(2017/18)
(2018/19)
(2019/20)
Sessions Attendees Sessions Attendees Sessions Attendees Sessions Attendees Sessions Attendees

Parent
Support
Groups

32

424

59

1144

75

1431

58

1103

61

1118

Baby
Massage

30

108

53

532

69

618

53

766

69

706

Baby
Sensory

352

88
families

172

43
families

552

138
families

141

43
families

132

45
families

Home
2072
27
6660
51
7553
55
6321
57
5885
40
Based
(hrs) families (hrs) families (hrs) families (hrs) families (hrs) families
Volunteers
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Table 1.1 provides an overview of the Family Support Services accessed, number of
sessions provided and number of participants engaged over the duration of the TinyStart
Project, with parents of infants aged 0-2 years availing of one or more service. It
demonstrates a steady increase in the uptake of TinyLife Family Support Services over the
last five years. With Year One as the base year, the TinyStart Project has enabled TinyLife
to facilitate an average of 31 additional Parent Support Group sessions each year, deliver
an average of 31 additional Baby Massage Sessions each year, and provide Home Based
Volunteers to an average of 29 additional families each year, equating to an average
of 4,533 additional hours of home-based support. Due to long-term sick leave of staff
delivering Baby Sensory Sessions, there was a limit to the sessions available to parents
and their infants through the TinyStart Project. However, an average of 71 families
attended Baby Sensory Sessions each year, with the target for service delivery met.
1.2.2 The Lifestart Growing Child programme
The Lifestart mission is to improve child development outcomes by making available to
parents, evidence-based knowledge and information on how young children develop
and learn and by supporting parents in the use of this information in their child-rearing
practice. Lifestart is, therefore, a two-generation programme focused on both parent/
caregiver and child outcomes; the primary impact of the service is on parenting
outcomes, which in turn impact positively on child development. The Lifestart mission
is implemented by facilitating the delivery of the Growing Child programme through
a Home-Visiting service to the parents of children from birth up to pre-school or
school entry. The available evidence suggests that home visiting focused on systematic
evidence-based programme content, delivered by well-trained and supervised paid staff,
is the most effective approach to parent learning and support (Puthussery et al. 2018).
The Growing Child is an evidence-based and outcomes focused programme grounded
in strong empirical research on child development and parenting. It is a systematic
month-by-month programme that addresses child development and parenting
issues as the child develops and grows. The programme was designed and is regularly
reviewed by child development experts. The Growing Child delivered through the Home
Visiting Service was empirically tested on the island of Ireland through an independent
Randomised Controlled Trial (2008-2015) based on a fully experimental design. The
RCT Study, conducted by a team from Queen’s University Belfast, involved 424 parents
and their children and it proved conclusively that Lifestart works, significantly improving
parenting attitudes and practices: parenting related stress; parental knowledge of child
development; parental efficacy; parent-child attachment; discipline and boundaries
and parental mood; and improving child development outcomes: improved cognitive
development; socio-emotional development; and child behaviour and leading to a
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significant reduction in speech & language referrals (Miller et al., 2015). The researchers
concluded that the findings were consistent with the Lifestart Logic Model and Theory
of Change, the measured benefits were the direct result of the Lifestart intervention and
the parent’s relationship with the Family Visitor was a key factor in positive outcomes.
The Growing Child is a fully manualised programme, subject to rigorous quality assurance
procedures and fidelity measures. It is delivered in the form of a colourful illustrated
month-by-month magazine delivered by Lifestart Family Visitors who are trained and
whose work is quality assured by the Lifestart Foundation. The Family Visitor visits the
parent/s in their own home at least once a month, and discusses the age appropriate,
evidence-based month-by-month content of the programme with the parent, focusing
on the individual child and demonstrating to parents how their actions and behaviours
can support their child’s development and learning. The programme is supported by a
well-developed library of age appropriate books, toys and other learning resources and
Family Visitors demonstrate the use of these resources in promoting child development
and learning. By illustrating the importance of conversation, listening, gestures, language,
movement, play and learning interactions, the family visitor promotes parent/child
emotional attachment, bonding and communication and supports the parent to provide
good nurture and to create a good Home Learning Environment, both of which have
been empirically proven to produce better outcomes for children.
By adopting a strengths-based approach - focused on how young children develop
and learn - the Lifestart programme is more engaging and less stigmatising than other
‘deficit’ models of family support. The relationship between the Family Visitor and the
parent is one of equality based on a dialogic social pedagogic approach rather than a
didactic and instructive one; an ‘outcomes-focused’ conversation with the parent about
their developing child. Family Visitors are trained to apply reflexive principles, adapting
the Lifestart programme to family need and cultural context within the framework
of evidence-based practice. The uniqueness of the Lifestart approach is in working
intensively with parents, on a one-to-one basis, promoting a supportive relationship,
that consistently achieves high levels of parental engagement and that allows for the
adaption of the Growing Child programme to parent and child needs at the point of
programme delivery, while still maintaining fidelity to the evidence-based programme
and practice. This made the programme ideal for delivery to the parents of premature
infants through the TinyStart Project. Many of these parents have bonding, attachment
and nurturing issues as a consequence of long periods of initial separation from their
children while the children have been in the neonatal unit. They often feel detached
from their babies, disempowered and lack confidence in their parenting abilities
especially in relation to parenting a child who may be in poor health and who is likely to
experience developmental delays that may impact on future development outcomes. By
delivering the Growing Child programme based on the child’s developmental rather than
chronological age, the needs of the children are also met and the parent/s reassured and
6
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their parenting competence and confidence supported. Hence children’s chronological
age is corrected to reflect their gestation period and the Growing Child issues delivered in
line with their corrected (developmental) age.
Each monthly issue of the Growing Child includes explanatory notes on child
development, capacities and potential at the age to which the issue refers and suggests
things that the parent might do to improve the home learning environment and to
enhance and further the child’s development and learning. Complex child development
concepts and insights are explained in clear and readable text accompanied by pictures,
and learning is linked directly to parent/child day-to-day activities, experiences and
contexts. The programme is structured in such a way as to engage parents in children’s
learning and to inform and educate them by providing them with knowledge, information
and developmental activities in an integrated sequence, appropriate to children as they
grow, develop and learn. Informed by the knowledge that child learning attainments
are built on foundations laid down earlier, knowledge acquired at one developmental
phase is reinforced and enhanced at another; hence, the same topic may be addressed
in different ways on a number of occasions, reflecting different developmentally
appropriate expectations and contexts. The Growing Child programme is, in this respect,
spiral in nature and it includes half-year/yearly developmental checklists, based on
learning milestones that allow parents to assess their child’s learning and development.
Development milestones are presented only as a guide to typical development
expectations, the uniqueness of the individual child and his/her individual developmental
strategies and pathways is emphasised, and each developmental achievement is
celebrated in order to promote the child’s growing agency, confidence and self-esteem.
The target for the TinyStart Project was to recruit 40 families through TinyLife and
deliver 3 years of the Lifestart Growing Child programme through monthly home visits
to share age appropriate, evidence-based information on child development by Lifestart
Family Visitors (LSFVs). The limit in the number of families recruited and enrolled on the
programme, and its duration, was due to resources available and the timeframe of the
project. Two LSFVs were employed to each have a caseload of twenty families. Families
had to meet the following eligibility criteria for the Lifestart Growing Child programme:
•• Infant born < 32 weeks’ gestation or an infant birth weight of <1500 grams
•• Reside within the BHSCT, SEHSCT or the areas operating in the WHSCT
(encompassing Derry/Londonderry to Omagh)
TinyLife Family Support Officers (FSOs) routinely meet with families of infants that
have been admitted to the neonatal units at birth to inform them of TinyLife Family
Support Services available. Families who met the inclusion criteria for the Growing
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Child programme during the enrolment phase were also informed about the 3-year
programme and invited to participate. If interested, TinyLife FSOs made a baseline
home visit alongside the LSFV to discuss the programme and enrol the family. In total,
75 families participated in the Growing Child programme across the five years of the
TinyStart Project, receiving support through monthly home visits by LSFVs delivering the
programme, as well as biannual telephone calls by TinyLife FSOs. Of these 75 families,
38 (with 42 infants) completed three years of the programme, as planned; along with
an additional 37 families, who were able to receive the programme for 1-2 years due to
increased capacity in the last two years of the TinyStart Project. These additional families
did not participate in the current evaluation.

1.3 The TinyStart Evaluation aim and objectives
The aim of this current report was to evaluate the services delivered through the
TinyStart Project, including an evaluation of the experiences of those who facilitated,
delivered and participated in the 3-year Lifestart Growing Child programme that
was accessed through TinyLife services. It was important for the two organisations
collaborating (TinyLife and The Lifestart Foundation) to gain an understanding of the
experiences of the parenting support services and the working relationship between
those facilitating, delivering and receiving services, for future decision-making.
The TinyStart Evaluation objectives were to:
1. Examine the profile of parents accessing TinyLife Family Support Services
2. Identify parents’ opinions of TinyLife Parent Support Groups and Baby Massage
sessions
3. Evaluate parent-reported outcomes for those families receiving the Growing Child
programme and observe trends across the three-year timeline
4. Explore parents’ experiences of the Lifestart Growing Child programme
5. Explore Lifestart Family Visitors’ experiences of delivering the Growing Child
programme to parents of infants born premature and in working with TinyLife Family
Support Officers
6. Explore TinyLife Family Support Officers’ experiences of facilitating parents’ access to
the Lifestart Growing Child programme and in working with Lifestart Family Visitors.
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2. METHODS
The evaluation consisted of three phases of data collection to evaluate the services
delivered through the TinyStart Project and to determine the success of the
collaboration between TinyLife and The Lifestart Foundation in supporting families with
premature infants. A mixed methods evaluation study design was developed with both
quantitative and qualitative approaches. A mixed methodology is described as using
the strengths of both the quantitative and qualitative methodologies to fully explore a
study question rather than be restricted to certain data collection methods (Cresswell
and Clark, 2011). A quantitative approach was appropriate for this evaluation, as
it was able to examine the profile and identify the opinions of parents accessing
TinyLife Family Support Services; and, evaluate the outcomes of parent/infant dyads
receiving the Lifestart Growing Child programme, observing tends across the duration
of programme delivery. In addition, a qualitative aspect to the evaluation allowed
for a better understanding of parents’ experiences of the Growing Child programme
and explore staff experiences of delivering and/or facilitating access. Together the
quantitative and qualitative phases were designed to provide information that was key
to ensuring TinyStart was meeting the needs of parents and their premature infants
and that any future decision-making on service delivery was well informed.
The first phase addressed objectives one and two with the use of survey methods
to parents accessing TinyLife Family Support Services. The second phase addressed
objective three by administering questionnaires to parents at four time points during
the delivery of the Growing Child programme. The third phase allowed for an in-depth
exploration of parents’ and staff experiences of receiving, facilitating or delivering
the Growing Child programme, fulfilling objectives four, five and six of the evaluation.
Figure 2.1 presents a flow diagram illustrating the procedure for the evaluation of the
TinyStart Project, with each phase of data collection outlined.
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Figure 2. Flow Diagram of the TinyStart Project and TinyStart Evaluation

The TinyStart Project

The TinyStart Evaluation

TinyLife FSO meets family and
completes assessment of need

Family access of TinyLife services
(infant age 0-2 years)
Parent Support Groups
Breast Pump Loan
Baby Massage
Baby Sensory
Home Based Volunteers

Phase 1:
Parent evaluation of
TinyLife Family Support
Services

Families identified as eligible and
interested in the Growing Child
programme. Famiies invited to
participate and recruited (n=40)

Phase 2:
Evaluation of the
Lifestart Growing Child
programme on parentreported outcomes

Joint first visit by LSFV and FSO to
parents enrolled on the Growing Child
programme and completion of
parent questionnaires

Lifestart Growing Child programme
delivered to families with completion
of parent questionnaires at infant age
1, 2 and 3 years

Phase 3:
Interviews with parents,
LSFVs and FSOs

Families complete the Growing Child
programme at 3 years
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2.1 Parent evaluation of TinyLife Family Support Services
The objectives of this phase of the evaluation were to (i) gain an understanding of the
profile of parents accessing TinyLife Family Support Services; and, (ii) identify opinions
of a subset of parents accessing parent support groups and baby massage sessions. Two
short surveys were developed for each of these objectives. The first survey was divided
into three sections that asked parents which TinyLife Service(s) they were interested
in using or had used, about their baby and about themselves. These included items on
the demography of infants (gestational age and weight at birth, length of time spent in
the neonatal unit, if any, and age at time of survey completion) and parents (age group,
marital status, who they were currently living with). The survey also asked parents how
they were feeling in relation to their emotional health and health-related quality of life,
how well informed they felt about their infant(s) needs and from whom they had received
support. Structured question formats were used, with an additional option for parents to
provide an open text response to make any further comment if they wished. The second
survey asked parents to rate different aspects of their experiences of the group or
session they had attended, using a five-point Likert-type scale from very unhappy to very
happy. It also provided open text boxes asking parents to describe what benefits they
gained from the group/session and any suggestions as to how TinyLife could improve
their services. Both parent surveys are available on request from TinyLife.
Parents attending or in receipt of the TinyLife services were invited to complete the
surveys anonymously and confidentially. To ensure parents were not overburdened with
requests, invitations were staggered across the five years of the TinyStart Project to
capture the profile of parents across all the TinyLife Family Support Services, and to
capture the opinions of parents attending the final sessions scheduled for Parent Support
Groups and Baby Massage Sessions. Parents were informed that completing the survey
was voluntary and that, if they had previously completed the survey, they did not need to
complete it again. Either survey could be completed in five minutes.

2.2 Evaluation of the Lifestart Growing Child programme
The evaluation of the Lifestart Growing Child programme was conducted across two
phases. Firstly, evaluating outcomes from the perspective of parents using questionnairebased methods; and, secondly, exploring parents’ and staff experiences of the
programme using qualitative methods.
2.2.1 Evaluating parent-reported outcomes
The objectives of this phase were to evaluate parent-reported outcomes for those
families receiving the Growing Child programme and observe trends across the 3-year
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time frame of participation in the programme. These objectives were achieved using
questionnaire-based methods. This form of evaluation was chosen as an appropriate
method, as it easily facilitated the collection of quantitative data with minimum
inconvenience to the parent. The questionnaires were designed to measure parental selfefficacy, social support and quality of life, as well as infant measures of child development
and child behaviour in order to assess associations with parent outcomes. Standardised
and validated instruments were used. Table 2.1 outlines the outcomes measured, as well as
the measurement tools used and the timing of evaluations.
Table 2.1 Parent and infant measures and time point of evaluation
Outcome (measurement tool)

Baseline

1 year

2 years

3 years

Parenting self-efficacy
(Tool to Measure Parental Self Efficacy)

X

X

X

X

Social support
(Perinatal Infant Care Social Support)

X

X

X

Health-related quality of Life
(EuroQol EQ-5D-5L)

X

X

X

X

Child development
(Ages & Stages Questionnaire – 3)

X

X

Child behaviour
(Child Behaviour Checklist)

X

A description of each measurement tool is provided below.
Parental self-efficacy
The Tool to Measure Parental Self Efficacy (TOPSE) (Kendall and Bloomfield, 2005) is
used to measure changes in parenting self-efficacy or confidence. It can be used to help
evaluate parenting programmes and identify specific problem areas parents may be
experiencing. There are two versions of the tool: TOPSE Baby and TOPSE. TOPSE Baby
is administered to parents of infants aged 6 months or less and contains six domains:
emotion and affection; play and enjoyment; empathy and understanding; pressures;
self-acceptance; and, learning and knowledge. TOPSE is administered to parents of
infants and children aged greater than 6 months and contains eight domains: emotion
and affection; play and enjoyment; empathy and understanding; control; discipline and
setting boundaries; pressures; self-acceptance and learning and knowledge. TOPSE was
completed by the parent at each time point of data collection. At baseline, if the infant
was aged less than six months, the TOPSE Baby tool was used. A mapping algorithm was
used at baseline to map the total score derived from the TOPSE Baby to TOPSE, so that
meaningful comparisons could be made.
12
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Five statements in TOPSE Baby are phrased negatively and are reverse scored, while six
statements in TOPSE are phrased negatively and are reverse scored. For each domain, in
both versions, there are six statements, each scoring from 0-10 with a maximum score of
60 in each domain. Thus, the total score on parenting self-efficacy is derived by the sum
of scores for each domain. The higher the total scores under each domain, the greater
the parent’s confidence in their parenting ability. A change in score over the time frame
involved would suggest a change in the parent’s perception of their parenting ability
overall, and/or in a particular domain area. Parents completed the TOPSE on enrolment
and at infant age 1, 2 and 3 years.
Social support
The Perinatal Infant Care Social Support (PICSS) instrument measures the perceived
level of parental social support available in the perinatal period (Leahy-Warren et al., 2011;
Leahy-Warren et al., 2019). The PICSS consists of two scales measuring the domains of
functional social support and structural social support. The PICSS Functional domain
enables parents to indicate the types of support (informational, instrumental, emotional,
appraisal) available to them, whether they be formal (healthcare professionals) or
informal (family and friends). Parents are presented with 22 positive statements of social
support across the four subscales and asked to indicate on a scale of 1 to 4 whether they
(dis)agree with the statement, with 1 representing strongly disagree and 4 representing
strongly agree. Each subscale is scored, with the informational and instrumental subscales
ranging from 7 to 28, and the emotional and appraisal subscales ranging from 4 to 16.
The total score for PICSS Functional is derived by the sum of scores for each subscale.
Total scores range from 22 to 88, with a higher score indicating greater functional social
support available to the parent.
The PICSS Structural domain assesses the number of sources within an individual’s social
network that are available to provide support, delineating formal and informal sources of
support (Leahy-Warren et al., 2019). Structural social support is considered to be available
if any of the four types of support (informational, instrumental, emotional, appraisal) are
identified from at least one source. Parents completed the PICSS on enrolment and at
infant age 1 and 2 years.
Health-related quality of life
The EQ-5D-5L is a standardised measure of health status developed by the EuroQol
Research Foundation that provides a simple, generic measure of health for clinical and
economic appraisal (Herdman et al., 2011). The measure is completed by individuals and
requires them to rate five domains of quality of life (mobility, self-care, usual activities,
pain/discomfort, anxiety/depression) using a 5-point Likert style scale. The five digit
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indicators provide a current health state, which is then converted to an index value using
the standard UK EQ-5D-5L value sets. Thus, values range from 0 to 1, with 1 indicating
full health (EuroQOL Research Foundation, 2019). Parents completed the EQ-5D-5L on
enrolment and at infant age 1, 2 and 3 years.
Child development
The Ages & Stages Questionnaire (ASQ) is a measure of general development, often
used to screen for developmental delay for ages 1-66 months (Squires et al., 1995).
The questionnaire is completed by parents and contains approximately 30 items,
depending on the age appropriate questionnaire administered, with responses indicating
yes, sometimes or not yet. Domains of development include communication, gross
motor, fine motor, problem solving and personal-social. Each item is scored (Yes=10,
Sometimes=5, Not yet=0) providing total scores for each domain ranging from 0 to 60,
with cut-offs for each domain indicating the child’s development to be on schedule, a
need for monitoring or a need for further assessment. Higher scores indicate the child’s
development is on schedule. Parents completed the appropriate ASQ for their child’s
corrected age at infant age 2 and 3 years.
Child behaviour
The Child Behaviour Checklist (CBCL) is a measure for children’s emotional, behavioural
and social aspects of life, often used as a diagnostic tool for emotional and behavioural
problems (Achenbach and Rescorla, 2001). The 1½-5 years’ version of the CBCL is
completed by parents for identifying internalising and externalising problem behaviour
and covers 100 items on a 3-point Likert type scale with a timeframe over the past 6
months. The checklist detects emotional and behavioural problems in children, with
higher scores indicating greater behavioural problems. Parents completed the checklist
at infant age 2 years.
Evaluation procedure
Following enrolment on the Growing Child programme, the baseline questionnaire was
administered to parents by the LSFV. At this stage the gestational age of the infant(s) at
birth was recorded, along with their current age and the date of enrolment. The follow
up questionnaires were administered at subsequent home visits by the LSFV at key time
points during the delivery of the programme. Namely, at infant age 1 year, 2 years and 3
years, if the family remained in the programme.
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2.2.2 Evaluating experiences of Parents’ and TinyStart staff
The objectives for this phase of data collection were to explore the experiences of
the Growing Child programme from the perspective of parents who participated in the
programme, as well as the experiences of support staff who either facilitated parents
in accessing the programme and played an integral role in the referral process (TinyLife
FSOs) or delivered the 3-year programme to parents and their infants (LSFVs). A
qualitative design was used, with semi-structured one-to-one interviews conducted.
Interviews with parents were considered the most appropriate method of data collection
due to the potential discussion of issues relating to their child’s development that might
be sensitive. Interviews with TinyStart staff were considered the most appropriate
method of data collection due to the relatively small number of staff involved. The use of
interviews helped to ensure anonymity and confidentiality for all participants.
The interview schedules for this phase of data collection were developed through the
review of interview schedules developed for the randomised controlled trial on the
effectiveness of the Growing Child programme in a sample of parent/child dyads (Miller
et al., 2015), as well as an interim analysis of data collected from phase one and phase
two of the TinyStart Evaluation. These interim data helped to identify particular topics
for discussion relevant to the population sample for this study. Two interview schedules
were developed, which accounted for the different perspectives and background of the
parents and the TinyStart staff. The interview schedule for parents is provided in Appendix
A, while that for staff is provided in Appendix B.
Interviews with parents
Potential participants for the parent interviews were identified through TinyLife and
included those parents who accessed the 3-year Lifestart Growing Child programme.
A computer-based random number generator generated a random list of study IDs.
In the first instance, the first twenty study IDs generated were approached through a
telephone call by their TinyLife FSO or LSFV, who acted as gatekeeper for the purposes
of recruitment of parents to the study. Support staff used a dialogue sheet during the
contact to provide brief information about the study and ascertain whether the potential
participant was interested in hearing more about participating in the study from the
research team. If yes, permission was obtained to pass the parent’s contact details
onto the QUB researcher. An information sheet and consent form was emailed to the
potential participants through their FSO/LSFV, who then contacted the QUB researcher
to provide details of the parent. The QUB researcher subsequently made telephone
contact with the potential participant to provide further information and answer any
queries. Parents who wished to take part in the study arranged with the researcher a
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suitable date/time for the interview. Potential participants were recruited once they
have been fully informed of the study and provided written consent. Due to Covid-19
restrictions options for the location of interviews were limited to telephone or online via
MS TEAMS. Participants emailed the signed consent form to the QUB researcher, who
countersigned the form and returned a copy to the participant, prior to the scheduled
interview. During the interview, participants were asked about their experiences and
opinions of the Growing Child programme. Interviews were audio recorded for later
transcription and were expected to last a maximum of one hour.
Interviews with TinyLife Family Support Officers and Lifestart Family Visitors
TinyStart staff eligible to take part in the study included (i) TinyLife FSOs who had made
referrals of eligible parents to the Lifestart Foundation and facilitated parents’ access to
the Growing Child programme; and, (ii) Lifestart family visitors (LSFVs) who had received
referrals, recruited parents and delivered the programme. The number of support staff
eligible and, thus, invited to participate was limited by the number of FSOs and LSFVs
that had been involved in the Growing Child programme (n=5). It was expected that up to
four interviews would be conducted with support staff; two TinyLife FSOs and two LSFVs.
While we anticipated that the number recruited would be small; it would allow for support
staff experiences and views to be captured.
Potential participants for the interviews with support staff were identified through Senior
Management of TinyLife and Lifestart, who acted as gatekeepers. The gatekeepers
manage the teams that supported families of premature babies and were able to identify
those staff members who had facilitated families in accessing the Lifestart Growing Child
programme (FSOs) and those who delivered the programme (LSFVs). An invitation was
sent via email to eligible staff by the gatekeepers with an attachment containing the
information sheet. FSOs and LSFVs interested in hearing more about the study were
invited to contact the QUB researcher via email or telephone for further information
and have any queries answered. Those interested in participating arranged with the
researcher a convenient date/time for the interview. Due to Covid-19 restrictions
options for the location of interviews were limited to telephone or online via MS TEAMS.
Support staff were asked to email the signed consent form to the QUB researcher, who
countersigned the form and returned a copy to the participant, prior to the scheduled
interview. During the interview, support staff were asked about their experiences and
opinions of facilitating/delivering the Growing Child programme. Interviews were audio
recorded for later transcription and were expected to last approximately one hour.
Ethical approval for the evaluation study was obtained from the Medicine, Health and
Life Sciences Faculty Research Ethics Committee in Queen’s University Belfast (FREC
reference Number Flynn.SREC_Sept19_V2).
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2.3 Data analyses
Responses to parent evaluations of TinyLife Family Support Services were entered
into SPSS Version 20. Simple descriptive statistics were used to analyse data, with
frequencies and percentages calculated for categorical and dichotomous variables,
and mean (standard deviations) for continuous variables. Aggregate data were
presented in tabular form or bar charts, where suitable. Qualitative data from free text
responses were analysed using a word cloud tool in MS Excel 2016, allowing for a visual
representation of parents’ opinions of Family Support Services.
Data from questionnaires completed by parents participating in the Growing Child
programme were entered into the Statistical Package for Social Scientists (SPSS)
Version 20, proofed for data entry errors, cleaned and assessed for missing data. If
there were missing individual responses to items within any of the measurement tools
at any given time point, or missing data from families participating in the programme at
a given time point, multiple imputation methods were planned. This method produces
estimates that are at lower risk of bias than alternative techniques for dealing with
missing data, including, imputing missing data with the last known response for an
individual or imputing the group mean response for the item at a given time point
(Huque et al., 2018). Measurement tools were imputed separately and at each time
point, with the gestational age at birth of the index infant used as a predictor variable,
along with an individual’s completed responses to items on the relevant measurement
tool.
Descriptive statistics, including means, standard deviations and range were calculated
for all variables at each time point. A general linear model was used for a repeated
measures analysis of variance (ANOVA) to test for within-subjects effects i.e. whether
there were differences in observed parent-reported outcomes over time. Post hoc
pairwise comparisons using the Bonferroni correction were also used to estimate
marginal mean differences across time points. In addition, an analysis of variance
was used to evaluate whether parents’ outcomes were equal across levels of child
development, child behaviour and gestational age at birth. These covariates were
mean centred to protect from altering the main effect of the repeated measures. A
significance level of p<0.05 was used for all inferential tests.
For the interviews of parents and staff receiving, delivering or facilitating the Growing
Child programme, audio recordings were transcribed verbatim. To enhance credibility,
member checking was used, with participants receiving a copy of their transcript and a
request to respond to the researcher if they felt that the transcript did not reflect their
interview. The qualitative data analysis used a broad interpretive qualitative approach
based on the principles of thematic analysis (Braun and Clarke, 2006). Thematic
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analysis focuses on identifying themes throughout the data. Initially the transcripts
were read and re-read independently by two members of the research team,
highlighting segments of data, which were coded by identifying persistent words,
phrases, themes or concepts. Data were then grouped according to topic, allowing
further identification of sub-themes. Following coding, the data were categorised to
reflect the overall sense of the data and the relationships between the categories.
At this point, the researchers met to discuss the findings and any possible
disagreements. Related categories were merged into themes. These themes were
used to gain an understanding of the experiences of parents participating in, and
support staff facilitating or delivering, the programme.
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3. RESULTS
The TinyStart Evaluation was conducted alongside the TinyStart Project, with data
collection taking place throughout the five years. This section presents the findings from
the three phases of data collection; namely, surveys of parents’ accessing TinyLife Family
Support Services in Years 1 to 5, evaluation of parents’ outcomes accessing the Growing
Child programme in Years 1 to 4, and interviews of parents’ and staff involved in the
programme in Year 5.

3.1 Evaluation of TinyLife Family Support Services
A total of 343 parents completed the parent survey aimed at gaining an understanding
of the profile of parents accessing services and general opinions of the support services
received through TinyLife. The second survey evaluated parents’ opinions of two specific
support services attended and was completed by 157 parents: 54 parents evaluating
Parent Support Groups and 103 parents evaluating Baby Massage sessions.
3.1.1 Profile of parents accessing Family Support Services
Characteristics of parents, and their infants, who completed the parent profile survey are
presented in Table 3.1, including respondent’s gender, age group, whether they had had a
previous premature infant, and details of the index infant. At the time of completing the
survey, all parents indicated that their infants were living at home with the exception of
two infants in a neonatal unit and one infant in a children’s ward. The average gestational
age at birth of respondents’ infants was 33.6 weeks (SD: 4.1; range: 13-41 weeks). The
majority of infants were born less than 37 weeks’ gestation (89%, n=262). The average
birthweight was 2065 grams (SD: 880g, range: 482-5400g). 74.9% (n=256) had a birth
weight of less than 2500 grams. The average time spent in the neonatal unit was 33.6
days (SD: 32.5; range 0-160 days). At the time of the survey, the average age of infants
was 6.6 months (SD: 5.9; range 0.1-33.1 months).
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Table 3.1 Characteristics of parents and infants accessing TinyLife Family
Support Services
Characteristic
n (%)
Parent’s gender (n=292)
Female

260 (89%)

Male

32 (11%)

Parent’s age group (n=340)
19 or under

7 (2%)

20-24

18 (5%)

25-29

58 (17%)

30-34

128 (38%)

35-39

94 (28%)

40 or over

35 (10%)

Previous premature baby (n=292)
Yes

32 (11%)

No

260 (89%)
Mean (SD)

Range

0.841 (0.263)

-0.261 – 1.000

32.8 (4.1)

13 - 41

Birth weight of infant, in grams
(n=342)

2,065 (880)

482 - 5400

Length of time infant spent in neonatal unit,
in days (n=294)

33.6 (32.5)

0 - 160

6.6 (5.9)

0.1 – 33.1

Parent’s health-related quality of life (n=300)
Gestational age at birth of infant(s),
in weeks (n=294)

Infants’ age at completion of survey,
in months (n=281)
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In response to who parent-infant dyads were currently living with, 318 (93%) of parents
indicated that they were living with their spouse/partner, 16 (5%) indicated that they were
living with parents, and six parents (2%) indicated that they were living alone. Seventy-five
parents (22%) indicated that they were also living with other children in their household.
In response to describing how they were feeling today, 292 parents responded with a
range of emotions, as illustrated in Figure 3.1, with the greatest number referencing
emotions of feeling positive, happy, relaxed, tired and confident. A small number
Figure
3.1 feeling
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(6%).
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Figure 3.1 Parents’ responses on how they were feeling today (n=292)
Parents were asked how well informed they felt about their baby’s needs on a Likertstyle scale ranging from 1, not at all informed, to 5, very informed, with 292 parents
responding. Of these, 242 (83%) indicted that they felt informed or very informed about
their baby’s needs, 41 (14%) moderately informed, eight (2.7%) slightly informed and one
(0.3%) not at all informed. Parents were asked what other support they had received,
outside the neonatal unit, with eight structural support bodies listed and the option to
circle all that apply and/or indicate an ‘other’ support (Figure 3.2). ‘Other’ services that
provided support included formal support (community mental health teams, paediatric
consultant, dermatologist, physiotherapist, occupational therapist, speech and language
therapist, ophthalmologist, chiropractor, health food specialist, dietician) and informal
support (online support groups, baby group (Calm and Connected), and church groups).
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Figure 3.2 Parents’ responses on support received (n=293)
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Figure 3.2 Parents’ responses on support received (n=293)
In relation to the Family Support Services delivered by TinyLife, Figure 3.3 provides an
overview of parents’ preferences. While parents were able to indicate preference in more
than one service, the most popular responses were for Baby Massage sessions (94%),
Figure
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Parents’
preferences
TinyLife
Support
Parent
Support
Groups
(76%) andfor
Baby
SensoryFamily
sessions
(72%). Services (n=343)
350

322

NUMBER OF PARENT RESPONSES

300

261

246

250
200

191
133

150
100
50
0

Breast Pump Parent Support Baby Massage Baby Sensory
Loan
Groups
Sessions
Sessions

22

Home Based
Volunteers

Reaching out: Supporting Families – The Tinystart Evaluation Report

Figure 3.3 Parents’ preferences for TinyLife Family Support Services (n=343)
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Figure 3.4 Word cloud illustrating parents’ comments on TinyLife Family Support Services
Figure 3.4 Word cloud illustrating parents’ comments on TinyLife Family Support Services
Key words focused on TinyLife Family Support Services, including parent support groups,
baby massage classes, the Family Support Officers and volunteers. The word cloud
illustrates parents’ predominant thoughts on these services including invaluable, amazing,
Key words focused on TinyLife Family Support Services, including parent support
helpful, friendly, great, brilliant, lovely, excellent, fab. It was evident that the opportunity
groups,
baby
classes,
Support Officers
and volunteers. The word
to meet
withmassage
other parents
whothe
hadFamily
similar concerns
was also appreciated.

cloud illustrates parents’ predominant thoughts on these services including

invaluable, amazing, helpful, friendly, great, brilliant, lovely, excellent, fab. It was

evident that the opportunity to meet with other parents who had similar concerns
was also appreciated.

3.1.2 Parents’ opinions of Family Support Services
Parent Support Groups
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3.1.2 Parents’ opinions of Family Support Services
Parent Support Groups
Parents were invited to complete evaluations of the Parent Support Groups during the
last session of each group running throughout Year 2 of the TinyStart Project, with 54
responses received. Table 3.2 presents the responses to the five items asking parents
their thoughts on the group attended, using a Likert-style scale from 1 to 5 along with sad
to happy faces.
Table 3.2 Parents’ evaluations of Parent Support Groups
1
n (%)

2
n (%)

3
n (%)

4
n (%)

5
n (%)

How would you rate your overall experience
of this group/class? (n=54)

-

-

-

1
(2%)

53
(98%)

Were you made to feel welcome and
comfortable? (n=54)

-

-

-

-

54
(100%)

To what extent did this group/class
meet your expectations? (n=54)

-

-

-

2
(4%)

52
(96%)

1
(2%)

2
(4%)

2
(4%)

7
(14%)

38
(76%)

-

1
(2%)

2
(4%)

7
(14%)

14
(80%)

Evaluation Item

To what extent did you learn new
skills in this group/class? (n=50)
To what extent did you gain new knowledge
or information in this group/class? (n=51)

Parents were provided two free text boxes and asked (i) ‘Please briefly describe what
benefits you gained from this group/class?’; and, (ii) ‘How could we improve on our
services?’. For the first of these, benefits centred on the opportunity to meet and
socialise with other parents of premature infants (cited by 38 respondents), gaining
support and advice, along with sharing ideas and experiences (n=28). These benefits are
illustrated by three parents’ comments, below.
Meet mums who were going through the same things.
From day 1 this has been such a welcoming group. A great way to socialise, especially
in the early days. A great avenue to learn from others experiences and ask advice from
others who have been in similar situations. Amazing support from all!!
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Interactions with other mums, sharing advice with one another, [the group facilitator]
has also been amazing if we have any questions.
Parents appreciated the opportunity the groups gave their children to play and socialise
the13
welcoming,
friendly, to
safe
environment
them and
child (n=12)
withmentioned
others, with
parents referring
this
as a benefit.for
Parents
alsotheir
mentioned
the improvement
to their
wellbeing (n=12).
These
benefits
are
illustrated
by five
theand
welcoming,
friendly, safe
environment
for them
and their
child
(n=12)
and the
improvement
to their wellbeing
parents’ comments,
below. (n=12). These benefits are illustrated by five parents’
comments, below.
Meeting other parents and a chance to let my son play and socialise with other
babies.
Meeting
other parents and a chance to let my son play and socialise with other babies.
The opportunity to attend group with a warm friendly atmosphere.

The opportunity
to attend
with
warm
friendly
Monthly outings
wheregroup
kids are
safeaand
parents
can atmosphere.
relax.
Gets me out and about, great for mental health.

Monthly outings where kids are safe and parents can relax.

Without this group myself and my premature son would not have thrived like we
have. The peer support and support from [the group facilitator] has made us
Gets me
out and about, great for mental health.
happier, stronger people.

Without this group myself and my premature son would not have thrived like we have.
The peer support and support from [the group facilitator] has made us happier,
The word cloud developed from parents’ comments emphasises the focus of benefits
stronger people.
of parent support groups on the social aspect, sharing of experiences and interaction

mums/parents
in a similar
situation
(Figure 3.5).
Thewith
word
cloud developed
from parents’
comments
emphasises the focus of benefits of
parent support groups on the social aspect, sharing of experiences and interaction with
mums/parents in a similar situation (Figure 3.5).

Figure 3.5 Word cloud illustrating parents’ comments on Parent Support Groups
Figure 3.5 Word cloud illustrating parents’ comments on Parent Support Groups
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In terms of improvements to the service, 19 out of 31 parents indicated that there was
nothing to improve, while seven requested more groups, with one parent explaining
‘possibly more regular groups – every two weeks’. Two parents suggested activities, such
as music or arts and crafts, to be incorporated into the groups. One parent suggested set
topics to be discussed e.g. weaning or child development, while one parent suggested an
improvement to facilities with ‘a base for our classes and a store for supplies’. One parent
suggested that services could be made more visible on social media.
Baby Massage sessions
Parents were invited to complete evaluations of the Baby Massage sessions during the
last class of each set of sessions running throughout Year 2 of the TinyStart Project, with
103 responses received. Table 3.3 presents the responses to the five items asking parents
their thoughts on the sessions, using the Likert-style scale from 1 to 5 along with sad to
happy faces.
Table 3.3 Parents’ evaluation of Baby Massage sessions
1
n (%)

2
n (%)

3
n (%)

4
n (%)

5
n (%)

How would you rate your overall experience
of this group/class? (n=103)

-

-

-

2
(2%)

101
(98%)

Were you made to feel welcome and
comfortable? (n=103)

-

-

-

1
(1%)

102
(99%)

To what extent did this group/class meet
your expectations? (n=103)

-

-

-

2
(2%)

101
(98%)

To what extent did you learn new skills in this
group/class? (n=102)

-

2
(2%)

-

3
(3%)

97
(95%)

To what extent did you gain new knowledge
or information in this group/class? (n=101)

-

1
(1%)

-

3
(3%)

97
(96%)

Evaluation Item
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When parents were asked to describe what benefits they had gained from the baby
massage sessions, comments focused on learning new skills and techniques to help their
babies relax and with their babies’ reflux/constipation/colic/teething (n=74). The social
aspect of the sessions was an additional benefit, with parents enjoying meeting other
parents of premature infants and making friends (n=58). These benefits are summarised
by four parents’ comments, below.
Learned wonderful new skills, which I’ve been able to practice at home and share with
my husband. Techniques have helped with baby’s reflux and colic.
Sharing stories with other mums - you’re not on your own - and being taught massage
techniques to help soothe and relax my baby.
I liked the social aspect of the class and chatting to the other mums as well as the
massage moves.
The sessions gave parents the opportunity to bond with their baby, as mentioned by 20 of
the 103 respondents, and they welcomed the relaxed, friendly environment that enabled
this (n=16), as two parents reflected:
Such a lovely class and great bonding experience for mums and babies. Also, being able to
chat and meet with other mums. We thoroughly enjoyed the classes, such a relaxed setting
for mums and babies.
Felt supported, able to calm and comfort baby in a welcoming environment.
Respondents also mentioned how enjoyable the Baby Massage Sessions were for
themselves and their babies:
I enjoyed learning the different techniques to help soothe and calm my baby. He really
enjoyed the classes and the moves. It calms him.
Excellent group thoroughly enjoyed every aspect of the group from meeting new mums
and the massage techniques have been very useful in dealing with our lovely premature
babies. Thank you very much.
The word cloud developed from parents’ comments emphasises the focus of benefits of
baby massage sessions on learning new skills and techniques, meeting other parents and
bonding with their babies in a relaxed environment (Figure 3.5).

27

Reaching out: Supporting Families – The Tinystart Evaluation Report

Figure
3.6
Word
cloud
illustrating
parents’
comments
on Baby
Massage
sessions
Figure
3.6
Word
cloud
illustrating
parents’
comments
on Baby
Massage
sessions
In response to service improvements, the majority of parents that responded (37
out of 59) indicated that there was nothing to improve. Of those parents that made
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of 59) indicated that there was nothing to improve. Of those parents that made
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people that
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wrote:

Further suggestions (n=4) related to enhancing the facilities, with car parking, a crèche
More children
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and meetingand
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Tinylife has been amazing - all the services have been so helpful and we will miss the
Monday
class and a(n=4)
sense of
community
it brings. the facilities, with car parking, a
Further
suggestions
related
to enhancing

crèche for older children and more venues cited. In terms of the sense of community
A second parent suggested:

and support, one parent wrote:

Facilitate/encourage sharing of contacts made into the future to support each other
Tinylife has been amazing - all the services have been so helpful and we will miss
after course.
the Monday class and a sense of community it brings.

A second parent suggested:

Facilitate/encourage sharing of contacts made into the future to support each
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3.2 The Lifestart Growing Child programme
The objectives of this phase of the evaluation were to evaluate parents’ outcomes,
observing trends across the three-years of programme delivery, and explore parents’ and
TinyStart staff experiences. The findings from the questionnaires completed by parents
are presented in Section 3.2.1, while the findings from the semi-structured interviews
are presented in Section 3.2.2 for parents’ experiences and Section 3.2.3 for staff
experience.
3.2.1 Parent-reported outcomes from the Growing Child programme
Of the families that were enrolled onto the Lifestart Growing Child programme during
the five years of the TinyStart Project, 38 were asked to evaluate the programme by
completing questionnaires at the pre-specified time points. This equated to 42 parentinfant dyads, due to four families having twins. For parent-specific outcomes, parents of
twins completed questionnaires once at each relevant time point; while for infant-related
measures, these parents completed the questionnaires for each index infant. The average
response rate across questionnaires by parents was 83% at enrolment; 81% at infant age
1 year; 96% at infant age 2 years; and, 94% at infant age 3 years. Multiple imputation
methods were used for missing data within questionnaires and within time points. Mean
scores of imputed data were compared with mean scores of non-imputed data with no
statistically significant differences observed (p>0.05). Subsequent data analyses and
results reported in this section were conducted using the imputed data set.
Characteristics of families
In terms of characteristics of the families enrolled on the programme, the mean
gestational age at birth of the index infants was 28.96 weeks (SD: 2.63; range: 23.57 to
32.57 weeks), 22 infants were male and 20 were female. At the time of enrolment, 36
of 42 infants had been given breast milk on at least one occasion, with eight of these
infants still being given breast milk either exclusively (n=2) or with other milk (n=6).
Mothers who were no longer breastfeeding reported that they stopped when their
infants were, on average, 14 weeks old (SD: 8.1; range: 4 to 26 weeks) with reasons for
stopping centred on a low supply (n=10), exhaustion (n=7), change in circumstances
(n=6), lack of time (n=5), mastitis (n=2) and/or lack of help (n=1). All infants were up to
date with immunisations at time of enrolment and at each subsequent time point with
the exception of one infant, whose third set of immunisations had to be postponed due
to surgery. Seven parents reported that they smoked either daily (n=1) or less than daily
(n=6). All parents reported that no one ever smoked inside their home.

29

Reaching out: Supporting Families – The Tinystart Evaluation Report

Index infants’ development and behaviour
Scores for child development at infant age 2 years and 3 years, and child behaviour at
infant age 2 years, are presented in Table 3.4.
Table 3.4 Parent-report of child development and child behaviour
2 years

3 years

Mean (SD)

Mean (SD)

Communication

40.8 (15.4)

44.3 (13.9)

Gross motor

45.1 (13.1) *

49.7 (11.5)

Fine motor

49.2 (8.7)

39.8 (14.2)

Problem solving

39.5 (10.7) *

46.1 (12.9)

Personal-Social

42.6 (10.9) *

53.7 (5.8)

Internalizing problems

47.5 (8.2)

-

Externalizing problems

49.3 (7.2)

-

Total behavioural problems

49.6 (8.4)

-

Measure
Child Development (ASQ-3)

Child Behaviour (CBCL)

* Mean score falls below typical child development (Squires et al., 2009)

On average, infants’ scores on the ASQ-3 for gross motor development, problem solving
and personal-social development fell below the typical child development range at age 2
years; however, by infant age 3 years, mean scores were in the typical child development
ranges for all domains of the ASQ-3 measurement tool. At age 2 years, scores on the
ASQ-3 indicated that further monitoring might be needed for an average of 14 infants.
By infant age 3 years, scores on the ASQ-3 indicated that further monitoring might be
needed for an average of ten infants.
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ASQ-3 scores for the problem solving domain at infant age 2 years were significantly
associated with the gestational age of the infant at birth, with a higher score in the
problem solving domain associated with a higher gestational age (r=0.236, p<0.01).
There were no associations identified between the child development domains of
communication, gross motor, fine motor and personal-social at 2 years with gestational
age at birth. At infant age 3 years, child development was significantly associated with
the gestational age of the infant at birth, with higher scores in communication (r=0.528,
p<0.01), gross motor (r=0.367, p<0.01), problem solving (r=0.162, p<0.05) and personalsocial development (r=0.278, p<0.01) associated with a higher gestational age. There was
no association identified between fine motor development at 3 years and gestational age
at birth. As an aside, associations were estimated with the use of crude analyses, rather
than adjusted analyses, which would have adjusted for a range of covariates, such as
socio-economic status and maternal marital status. An adjusted analysis may mitigate any
associations observed in the crude analyses.
In terms of child behaviour at 2 years, CBCL scores for internalising problems,
externalising problems and total behavioural problems were in the normal range
for the sample, on average. Total CBCL scores indicated that four of the 42 infants
were borderline for behavioural problems, while one infant was in the clinical range
for behavioural problems, with the parent reporting aggressive behaviour in the 97th
percentile. There were no associations identified between CBCL scores (total score,
internalising and externalising problems) and gestational age at birth (p>0.05).
Parent-specific outcomes
Table 3.5 provides mean scores and standard deviations for each parent-related outcome
measure at baseline and at each follow-up time point. The p value, obtained from the
repeated measures ANOVA, indicated whether there were significant differences within
subjects across time points at a level of <0.01.
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Table 3.5 Parents’ outcomes across the 3-year Growing Child programme
Outcome

Baseline
Mean

(SD)

1 year
Mean

(SD)

2 year
Mean

(SD)

3 year
Mean

(SD)

P
value

Parental self-efficacy 415.05 26.64 424.10 37.68 422.61 42.23 408.07 38.60 <0.01
Emotion & affection 57.39

2.88

56.75

3.83

57.19

3.23

56.66

2.80

0.02

Play & enjoyment

55.36

5.26

56.04

4.53

56.16

5.41

54.56

4.72

<0.01

Empathy &
understanding

52.71

5.67

55.17

4.56

54.75

5.02

53.48

4.35

<0.01

Control

51.28

3.71

51.61

5.70

47.56

7.51

46.54

6.95

<0.01

Discipline & setting
boundaries

47.38

3.88

50.80

8.10

50.07

8.58

48.27

7.78

<0.01

Pressures

44.32

11.11

44.11

10.59

47.85

11.92

42.72

9.80

<0.01

Self-acceptance

53.30

4.98

54.86

4.44

55.03

4.97

53.22

5.03

<0.01

Learning &
knowledge

53.31

6.25

54.76

5.48

54.00

7.65

52.62

5.58

<0.01

Social support functional

73.51

9.64

73.88

7.70

73.67

10.63

-

-

0.88

Informational

24.45

2.81

24.42

2.79

24.24

3.13

-

-

0.68

Instrumental

22.14

4.04

22.86

3.45

22.66

4.45

-

-

0.11

Emotional

13.20

2.36

13.32

2.17

13.21

2.28

-

-

0.80

Appraisal

13.71

2.03

13.29

1.97

13.56

1.97

-

-

0.06

Health-related
quality of Life

0.805 0.272 0.863 0.241

0.841 0.229 0.808 0.289 <0.01

The findings suggest a statistically significant increase in parental self-efficacy as parents
progressed through the programme from baseline to infant age 1 year (Mean Difference
(MD) 9.05, 95% Confidence Interval (CI) 3.75 to 14.35, p<0.01) and infant age 2 years
(MD 7.56, 95% CI 1.58 to 13.54, p<0.01). While there was no statistically significant
difference between parental self-efficacy scores from baseline to infant age 3 years
(p=0.06), there was a statistically significant decrease from infant age 1 year to 3 years
(MD -16.03, 95% CI -24.74 to -7.32, p<0.01) and infant age 2 years to 3 years (MD -14.54,
95% CI -21.55 to -7.53, p<0.01). This trend was reflected in mean scores observed for
each domain of the TOPSE measurement tool (Figure 3.7). Of particular note are the
significantly lower scores observed for parental control from baseline to infant age 3
years (MD -4.74, 95% CI -6.21 to -3.26, p<0.01).
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The findings indicate a significant time effect for parental self-efficacy, as measured by
the TOPSE, with parents improving on baseline scores up to infant age 2 years, followed
by a decrease in self-efficacy, most notable with parental control, as infants reach 3
years of age.
To assess the impact that gestational age at birth, child development and child behaviour
may have on the trend in observed scores for parental self-efficacy, analyses were
adjusted to account for these covariates. Namely, gestational age, child development
(communication, gross motor, fine motor, problem solving, personal-social) and
child behaviour (total behavioural problems, internalising problems, externalising
problems). Findings indicated no statistically significant interaction between observed
mean scores for parental self-efficacy across time and gestational age at birth or
behavioural problems (p>0.05). For child development, there were statistically
significant interactions between observed mean scores for parental self-efficacy across
time and communication (F (1, 42) 7.87, p<0.01), gross motor development (F (1, 42)
12.40, p<0.01) and personal-social development (F (1, 42) 4.24, p<0.05) reported at
2 years, but not with fine motor development or problem solving (p>0.05). Thus, the
interactions suggest that parental self-efficacy across time may be influenced by parentreport of their child’s development in the domains of communication, gross motor and
personal-social.
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For functional social support, there were no significant differences observed in mean
total scores or mean scores for each subscale, as parents progressed through the
programme from baseline to infant age 2 years (p>0.05). For structural support, Table
3.6 presents descriptive statistics for formal and informal supports reported by parents
at baseline, 1 year and 2 years, when the questionnaire was administered. Leahy-Warren
et al. (2019) indicates that the important factor is whether an individual indicates any
support from individuals across the four domains (informational, instructional, emotional,
appraisal). All parents reported informal social networks as a source of support at
baseline, with a mean of 17.9 (SD=7.0, range 4-33), at infant age 1 year (M=19.8, SD=8.3,
range 3-36), and at infant age 2 years (M=15.6, SD=8.8, range 0-33). In terms of formal
(professional) support, there were lower mean number of sources reported at baseline
(M=6.0, SD=3.9, range 0-20), infant age 1 year (M=6.5, SD=4.7, range 0-20), and infant
age 2 years (M=3.8, SD=3.5, range 0-16).
Table 3.6 Average number of sources for structural support
Type of structural support

Informal support

Formal support

Baseline

3.0

2.7

Year 1

3.9

2.7

Year 2

3.0

2.0

Baseline

4.2

0.6

Year 1

4.5

0.9

Year 2

3.7

0.3

Baseline

5.4

1.1

Year 1

5.9

1.3

Year 2

4.6

0.3

Baseline

5.3

1.6

Year 1

5.4

1.5

Year 2

4.3

1.2

Baseline

17.9

6.0

Year 1

19.7

6.5

Year 2

15.6

3.8

Informational support

Instrumental support

Emotional support

Appraisal support

Any support
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While no parent indicated that they were without informal support at baseline and
infant age 1 year, four parents at infant age 2 years indicated that they did not have
any informal (husband/partner, parent, sibling, friend, neighbour) support. One parent
at baseline, three parents at infant age 1 year and 12 parents at infant age 2 years
indicated that they did not have any formal (professional) support.
For parents’ health-related quality of life, there was a significant increase observed
in the mean score for parents as they progressed from baseline to infant age 1 year
(MD 0.058, 95% CI 0.004 to 0.112, p<0.05) and 2 years (MD 0.036, 95% CI 0.005
to 0.067, p<0.05). Thus, indicating a significant time effect from enrolment to infant
age 2 years with consistent improvement in parents’ report of their quality of life.
This improvement did not extend to infant age 3 years, with no significant difference
observed in the mean score (p>0.05); however, it maintained a higher level than that
reported at enrolment (0.808 vs 0.805). The proportions of change in health over
time, across each of the five dimensions of the EQ-5D-5L, are illustrated in Figure
3.8. The dimensions that impacted most on parents’ reported health were anxiety/
depression and pain/discomfort. The proportion of parents reporting any problems
with anxiety/depression ranged from 36% on enrolment to 28-29% at follow-up, and
for pain/discomfort ranged from 27% on enrolment to 18-33% at follow-up. Fewer
parents reported any level of problems with mobility (range 3-13%), self-care (range
0-3%) or usual activities (range 6-12%).
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Figure 3.8 Proportion of responses by no/any reported problems for EQ-5D-5L
dimensions at each timepoint (n=39)
With further analysis, a significant interaction was observed between mean scores for
parents’ health-related quality of life across time and their infant’s gestational age at
birth (F (1, 42) 6.08, p<0.05). Thus, suggesting that gestational age at birth impacted
on the association between parents’ reported health across the 3-year delivery of the
Growing Child programme. In assessing the impact of child development domains and
child behaviour on mean scores for parents’ health-related quality of life across time, the
domain of communication (F (1, 42) 9.14, p<0.01) and externalising behaviour problems
(F (1, 42) 4.85, p<0.05) reported at 2 years were statistically significant. At 3 years, the
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child development domains of gross motor development (F (1, 42) 13.30, p<0.01),
fine motor development (F (1, 42) 6.26, p<0.05) and personal-social development (F
(1, 42) 10.73, p<0.01) were statistically significant. Thus, suggesting that externalising
behaviour problems reported at 2 years, and poorer levels of communication at 2
years, and gross motor, fine motor and personal-social development at 3 years were
linked with poorer levels of parents’ health-related quality of life across time.
3.2.2 Parents’ experiences of the Growing Child programme
Recruitment for the qualitative phase of the evaluation commenced in March 2020.
Firstly, the study IDs of the 38 families enrolled on the Growing Child programme were
entered into a random number generator. The list generated was used by LSFVs and
TinyLife FSOs to approach families with initial information about the QUB evaluation
team inviting parents for interview. LSFVs and TinyLife FSOs continued this process
of approach until 20 families had agreed to have their contact details passed on
to the QUB researcher. Of those contacted by the QUB researcher, 18 families
responded to the telephone call, were fully informed about the qualitative study, and
were provided the opportunity to ask questions. Fifteen parents provided written
consent to participate in a one-to-one interview on their experiences of the Lifestart
Growing Child Programme. Following this, two parents did not schedule an interview
date/time. The researcher did not send reminders to these parents, in accordance
with the ethics protocol, and these parents did not participate further. Twelve family
interviews were conducted with thirteen parents via telephone (n=11) or via Microsoft
Teams (n=1) between April-May 2020. Interview recordings lasted an average of 23
minutes (range 8-48 minutes). Table 3.7 provides details of the twelve families that
participated in the interviews, including the gestational age at birth of the child or
children who participated in the programme and the number of children currently
living. All parents reported that they remained on the programme until their children
were three years of age.
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Table 3.7 Details of families participating in interviews (n=12)
Gestational age at birth
(weeks + days)

Number of children
in family

TS1-01

32 + 4

3

TS1-02

29

1

TS1-03a+b

32 + 4

2

TS1-05

23 + 4

1

TS1-06

25

1 (+1)

TS1-07

30

2

TS1-08

29 + 3

3

TS1-09

28 + 1

1

TS1-10

30 + 4

1

TS1-11

28 + 3

2

TS1-13

28

2

TS1-14

30

2

Study ID

While the interview schedule (Appendix A) was used to guide the conversation, natural
discussion and relevant tangents by parents were encouraged. Audio-recordings of
the interviews were transcribed verbatim, with all participant names and identifying
information removed. Transcripts were sent to all parent participants for member
checking. Six of the twelve families responded, of whom all confirmed that they were
in agreement with the transcripts and that it was a true reflection of the interview.
Following analysis of the interview transcripts using thematic analysis techniques, the
findings were classified under three core categories: parents’ expectations prior to
enrolment; parents’ experiences during the 3-year programme; parents’ reflections
post-programme. Under these core categories, nine themes emerged from the data
with one theme containing two sub-themes, as outlined in Figure 3.9.
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Figure 3.9 Themes and sub-themes emerging from parents’ interviews
The findings are discussed under each of these core categories and corresponding
themes, with direct quotes from study participants used to illustrate each theme.
Parents’ expectations
The first core category of parents’ expectations arose from parents’ discussions on
their thoughts on first hearing about the programme and their subsequent reasons for
enrolling, focusing on two themes of help with child development and additional support.
Help with child development
Parents were aware that their premature infant was at risk of experiencing developmental
delays and wanted to know how they could best support their child in terms of their
development. One parent reported discussing with a paediatrician the likelihood of a
delay in their infant’s development and subsequent reasoning behind enrolling on the
Growing Child programme, stating:
“He said, ‘the statistics would say that she is more likely to have learning difficulties and
be slower to develop’, I guess. So I always had that in my mind and I would be someone
that would be always looking for any input or help that we could get in terms of her
development. Because it is not something that myself or my husband would have had any
experience or very limited knowledge about milestones and things like that.” [TS1-11]

39

Reaching out: Supporting Families – The Tinystart Evaluation Report

Gaining knowledge about their premature infants’ development was expressed by parents
as a reason for enrolling on the programme:
“Being our first and being very early, we weren’t sure of a lot of things to come and I was
excited that someone would be giving me, sort of, knowledge and things to look for in him
growing and things to encourage. So, I thought it would be a great opportunity.” [TS1-01]
“For me, I welcomed taking part on the Growing Child programme because obviously my
child was developmentally behind. So, to even get some sort of idea of what she should
be doing at a corrected age.” [TS1-05]
Additional support
Parents reported a lack of tailored support services to help them care for their premature
infant after being discharged home from neonatal units and, thus, welcomed the
additional support they felt they would receive from the programme:
“I suppose the main thing was, really, a sense of support and regular contact with
somebody because whenever people get discharged from neonatal units there’s nothing.
You’re just discharged back into a normal service for normal term babies. […] We didn’t
have a clue about anything about premature babies. So, it was just that sense of support
really.” [TS1-01]
“My health visitor was very supportive, don’t get me wrong, but she just didn’t have a
lot of support for a preemie baby. I just didn’t have the confidence. And I just thought…
if someone was able to come and tell me ‘This is going okay, she’s going in the right
direction’. Or if there’s something wrong, it will be highlighted quicker than me not
knowing what to look out for...” [TS1-07]
Parents’ experiences
The second core category stemmed from parents describing their and their child’s
experiences of the 3-year programme and contained five themes: receiving support and
reassurance, parenting confidence, gaining a knowledgeable friend, home environment,
and benefiting their child. The latter of which contained two sub-themes: progress in
development, and enjoyment.
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Receiving support and reassurance
All parents reported experiencing support in parenting their premature infant and
reassurance on their child’s development. The mechanisms for this sense of support
and reassurance gained were two-fold, derived firstly from the programme content and
materials provided, such as the monthly issues, and secondly from the LSFV:
“They were bringing me the wee information booklet, or the wee sheet, every month to
say where he should be at that stage and then it was reassuring that actually ‘Yeah, he is,
he is keeping up with his own milestones’ instead of comparing him to other children who
were born at term.” [TS1-02]
“They [the LSFV] couldn’t have been more helpful or more supportive. Especially in those
early days when you are still quite emotional and you are not really sure what you are
doing... and I suppose all you want is some reassurance.” [TS1-11]
“It was just good to have that reassurance that someone was coming out to let you know
how he was doing. Because, in your head, you are going through so much trauma. And I
know people say don’t compare, but sometimes you do compare with other children. And
you had that reassurance where, you know… that’s where he should be.” [TS1-06]
One parent highlighted the reassurance gained from the programme, not just for them,
but also for their family as a whole:
“Every time [the LSFV] would leave, I would phone my mum and go, ‘Oh, do you know
what? She hit this milestone. This is what she is doing’. So everybody in my family was
aware about this programme and everybody benefited from it.” [TS1-07]
In circumstances where there was a delay in the child’s development that required
monitoring or referral through the health services, parents also expressed an
appreciation for the support received from the LSFV. As one parent described:
“I think the programme did offer me a lot of support at a very difficult time for me,
because… I was fighting to get her diagnosed, diagnosed for having hearing loss. Just
having [the LSFV] coming in and even just to offload a wee bit to her and tell her ‘This is
what’s happening’ and then, we obviously followed the programme and talked through
that too, but she always left room to have a chat and to talk through what was going on
and she always asked and that kind of meant a lot to me in terms of support.” [TS1-05]
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For contradictions relating to reassurance gained from the programme materials, one
parent described a sense of disquiet when they started the programme, with the monthly
magazine referred to as an ‘issue’. The terminology felt inappropriate when discussing
their infant’s development:
“One of my earliest strong memories about the whole thing kicking off was the little
magazine that they give you. They [the LSFV] kept calling it ‘issues’ and it was like, ‘What
issues does my child have?’ It was just a poor choice of phrase… you’re talking about issues
and it’s not issues with your child, but… I got quite hung up on that.” [TS1-03b]
Parenting confidence
Parents revealed that, throughout the delivery of the programme, they gained in
confidence, particularly in parenting their premature infant, and felt encouraged by the
LSFV:
“It made me really a lot more confident. It took away the stress and the worry. You know,
there was things that maybe my husband would come and say to me, ‘Do you know, I think
I am a bit worried about this’ and I’d say, ‘Oh no, I discussed that with [the LSFV] before’.”
[TS1-07]
“I think it probably gave us a wee bit more confidence because you’re reading a month
ahead and you know what you’re doing is going to help [our child] and that’s all you
wanted to do.” [TS1-03a]
“She [the LSFV] was really encouraging and encouraged me to encourage [my child] as
well, which was really good. Because you’d just be scared, she was that fragile. You didn’t
want to break her! But it definitely helped. Definitely. [TS1-08]
For parents who reported that their infants exhibited developmental delays, the
knowledge and understanding they gained from the programme gave them the impetus
to seek further advice and referral to specialised services. Parents felt the programme
gave them the confidence to act sooner, as their child’s agent:
“I remember contacting the health visitor and said ‘Look, I really want you to come out,
have a look at [my child]’… and my health visitor came out and goes, ‘You know, you did the
right thing’. […] When I went to the speech therapist they were like, ‘It’s great that you are
looking at this now’. And I honestly don’t think that I would have looked at that, that early,
or highlighted it that early, if it wasn’t for the programme and [the LSFV]. So that’s a major
big thing for me.” [TS1-07]
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Gaining a knowledgeable friend
Parents discussed their relationship with the LSFV as a key factor for their positive
experience on the programme. Parents viewed the LSFV as a friend of the family,
someone who understood what they were going through and had the knowledge to help:
“The highlight has probably been the relationship with [the LSFV]” [TS1-13]
“She really became a friend, as well. You know, always professional, but she became a
friend to our family.” [TS1-05]
“They were really, really informative, they were really educated, they really knew what
they were talking about.” [TS1-14]
“[What worked really well was] to have someone like [the LSFV] who knew about children
and knew about premature children and was able to help me with any worries or any
queries, point me in the right direction or to just listen and you can talk…” [TS1-02]
Parents discussed appreciation for the continuity of support and the reliability and
professionalism of the LSFV delivering the programme to them and their child:
“It was so lovely to have a lovely, friendly person, who I got to know… you know, it wasn’t
just a different person every time. It was [the same LSFV] who was coming once a month.”
[TS1-07]
“You could have just texted her if you had a wee worry or wee question and you’d see her
once a month and she was there every month. You know, there was never a time where I
thought, ‘Augh, I don’t know if she’s going to come’, she was there when she said she was
going to be there, and you knew that she was going to be.” [TS1-02]
“Just knowing that you always had this person coming along to, you know, steer you
gently in the right direction…” [TS1-03b]

43

Reaching out: Supporting Families – The Tinystart Evaluation Report

Home environment
Parents preferred the delivery of the programme in their own homes, rather than a
clinic setting. They described them and their child feeling more relaxed and comfortable
and that it allowed the LSFV to focus on their child’s needs in their familiar home
environment:
“I definitely think the monthly visits to the home is good, because I think if you had to bring
your child to an office or something it just might not have been as easy… And I think the
child is relaxed as well, in their own environment. It was very informal; I think works really
well, as well.” [TS1-14]
“She came to me as well, which was lovely because then you didn’t feel like it was clinical,
you know. You were in your own home and [my child] was more relaxed as well. And she
got to know [the LSFV] and she wasn’t strange with her. So it was lovely just to have that
environment where it was a regular occurrence and it just became part of our lives.”
[TS1-07]
“We felt really comfortable with her. We didn’t feel like we were doing this manualised thing
where we had to have something done. We actually felt relaxed… And she worked with us
and used the materials, but also put it into the context of the child that was sitting there in
front of her.” [TS1-13]
Benefits for their child
Parents discussed the benefits for their infants, as a result of participating in the
programme over the three years, with two sub-themes emerging: progress in
development and enjoyment.
Progress in development
The parents appreciated that the programme enabled them to focus on their child’s
development, dedicating time to learn from the LSFV and help teach their child to
complete the monthly tasks to the benefit of their child. Parents recognised the time,
effort and motivation needed, but that it was worth it to see their child reach key
milestones:
“[It] freed me up to receive the support on thinking about [my child]’s development… and
using the programme in thinking about how he can be developing further. And I suppose it
kept a focus on him.” [TS1-13]
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“It’s not a doddle kind of thing and you have to be actively engaged in it. But, the reward
is seeing the outcome and seeing actually that your children have the ability to solve a
problem and using, use all the wee skills that you’ve been developing with them. So, it’s just
even seeing your child coming on and it work.” [TS1-01]
Parents appreciated that the activities were provided or, if not, easy to create and lowcost. Threading pasta on a string was referred to by parents as one such activity to help
their child develop fine motor skills. The issues provided each month also gave them
targets to work on between the monthly visits to help with their child’s progress:
“The booklets, the information kind of helped me to work with her when [the LSFV]
wouldn’t have been there. She would have left things with her on each visit, like…
development toys and books and they were a great help as well. But, I loved the actual
booklets, you know, because they kind of talked you through everything. So you were able
to do a lot of it yourself as well.” [TS1-08]
One parent described how it felt stressful when their child was not making progress
from one month to another; however, the ability to help their child’s development by
practicing activities alleviated some of this stress:
“Sometimes it could have been a little bit more stressful… you could have had that panic,
and you would have been kind of stressed about the situation maybe because he wasn’t
maybe lifting his head up, or maybe wasn’t crawling, or he wasn’t babbling. […] you did get
maybe uptight about it and nervous. But, then the next month he would have been doing it.
It’s just all about practice and keeping it going and keeping it going.” [TS1-06]
Enjoyment
A further benefit for their child reported by parents was their child’s enjoyment of the
programme. As the children progressed through the programme, they became familiar
and comfortable with the LSFV and were excited when she came to their home to see
what toys and books she might have brought for them:
“She loved it. She used to really be excited when she saw them coming to the door. And
straight away she would have been in their bag to see what they brought her. She really
enjoyed that part of it”. [TS1-14]
“He liked the visits and showing off to [the LSFV] and would sit and do the games and I
think he got a lot out of it. It’s nice for him to get somebody coming in doing something
new… he did recognise her and give her a big smile.” [TS1-03a]

45

Reaching out: Supporting Families – The Tinystart Evaluation Report

Parents’ post-programme reflections
The third core category related to parents’ post-programme reflections. At the time of
interview, all parents had completed the 3-year programme and took the opportunity to
reflect back on aspects of the programme that they would have changed and personal
highlights. Two themes emerged from the data: duration and intensity of the programme
and making a difference to their families.
Duration and intensity
In terms of the duration (3-years) and intensity (one home visit per month) of the
programme there was less consensus between parents. Most parents felt that the
duration and intensity was appropriate. Some parents felt that the programme could be
adapted in the third year with less home visits. This was particularly voiced by parents who
reported that their child’s development had caught up with their full-term peers by age 2
years. Alternating monthly home visits with calls at this stage was suggested:
“The frequency of the visits could have been alternated between like a video call or
something and then a home visit or something.” [TS1-01]
However, one parent noted that their child had not completed all the milestones on
exiting the programme and expressed a wish to keep with the programme until their child
had reached all milestones and was preparing to start school. A further parent added:
“I would actually have been happy for it to go on another year until she was coming up to
that kind of school age.” [TS1-08]
Another aspect experienced by parents was fitting the visits into a busy schedule of other
health-related appointments for their child, as well as difficulties if they had returned to
work and felt pressure to complete the ‘homework’ with their child between visits:
“One of the biggest obstacles to taking part, was the level of appointments that
[my child] already had and the commitments you had. […] There needs to be a good
understanding that if your child’s born very premature that the level of appointments
they have would affect your ability to… your flexibility to meet.” [TS1-05]
“The only drawback that I had from it was… it was a bit time consuming, I suppose.
Because I had the twins and because I had a toddler and then I was back to work after ten
months. So, at times it felt a little bit overwhelming, kind of thing. […] You were given quite
a lot of… homework and it’s just, kind of, getting the time to do that, without feeling guilty
about everything else.” [TS1-01]
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Making a difference
Since completing the programme, parents reported keeping the monthly issues and
taking them out to look at with subsequent children, either their own children or of
friends/family. Looking back, they realised they gained reassurance, they gained a better
understanding of child development, seeking help when needed, prioritising their child’s
needs, and bonding with their child. Parents stated:
“When you think back on it and you do take a wee bit of time to reflect, it did make a
difference. And it was maybe those… maybe not what you think in terms of ‘Oh yeah, the
actual direct programme itself made him do this activity’ or ‘made him speak’ or ‘made
him walk’ or ‘whatever’. But actually it was more that it supported what you were doing
and reassured you and encouraged you to prioritise your child’s needs.” [TS1-13]
“It definitely made a difference to how we bonded with [our child]… the more happier
I was, and the more confident I was with [my child], then the happier we were as a
family.” [TS1-05]
“The kids in school have no delays compared to other kids and, you know, at the back of
your mind you do think ‘Well, is that because of all the work that we have done with them
as babies?” [TS1-01]
“At the end of the three years you sort of understood, then, what the value was and how
it benefited [my child].” [TS1-06]
Parents also believed that they and their infant would have been worse-off, if they hadn’t
received the support from the programme and the LSFV:
“If I didn’t have that programme I would have really been lost and my… your anxiety…
would have been off the Richter scale. […] This was a fantastic course, or programme, for
me and for the kids and without it I wouldn’t like to think what state I would have been in
for a few years.” [TS1-01]
“If I hadn’t had it, I think I wouldn’t have had anyone to talk to about what was happening
with [my child]. I wouldn’t have known what milestones he was reaching, where he was in
life, basically.” [TS1-06]
3.2.3 TinyStart staff experience of the Growing Child programme
Recruitment of staff to participate in a one-to-one interview took place in April-May
2020. Five staff members were approached by line managers and three staff members
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contacted the QUB researcher for further information. They were informed about
the qualitative study and provided the opportunity to ask questions. Following this,
all three provided written consent to participate in a one-to-one interview to discuss
their experiences of delivering and/or supporting families to participate in the Lifestart
Growing Child Programme. The three interviews took place via telephone in May 2020
with interview recordings lasting an average of 33 minutes (range 24-40 minutes).
One of the TinyStart staff participating in the interview was a LSFV, one worked as a
TinyLife FSO, while the third had both LSFV and FSO experience within the TinyStart
Project. This individual currently worked as a TinyLife FSO but had previously worked
for two and a half years as a LSFV delivering the programme to TinyLife parents.
The interview schedule (Appendix B) was used to guide the conversation; however,
natural discussion and relevant tangents by staff interviewees were encouraged by
the researcher. Audio-recordings of the interviews were transcribed verbatim, with all
participant names and identifying information removed. Transcripts were sent to the staff
participants for member checking. All three staff participants responded to confirm they
were in agreement with the transcripts and that it was a true reflection of the interview.
Following analysis of the interview transcripts using thematic analysis techniques, the
findings were classified under three core categories: the working partnership throughout
the TinyStart Project; staff experience of the 3-year programme; and, staff reflection
post-programme. Under these core categories, six themes emerged from the data
with one theme containing four sub-themes, as outlined in Figure 3.10. The findings are
discussed under each of these core categories and corresponding themes/sub-themes,
with direct quotes from study participants used to illustrate each.
Figure 3.10 Themes and sub-themes emerging from TinyStart staff interviews
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Working in partnership
The first core category, working in partnership, encompassed two themes: building/
maintaining a relationship within the TinyStart staff, and working together to support the
families enrolled on the programme.
Building/maintaining a relationship
The importance of building and maintaining a relationship within the TinyStart staff
team was highlighted as an important factor in the success of the 5-year partnership,
helping to deliver the aim and objectives of the TinyStart Project. Staff reported that
building a relationship between LSFVs and TinyLife FSOs was achieved through scheduled
meetings, sharing office space and informal chats. As recalled by one LSFV:
“We would have had meetings, […] just to discuss how we were getting on. But I suppose
having that kind of a relationship with [the FSO], that really did help.” [TS2-01]
“I would have had a good relationship with [the FSO] simply because, again, we shared the
same offices, premises, so we would have seen quite a lot of each other.” [TS2-02]
“We would have sat and chatted. […] I thought that it was important… in order to build that
relationship.” [TS2-01]
TinyStart staff also reported the importance of maintaining a relationship through LSFVs
attending parent support groups, which were facilitated by TinyLife FSOs, and reinforcing
this relationship through interactions with families:
“She [the LSFV] was able to come to the TinyLife parents groups and baby massage […]
having her on board, it felt like an equal colleague in that group.” [TS2-02]
“You need that good relationship… because parents would have said to me, ‘Oh, when’s the
next parent group on?’ and I wouldn’t have said, ‘Oh, you need to contact TinyLife’. I would
have known when it was and been able to inform them.” [TS2-01]
Working together
Staff described how working closely together effectively resulted in good promotion
of both organisations. With this shared approach there was initially a lack of distinction
between staff for the families; however, this was viewed as a factor of success for the
partnership:
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“I think initially a lot of the parents would have sort of thought we were all TinyLife. Which
I suppose is good that they didn’t think that we were working separately […] they just
assumed we were colleagues.” [TS2-01]
“It actually worked really well because… I am promoting TinyLife, as well, even though
I work for Lifestart, and they are promoting Lifestart. So, we are promoting both
organisations. It is a joint approach and we are actually modelling working in partnership.
So, I think you got good commitment, then, from the families because they appreciated
and valued both of the organisations.” [TS2-01]
A successful working partnership was also important if any concerns were raised by
families. TinyLife FSOs, in their role as gatekeeper, provided a sounding board for LSFVs
and families and worked together to resolve any difficulties that might have arisen
during participation. An example of this was provided by one of the TinyLife FSOs in the
following account:
“I had a mummy contact me who said, ‘Listen, I really don’t know if this is for me’… I think
she was a year into it… and she was considering just leaving it. She felt quite disheartened
because her little one was very premature; she felt wasn’t meeting the milestones. So, what
we did… I talked to [the LSFV] about it and we had a bit of a break from it for a few visits.
And then actually she picked back up on it and she did finish the programme, which was
great.” [TS2-03]
Staff experience
Two themes emerged for the core category of staff experience relating to the
programme design and content, as well as delivering and facilitating the programme.
Design and content
A key factor for the success of the programme from the TinyStart staff perspective
was the confidence they had in the programme they were offering to parents. The staff
articulated that the content was well designed, developed by experts in the field of child
development, and was evidence-based. The staff reiterated the importance of parents
feeling comfortable with content that did not intimidate or frighten, but rather engaged
and encouraged them to support their child’s development:
“I had something concrete. I had an evidenced-based programme that I didn’t have to
hesitate about the advice and information that I was giving.” [TS2-02]
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“Having the Growing Child programme that is so well written by all the relevant experts, it
is not there to frighten parents, like what they are not doing right. It is about being a step
ahead and providing parents the tools, the necessary information of what to do a month
ahead.” [TS2-02]
The staff reported that the programme content was regularly reviewed and updated,
where needed. During the five-year TinyStart Project, flash cards were introduced. These
provided an additional tool to help parents, which the staff appreciated for parents who
may have struggled reading the monthly issue:
“I found when they [the flash cards] were implemented, they were really good because
for those families who maybe had difficulty with reading English, some of the information
could be very wordy in the booklet and it could be a wee bit intimidating.” [TS2-01]
Delivering and facilitating
This theme was the principal focus of discussions in the one-to-one interviews with staff.
It contained four sub-themes of being prepared before the home visits, tailoring to needs
of the family, providing support and reassurance, and building parenting confidence.
Being prepared
LSFVs emphasised the importance of preparation time prior to each home visit, making
sure they were familiar with the content of the monthly issue and the activities that they
would be introducing to the family:
“You had to be well prepared and equipped for going in. you needed to have the
appropriate resources. […] that preparation was key for the delivery.” [TS2-01]
“When you know [a] parent is interested and asking questions, well, I really had to be
more prepared. Because there is nothing off-putting for parents to engage in something
whenever they feel someone who is sitting in front of them really doesn’t know it that well.”
[TS2-02]
Staff wanted to provide the best level of support to parents and impart knowledge that
would help and reassure parents of their child’s development. They reported feeling a
sense of responsibility:
“They did welcome you in their home. So, I felt that placed me in a unique position, but
equally in a position where I felt very responsible to do my best. Because you couldn’t
go to families not prepared.” [TS2-02]
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Tailoring to needs of the family
In recognition of taking a family-focused approach to supporting parents and families,
TinyStart staff emphasised the importance of tailoring the delivery of the programme
to the needs of the family. This was achieved primarily through working on the child’s
corrected age and their level of development:
“The programme was tailored to each individual baby’s needs, you know, we worked on the
corrected age and maybe additional potential delays or areas where the baby needs longer
to catch up. You were kind of tailoring that issue where the baby was.” [TS2-02]
The reason for this was highlighted by one LSFV:
“So you weren’t really giving a parent something that you knew their baby was going to fail
this month. Because that could be negative, that experience.” [TS2-02]
TinyStart staff in facilitating and delivering the programme also mentioned that they took
into account specific family circumstances, such as the mother’s first language and level
of understanding:
“I think it was really important for me to kind of know the mummy and know where they
were in terms of their life at that time and what they wanted to do. And if they were an
anxious parent or if they had a history of depression or whatever. You could match up to
their situation quite well.” [TS2-03]
You were tailoring, not only where the child’s needs would have been and where the child’s
corrected age and how it would have developed, but to mum’s language, to mum’s level of
understanding. Because you could have afforded to do that once you knew the family over
several months.” [TS2-02]
“The fact that you can tailor it [the programme] to the needs of the family as you get to
know them. Different family… you know, the parents have different needs. We had a couple
of parents that had English as an additional language. So you are tailoring the delivery. So
I mean it is building that relationship with them. But the programme is so adaptable it can
be tailored. That’s the beauty of it.” [TS2-01]
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One LSFV indicated that while an infant may have been reaching milestones early on
in the programme, it was adapted to the child’s needs if developmental delays were
observed to help them progress:
“The families we had, they were all meeting the criteria from the outset, but then as babies
were growing and developing, they all were going through their own obstacles. […] It would
have been only taking small segments of it and focusing on better… little is better than
nothing.” [TS2-02]
Tailoring the programme to the needs of the family also required TinyStart staff to be
flexible. Both LSFVs interviewed agreed that they had to be flexible with parents in terms
of appointments – making sure they suited the family and infant’s routine, and taking into
consideration the health care appointments families were attending:
“A lot of the babies have medical appointments and things and visits may have had
to been postponed or changed at short notice. But we were very flexible and very
understanding. And I think that helps too… […] You have to work with the families or it won’t
work.” [TS2-01]
LSFVs were also flexible on the occasion that monthly programme home visits were
missed. If it was known ahead of schedule, LSFVs would provide the monthly issue in
advance and discuss it with the parents. If it was a last minute cancelation, they would
send the monthly issue to the family and cover the content during the subsequent visit:
“If it was missed, maybe a longer term illness or hospitalisation of the baby, then we were
always able to send them the monthly issue and then you were mindful of making the next
visit maybe a bit longer, if parents wanted to catch up, and you were still going to cover
what was missed and then move it forward again.” [TS2-02]
Providing support and reassurance
This sub-theme of providing support and reassurance, which was also reported by
parents, emerged from the interviews with TinyStart staff. This was a key theme of
discussions, with LSFVs and TinyLife FSOs recognising even prior to the programme
commencing that families were looking for support and reassurance:
“I found initially, in meeting the families, they just wanted anything. Any kind of help,
support, reassurance. Especially for those parents of first time babies born prematurely.”
[TS2-01]
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“It was an area that our parents really wanted support with and it was something we
could never really deliver before the programme. […] This will provide such guidance and
reassurance to so many parents that I had on my caseload at that time.” [TS2-03]
This feeling of providing support and reassurance to parents during the delivery of
the programme was also articulated, with an emphasis on reassurance on their child’s
development:
“There’s a lot of comparison. And they will say, ‘But my wee so and so is … you know,
they are sitting up and he’s nowhere near that’. I found in that first year you are really
reassuring them that, ‘But your child isn’t six months old’. And then they start … they say,
‘Well yeah, that’s right’. And you are being realistic of the child. I mean you can’t expect
babies to be attaining milestones when they are not that age. So I think you are providing
that help and support for them which is really important.” [TS2-01]
“Quite a few of them were anxious first time parents. And it really just put their mind at
rest that my baby will do this and my baby will catch up. It may take a little longer but it
made them feel that they were doing something to help their baby.” [TS2-03]
LSFVs also noted that they were able to provide further support to parents if
developmental delays were observed in infants. While LSFVs recognised that it wasn’t
their role to identify developmental delays, they were able to discuss with parents and
signpost them to their health visitor if there were areas of delay observed that may need
further monitoring by a healthcare professional:
“It is good in highlighting if there are areas of delay. Although that wasn’t our job to be
pointing out things that the child wasn’t doing, but it was something that you could keep
an eye on. And quite often the parent was tuned in there too, and you could say ‘Well
actually, that is something that you could speak to your health visitor about’. […] They build
such a good relationship with you and I think they really valued that support.” [TS2-01]
Building confidence
A final sub-theme that emerged from staff experience of delivering and facilitating the
programme was the sense of building parents’ confidence to understand their child’s
development and encourage them to work on programme activities to aid development:
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“We would have explained the whole concept of peek-a-boo and object permanence and
that it is a concept of chid development. They would have said, ‘Oh, I thought I was just
doing that for the craic. I didn’t realise…’. So ,they are doing it subconsciously and you are
actually increasing their confidence by saying, well you’ve actually been promoting this
area of development really well.”
Explaining the purpose of the activities aligned with the programme also helped parents
to understand the importance of them for their child’s development, confirming for
parents what they were doing and giving them additional knowledge:
“Some of the times parents were already doing something similar. But now they knew
why they were doing it. And what exactly what aspects of their child’s development it
encourages.” [TS2-02]
Building confidence also extended to outside the home, with LSFVs encouraging parents
to attend TinyLife Parent Support Groups as a starting point to engage with wider
community support:
“Building their confidence to get them then out of the house. Because some of these
parents didn’t go to groups. But you were going in, getting to know them, and then they
knew you were going to be at the monthly support group. So they would come along to
see you. So you were building their confidence, then, to engage in wider community
supports.” [TS2-01]
Staff reflection
Staff reflected on the TinyStart Project, as a whole, referring to their experiences in
making a difference to families with infants born premature.
Making a difference
Staff reflected on the duration and intensity of the programme making a difference
to families. The fact that it was a longer intervention, rather than a brief intervention,
and a one-to-one intervention, rather than a group-based intervention, were noted as
advantages:
“It is a long term intervention and you have got the time to do it. […] Group work is
effective, but I think I am always in favour of keeping something for certain families on a
long term involvement so that you are not kind of condensing everything in a few weeks
and then you never see the families again.” [TS2-02]
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“It was spread out over the years and I think they liked the reassurance that… this is not
a 3-month programme and then ‘Cheerio’. They liked the fact that you were going to
do the journey with them and see them through and see the baby from baby to toddler
effectively.” [TS2-03]
“You actually felt like you were on the journey with families; with their child on their
developmental journey. So it was such a rewarding job to be part of that and observe their
progress from month to month.” [TS2-01]
The area that staff felt they made a substantial difference was in supporting parents with
their child’s development in the first year. However, the three-year programme allowed
them to support parents throughout their child’s key milestones, with development
of fine and motor skills, as well as with speech and language and personal-social
development:
“But I think in the first year definitely, in terms of those gross motor and fine motor
milestones, it is vital because sometimes when they get to one, they are nowhere near
walking. When they get to eight or nine months, they have only just learned to sit unaided
and they are nowhere near crawling. So it is just being realistic of the expectations of the
baby. But I would say, overall, it would have had the most impact in that first year. And
then as time goes on, they do appreciate support with other [milestones].” [TS2-01]
A final area where staff felt a difference was made for families was teaching parents to
observe their infant’s progress and support them in identifying any developmental delays
that should be investigated further with health care professionals:
“Although our job wasn’t to detect any learning delay, we played quite a big role in
informing the parent to get additional support for those children who weren’t progressing.
I had a couple of families where you knew, month to month, there was slight progress and
then the progress would sort of taper off. And then for one family in particular, there
would actually have been a bit of regression there. So just speaking to the family and
saying, ‘Have you any concerns?’, and ‘Maybe speak to the health visitor’… So, I think in
terms of your helping with their development in a positive way, you are also playing a
part in detecting if there is any delay.” [TS2-01]
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4. DISCUSSION
The aim of the partnership between TinyLife and the Lifestart Foundation was to bring
together elements of both organisations and provide the first holistic programme of
support and child development for families of premature infants up to the age of three
years in NI. During the TinyStart Project, Tinylife delivered family-based support activities
to families in the community from 0-2 years and facilitated Lifestart in delivering
their Growing Child programme of monthly home visits to families up to 3-years. The
TinyStart Evaluation took a mixed methods approach by analysing data from surveys
and questionnaires administered to parents, as well as data from interviews conducted
with parents and TinyStart staff. An overview of findings, in relation to the evaluation’s
five objectives, is outlined and discussed below, followed by a discussion on meeting the
needs of families and infants born premature, and implications for services and further
research.

4.1 Overview of findings
Objective 1 of the evaluation was to examine the profile of parents accessing TinyLife
Family Support Services. As expected, the majority of parents completing the parent
profile survey were female, living with a partner/husband, and had not previously
experienced a premature birth of an infant. The mean gestational age at birth and the
mean birth weight of infants were comparable with NI statistics published over the same
five-year timeframe (PHIU, 2019: P.38, Table 5.3; P.68; Table 9.1). Parents’ reported
receiving a range of formal support services (health visitor, TinyLife, midwife and GP), as
well as informal support from family. The health-related quality of life of respondents was,
on average, lower than UK population norms (Szende et al. 2014: Table 3.6); however, the
majority of parents indicated positive emotions, including happy, positive and relaxed,
when asked how they were feeling today. Parents’ preferences for TinyLife support
services focused on the group-based activities of baby massage, baby sensory and the
parent support groups, with comments focusing on the invaluable help and support they
had received from TinyLife. The comments reiterate the aim of TinyLife to be there for
parents of infants born premature by providing emotional and practical support (TinyLife,
2020).
There was a difference observed in terms of the age profile of parents. The percentage
distribution across age groups for those responding to the survey did not reflect
statistics on the age group of mothers whose infant(s) were born preterm (<37 weeks’
gestation) in NI over the same timeframe (PHIU, 2019; P.40, Table 5.4). The differences
suggest that mothers aged less than 24 years were underrepresented in the profile of
parents surveyed. This may be a reflection on those that voluntarily chose to complete
the survey, rather than those who attended/received services. Therefore, without further
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investigation, it is unclear whether this under-representation is reflected in the age profile
of mothers accessing TinyLife support services. Mothers aged under 20 years, and their
infants, are known to experience poorer health and social outcomes than mothers, and
their infants, who are older in age in the UK (Cook et al. 2017). Improving the approach
and engagement of younger mothers may be an important area of focus in the future for
TinyLife.
Objective 2 of the evaluation was to identify parents’ opinions of two specific Family
Support Services: TinyLife Parent Support Groups and Baby Massage sessions.
Expectations and experiences of the groups or sessions were consistently positive. Four
key areas of feedback in comments were that parents (i) valued the support provided
by TinyLife; (ii) enjoyed the social aspect of the groups/sessions; (iii) appreciated the
opportunity to receive advice from TinyLife staff and exchange tips and experiences with
other parents; (iv) appreciated the welcoming, safe and friendly environment. The baby
massage sessions, in particular, were evaluated highly for the benefits experienced by
parents and their babies, including learning techniques to help relax their baby, helping
to relieve their babies’ reflux, constipation, colic and teething, as well as encouraging
parents to bond with their child. The Baby Massage sessions delivered by TinyLife are
accredited by the International Association of Infant Massage, who emphasise these
same benefits reported by parents in the surveys (IAIM, 2014).
Objective 3 of the evaluation was to evaluate parent-reported outcomes for those
families receiving the Growing Child programme and observe trends across the threeyear timeframe. This evaluation observed improvements in parental self-efficacy from
enrolment to infant age two years; however, these improvements did not extend to
infant age 3 years, with a reduction in parents’ sense of control contributing most to the
reduction. On further investigation, children’s poorer levels of communication, gross
motor and personal-social development were associated with a self-report of lower
parental self-efficacy by infant age 3 years. This association was previously identified
by Gross et al (1989) who observed that parental self-efficacy was lower in mothers of
toddlers born premature than those born at full-term, as well as those whose toddlers
had health or developmental risk factors. Pierce et al (2010) investigated maternal
self-efficacy as part of a longitudinal study and found a statistically significant, albeit
moderate, decline from 4.5 to 28.5 months postpartum. Research findings on the
measurement of parental self-efficacy following the introduction of a range of 53
parenting programmes reported that improvements observed during the delivery of the
programme were not sustained on 4-month follow-up (Bloomfield and Kendall 2007).
With the provision of TinyLife Family Support Services limited to infants aged up to 2
years, it may benefit parents to have extended access to these services in addition to
the Growing Child programme for support, reassurance, and to maintain parental selfefficacy, as their child reaches school age.
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There were no significant changes in the functional social support observed from
enrolment to infant age 2 years. It is important to note that at enrolment, all parents
would have received formal support from TinyLife, who acted as the mechanism of
referral to the Growing Child programme. Hence, parents may have been experiencing
greater levels of social support from the outset, which was subsequently maintained
at infant age 1 and 2 years. When compared to recent findings from a cross-sectional
study on social support in a sample of 140 Irish mothers with infants born premature and
admitted to NICU in the last year (Leahy-Warren et al. 2020), this evaluation reported
higher functional social support scores with an average of 73.55 (SD=9.32, range 3688) versus 59.44 (SD=11.06, range 29-85). This suggests that families that engaged
in TinyLife services in the postnatal period and were enrolled in the Growing Child
programme experienced greater levels of functional social support when compared to a
similar sample of the population receiving standard support services.
In relation to structural social support, findings indicated a greater number of informal
sources of support for parents than formal support providers. This variance in sources of
support was similar to that reported by Leahy-Warren et al. (2019) in a sample of firsttime mothers with full-term infants and in a second study by Leahy-Warren et al. (2020)
in a sample of mothers whose infants had been born premature. In the latter study, the
authors reported that 11.4% (n=16) of mothers reported that they received no formal
social support, with respondents completing the questionnaire up to one-year postpartum with the median (IQR) age of infants 7.0 months (4.6 to 11.5). This proportion
receiving no formal social support is moderately higher than the current evaluation,
which reported 2.5% (n=1) at enrolment and 7.5% (n=3) at infant age 1 year. The parents
involved in the Growing Child Programme appeared to have high levels of structural social
support from enrolment through to infant age 2 years, which reflected one of the key
aims of the TinyStart Project and the impetus for the collaboration between TinyLife and
the Lifestart Foundation.
Similar to parental self-efficacy, parents’ health-related quality of life improved
from enrolment to infant age 2 years but fell moderately following completion of
the programme at 3 years, with anxiety/depression the principal contributing factor
to this reduction. Further analysis identified a number of infant-related outcomes
associated with lower quality of life scores observed in parents across the timeframe:
a lower gestational age at birth, poorer communication development and externalising
behaviour problems at 2 years, and poorer gross motor, fine motor and personal-social
development at 3 years. Maternal worries about infant health and infant illness severity
have previously been identified as independent risk factors for mothers experiencing
anxiety and depression 2 years following a preterm birth (Poehlmann et al. 2009). Hodek
et al (2011) reviewed evidence of the personal burden of preterm birth on parents and
found evidence that the high level of vigilance and support required for their child in
the long run had a negative impact on the parent’s quality of life, which may result in
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restricted social contacts, feelings of isolation and maternal depression. The dropoff of TinyLife Family Support Services at age two, which provided essential support
and reassurance to parents, may have exacerbated parents’ report of quality of life on
completion of the 3-year Growing Child programme, along with concerns over their
child’s readiness for school. Thus, consideration should be given for extending future
support service delivery, if feasible, and assessing accordingly.
Without a control group to compare outcomes of parental self-efficacy, social support
and health-related quality of life, it is unclear whether parents were better-off with the
Growing Child programme. The intervention, population (parents of premature infants)
and community setting would lend itself well to a true experiment of a randomised
controlled trial, enabling an isolation of the effect to determine efficacy.
The evaluation further explored parents’ experiences of the Lifestart Growing Child
programme (Objective 4), LSFVs’ experiences of delivering the programme and working
with TinyLife FSOs (Objective 5), and TinyLife FSOs’ experiences of facilitating parents’
access to the programme and working with LSFVs (Objective 6). The experiences
reported by those interviewed were positive, with all in agreement that the Growing
Child programme made a difference to families. A number of themes that emerged
from the parent interviews were reflected in those that emerged from the TinyStart
staff interviews, including families receiving support and reassurance from staff, building
parenting confidence, helping with their child’s development and making a difference.
Themes specific to the parents’ perspectives included gaining a knowledgeable friend in
the LSFV and the enjoyment that their child received from taking part in the programme.
Themes unique to the staff included the successful working partnership they helped
to build and maintain between TinyLife and Lifestart, as well as practical aspects of
tailoring the programme and adapting their approach to the needs of each family and the
preparation required prior to home visits to ensure successful delivery. LSFV staff also
reported feeling assurance in the programme, as an expert-developed, evidence-based
intervention. Overall, the message delivered by TinyStart staff to families was clearly
articulated by staff interviewed as one of support and reassurance, teaching parents
about their child’s development using an individualised approach for each parent/child
dyad. Parents also reflected on receiving the same message of support and reassurance
with their experiences, reinforcing the success of the partnership between TinyLife,
Lifestart and parents of premature infants.
With continued staff and management buy-in, an integration of the Growing Child
programme into the suite of services offered by TinyLife is likely to be successful. Training
and supporting TinyLife staff to deliver the programme would help achieve longer-term
sustainability. However, as with any service roll-out, it would require careful monitoring
to ensure fidelity to the programme was maintained. This could be supported through
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continued partnership with the Lifestart Foundation, with supervision of staff during
delivery and ongoing training.

4.2 Meeting the needs of families with infants born premature
Regional strategies and policy developments in NI over the past decade have emphasised
the importance of early intervention and prevention strategies to improve outcomes for
children and their families (DHSSPS, 2009; DHSSPS, 2010; DHSSPS, 2014), building on
national reports (Allen, 2011a; Allen, 2011b). The key policy messages include reorientation
of the public services system towards early intervention; collaborative working across
departments, sectors and organisations; best use of available resources; and, a focus
on evidence informed outcomes and the ability to demonstrate clearly the benefits
of interventions. Each of the strategies supports the introduction of evidence-based
interventions to improve outcomes for children, helping to empower and support
parents, address inequalities in health and wellbeing, and improve foundations for
children and young people to reach their full potential. The Programme for Government
2016-2021, drafted by the Northern Ireland Executive (NIE, 2016), set out 14 outcomes
that targeted societal wellbeing. One of these outcomes related to giving children and
young people the best start in life, with the recognition that early intervention seeks to
stop problems becoming entrenched or well established. This acknowledgement of the
role of early intervention in meeting the needs of children and families reflects the work
of TinyLife and the Lifestart Foundation in supporting parents. By combining aspects of
both organisations’ programmes into the TinyStart Project, TinyLife and Lifestart provided
a unique service for NI, which supported the outcomes that regional and national
strategies have set out to achieve.
The TinyStart Project, funded by The Big Lottery, was a five-year project (2015-2020)
that enabled TinyLife to enhance their service provision to parents of premature
infants aged 0-2 years for Family Support Services and up to 3 years with the Growing
Child programme. Increased volumes of families were successfully supported year on
year through the TinyLife Family Support Services. The provision of the Growing Child
programme, through the collaboration between TinyLife and Lifestart, enabled 75
families to receive monthly home visits with LSFVs helping parents to cope with the
arrival of a premature infant, understand the needs of their infant and provide support
for parents in relation to their child’s physical and learning development. Within the
TinyStart Evaluation, parents recalled their experience following discharge home with
their premature infant(s), emphasising their need for additional support and reassurance,
which they felt was lacking from standard service provision. Through parent surveys,
parent-reported outcomes and interviews with staff and parents, the TinyStart Evaluation
provided clear evidence that the needs of families in terms of support and reassurance
were met.
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One key result that emerged from the collaboration between TinyLife and Lifestart
was the positive relationship between support providers and parents, which produced
better outcomes for families as parents felt secure and encouraged in their ability to
access other services, if or when needed. This was clearly articulated by those parents
who reported during interview that their child had experienced developmental delay.
The programme and the LSFV built parenting confidence and helped empower parents
to seek further advice and referral for assessment from health and social care services.
These parents reported that the health and allied health professionals alike welcomed
parents actively seeking early assessment and intervention for their child. Helping
to empower and support parents is a strategic focus of the NI Executive policies for
improving child and family outcomes, of which the TinyStart Project has contributed.
This Evaluation provided evidence of a need to extend TinyLife Family Support Services
and the Growing Child programme beyond the duration supported through the TinyStart
Project. School readiness is a key driver for public spending in early years’ development
programmes. Infants born premature are more likely to have significant vulnerabilities
across all domains of school readiness (health and physical development, socialemotional skills, approaches to learning, communication, and cognitive skills) when
compared to term controls (Gehan et al. 2011). With a forthcoming change in legislation
for flexible school starting age for infants born premature, the support services provided
through TinyStart would meet the needs of parents in gaining an understanding of their
child’s development and their school readiness as they approach four years of age.
Parents would be equipped to advocate for their child’s needs and make better informed
decisions with their child as they enter and progress through the education system.
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4.3 Concluding remarks
Currently in NI, there is a lack of specialised support services for parents arriving home
with an infant born premature. With approximately 1,800 infants born premature each
year in NI (PHIU, 2019), there is a need to support families not just in the transition from
neonatal unit to home, but in caring for their child in the early years of development.
There was a high demand for TinyLife Family Support Services throughout the five-year
TinyStart Project, which continues today. LSFVs successfully maintained a caseload of
20 families each and while the demand for a child development programme would be of
clear benefit to infants, families and communities, further funding is required to sustain
the collaboration and provide this valued intervention.
Staff and parents alike supported the continued provision of the Growing Child
programme as an additional service provided through TinyLife, emphasised by one of the
TinyLife FSOs:
“[TinyLife] was crying out for a development programme… being able to offer it as part of
our remit was great. It was another string to our bow that you could say to parents that
this is a programme that you can avail of.” [TS2-03]
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APPENDIX A
Interview Schedule – Parents
Reaching Out, Supporting Families: The TinyStart Evaluation
Structured questions:
What was the gestational age at birth of your baby/ies that participated in the Growing
Child programme?
How many children do you have?
How long did you participate in the Growing Child programme?
Semi-structured questions (and probes):
1. Thinking back to before you started on the Growing Child programme, what were your
thoughts on first hearing about it?
•• How did you first hear about it?
•• What made you interested in joining the programme with your baby/ies?
•• What information were you given prior to enrolling on the programme?
•• What sort of contact did you have with the FSO and LSFV before starting?
2. Overall, what were your experiences of the Growing Child programme?
•• Do you think the programme correctly identified the progress/development of your
child?
•• How useful was the information provided by the LSFV?
•• How useful were the practical activities for your child?
•• What worked well/what didn’t work well?
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•• What are your thoughts on the number and duration of home visits you received?
3. During the programme, how supported did you feel as a parent of a baby born
premature/with a low birthweight?
•• Any suggestions as to how the support you received could be improved?
4. Now that you have finished the programme, what was the highlight for you and your
child/ren?
5. Is there anything about the programme that you would like to have been different?
6. Do you think the programme made a difference to you and your family?
•• In what way?
7. Is there anything else you’d like to tell me?
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APPENDIX B
Interview Schedule – Staff
Reaching Out, Supporting Families: The TinyStart Evaluation
Structured question:
How long have you been a part of the support team facilitating and providing the Growing
Child programme to parents and their infants born premature or with a low birthweight?
Semi-structured questions (and probes):
1. What were your thoughts on first hearing about the collaboration between TinyLife
and the Lifestart Foundation?
2. How has the referral process worked out between TinyLife support staff and Lifestart
support staff?
•• Do you think anything could be done to improve the process?
3. Overall, what have been your experiences of working with families on the programme?
•• Positive/negative experiences?
•• What worked well/didn’t work well – changes to suggest?
•• Were there any issues in relation to the number and duration of home visits to
families?
•• Were there any issues in relation to fidelity by parents to the programme during or
in-between home visits?
4. What do you think are the most effective/non-effective components of the
programme?
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5. Do you think the programme made a difference to parents and their families?
•• In what way?
•• Positive/negative outcomes?
6. Now that you have worked in facilitating/delivering the Growing Child programme,
what are your thoughts on it?
7. How do you think the relationship between TinyLife and Lifestart is working?
•• Communication
8. Is there anything else you’d like to tell me?
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