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Our Impact 
Report 2015-16
• SIDS rates for 2014 reached the lowest on record, a 

total drop of over 85% from 1971 when the charity 
was founded

• Number of babies dying from SIDS has reduced 
from 35 per week in 1971 to 4 per week in 2014 

• Figures for 2014 from ONS, NRScotland and 
NISR show a drop of 15% in SIDS rates. The ONS 
attributed the reduction, in part, to an increased 
awareness of safer sleep practices. Our decision to 
re-brand as The Lullaby Trust in 2013, has helped us 
to reach more parents in every community with our 
safer sleep advice 

• Since 1971, 20,000 babies’ lives have been saved 

as a result of national public health education 
programmes led by The Lullaby Trust, based on 
findings from research funded by the charity ,which 
have led to direct change in infant care practices. 

Between July 2015 and June 2016

• 3,500 professionals trained to deliver safer sleep advice
• 95% of professionals who attended one of our regional 

training sessions said the presentation was highly 
relevant or relevant to their professional role

• 74% of those who attended the training sessions 
detailed changes they would make to their professional 
practice as a result of attending the training 

• 301,746 leaflets on safer sleep advice sent out to 
parents and professionals working with families

• 1,375 parents contacted us for information on  
safer sleep

• 531 bereaved parents contacted us for direct support
• 50% of new bereaved contacts who went on to use our 

befriending service
• 300 bereaved families received access to our Care of 

Next Infant (CONI) scheme to support them with their 
next child or children

• 11 young parents trained as Little Lullaby 
ambassadors, to provide peer-to-peer safer sleep 
talks to other young parents.

• 98% of young parents attending Little Lullaby 
ambassador talks said they have learnt something 
new.

Latest statistics show lowest SIDS rate on record

The number of unexplained deaths in infancy reached 
the lowest on record in 2014. The latest figures of SIDS 
deaths that took place in 2014, published by the Office 
for National Statistics, the National Records of Scotland 
and the Northern Ireland Statistics and Research 
Agency (NISRA) show: 

• 230 SIDS deaths occurred in the UK in 2014, a rate 
of 0.3 deaths per 1,000 live births. This follows a 
pattern of decline over the last 10 years with the 
rate falling from 325 in 2005

• Unexplained infant deaths accounted for 8% of all 
infant deaths occurring in 2014 in the UK. 

• For mothers aged under 20, the rate of sudden 
infant deaths was four times greater than the 
combined categories of babies born to mothers 
aged 20 and over.

babies’ lives 
saved since 
1971
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1. To reduce the numbers of 
babies who die from SIDS to 
below 150 across the UK by 2020 
by promoting our Safer Sleep 
message

Our new name and visual identity has seen more 
parents and professionals turn to The Lullaby Trust 
for safer sleep advice since 2013. This year over 1,375 
people contacted our information services for advice 
and we have distributed over 190,000 guides for 
parents on safer sleep for babies and a further 89,746 
easy-read cards. 

In March 2016 we ran our second Safer Sleep Week to 
raise awareness of SIDS and our safer sleep message. 
We partnered with Bounty, the UK’s leading parenting 
organisation, to reach new mums and mums-to-be. 
30,000 Safer Sleep Week advice cards were distributed, 
via Bounty’s New-Born packs, to new mums in 
maternity units. 

We commissioned a special animation for parents 
explaining our safer sleep messages in a simple and 
accessible way. Our aim was to reach a wider audience 
through social media. The safer sleep animation was 
viewed 42,488 times during Safer Sleep Week, exceeding 
the target of 25,000 views, and viewing figures continue 
to climb. It is planned for the animation to be played on 
screens in GP surgeries across the UK next year over a 
12 month period where it is estimated it will reach an 
audience of around 4 million people, many of whom will 
be new and expectant parents.

 Social media engagement was strong with the hashtag 
#SaferSleepWeek reaching an audience of 3.1 million 
people and leaving 8.1 million impressions, almost 
double that of the previous year. Our Director of 
Services Jenny Ward took part in a live Twitter Q&A 
session with @Unite_CPHVA and its members. A total 
of 54 media hits were achieved during Safer Sleep 
Week, this included national and regional press, TV, 
radio and blogs. The Safer Sleep Week display pack 
was very popular this year and we sent out 364 to 
professionals compared to last year’s 250 packs. 78,033, 
of our ‘cot cards’, designed specifically for the week, 
were sent out. 

We know that health professionals value our materials 
and advice. Community health services have been 
under pressure with cuts and we are concerned 
that they will not have the same time to work with 
families. In response to this we will start pushing Safer 
Sleep Week earlier to give them more time to deliver 
information to families.
A number of local authorities ran local Safer Sleep Week 
campaigns, which generated further local coverage. 
This year, with the support and active encouragement 
of young parents, we rebranded our young parent’s 
service Bubbalicious, as Little Lullaby.  Babies born to 

  1,375
safer sleep enquiries to our 
information services

3.1m
people reached on Twitter 
with the #SaferSleepWeek
hashtag

Our activities & achievements
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mums under 20, in the UK, are four times more likely to 
die of SIDS than those born to older parents so they are 
a key target audience for our messages. We relaunched 
Little Lullaby in April 2016 with a dedicated website for 
young parents. 

The website provides a forum, allowing young parents 
to connect and support each other through the ups 
and downs of pregnancy, birth and parenting, as well 
as learning about SIDS and how to sleep their babies 
safely. Little Lullaby will help us reach more young 
parents across the UK through improved social media 
activity. Little Lullaby also runs safer sleep workshops 
where trained young parent volunteers known as 
ambassadors deliver talks to other young parents. Due 
to restrictions on our resources the workshops are 
currently only available in London but we hope to roll 
them out across the other parts of the country in the 
future.  

Following on from the success of the Baby Check 
booklet, which helps parents to decide whether their 
child needs medical attention and how urgent that 
need might be, The Lullaby Trust commissioned a Baby 
Check app in partnership with Birmingham Community 
Healthcare Trust. Like the booklet, the app contains 19 
simple checks, which test for different symptoms or 
signs of illness. A prototype of the app, which is free 
of charge and available for both i-phone and android 
devices, was launched this year and we are working on 
a final version for release in 2017.

2.  To fund research into both 
the causes and prevention 
of unexpected infant death, 
including SIDS

Our 2015 Grantholders Meeting was held at the Royal 
College of Paediatrics and Child Health in London on 
September 7th. The annual meeting is an opportunity 
for researchers from across the world and from a 
diverse range of specialties to further their own 
and others’ knowledge of sudden infant death. It 
featured presentations from all current Lullaby Trust 
grantholders, who shared their research findings with 
around 60 colleagues and other interested parties.

Our Chief Executive, Francine Bates, also announced 
the GAPS (Global Action and Prioritisation of Sudden 
Infant Death) project, developed during the year. 
The aim of the project is to build an international 
consensus on future research priorities in sudden infant 
death. The Lullaby Trust is working with American 
SIDS Institute, SIDS and Kids and International Society 
for the study and prevention of Perinatal and Infant 
Death (ISPID) to collect data from a wide range of 
professionals across 20 countries working in the field of 
infant death and bereaved parents to identify the most 
important areas for research over the next decade. 

Professor Neil Sebire, Professor of Paediatric Pathology 
at Great Ormond Street Hospital (GOSH), gave an 
introduction to his new study into Sudden Unexpected 
Death in Childhood. Although sudden unexpected 
deaths in children remain rare, they do sadly still occur, 
and there is very little research into these deaths. 
GOSH has a unique database, which includes around 
500 sudden unexpected deaths in childhood and 1,500 
sudden unexpected deaths in infancy. The study, which 
began in 2016, is the largest single centre autopsy study 
of sudden unexpected deaths in childhood. 

Highlights

• 11 young parents trained as ambassadors, 
to provide peer-to-peer safer sleep talks to 
other young parents.

• 98% of young parents attending ambassador 
talks said say they have learnt something 
new.

• 3.1 million users on Twitter were reached 
with our Safer Sleep message during Safer 
Sleep Week.

• 1,375 enquiries to our information services
• Little Lullaby website launched with forums 

to provide peer to peer support and advice 
on safer sleep.



9  www.lullabytrust.org.uk

Helen Ball, Professor of Anthropology at Durham 
University, introduced the feasibility study into ‘A New 
Approach for Improving Infant Sleep-Sharing Safety’. 
The study will address the practice of hazardous co-
sleeping arrangements by giving parents tailored 
information on co-sleeping and offering those with a 
higher risk of SIDS a ‘safer sleep box’ for their baby.

Professor Peter Fleming gave an update on the progress 
of the newborn hearing study. Almost every baby born 
in the UK has the newborn hearing screening test. 
This research explores whether it is feasible to identify 
babies who could be more at risk of SIDS by studying 
the test results. This could allow the development 
of a screening tool at birth that would allow at risk 
babies to receive potentially life-saving monitoring and 
interventions leading to a reduction in the number of 
SIDS deaths.

Dr Robert Coombs presented on his ongoing research 
into the prevalence of Long QT Syndrome gene 
variants in SIDS. This genetic research project aims to 
enable babies at risk of sudden unexpected death to 
be identified via a screening programme and given 
preventative treatment

Anna Pease presented the final results from her PhD 
research, which considered why mothers with babies at 
higher risk of SIDS do not  follow safer sleep advice. The 
findings have the potential to influence change in how 
high-risk groups are targeted through interventions. 

Following the Grantholders meeting, the work on 
the Global Action and Prioritisation of Sudden Infant 
Death (GAPS) Project continued and The Lullaby Trust 
facilitated three global workshops in the UK, Australia 
and USA towards the end of 2015. The participants 
of each workshop, which included a cross session of 

professionals and bereaved parents, considered 30 
research priorities based on the data collected from 
two international surveys across 20 countries. The aim 
of the workshops was to agree a consensus on the top 
10 worldwide research priorities going forward.  

In addition to the annual grantholders meeting, we 
also held a special research update in March 2016 for 
families whose baby or young child was over the age 
of 12 months when they died. Unexplained Deaths 
in this age group are very rare and this is not a well-
researched area. Families heard about Professor 
Fleming’s study exploring  the  potential link between 
abnormal  newborn hearing tests and SIDS, this study 
is also looking at results of babies over the age of one; 
and from Professor Sebire whose team is being funded 
to specifically focus on this age group, drawing on 
retrospective data at Great Ormond Street. We also 
welcomed Laura Crandall from the US-based Sudden 
Unexplained Death in Childhood Foundation (SUDC) 
who updated families on work being undertaken by 
New York University exploring the genetic components 
of unexplained deaths in babies and children over the 
age of one. 

We are pleased that we have managed to maintain our 
research programme despite challenging economic 
times and the competition from other charities with 
their own research agendas. 

3.  To provide support to 
bereaved families affected by  
the unexpected death of a baby 
or toddler

Parents who have suffered a sudden and unexpected 
death of a baby often feel anxious when they have 
another baby. Working with the NHS, we run a national 
health-visitor led service for bereaved parents, Care of 
Next Infant (CONI) programme. 

The CONI programme provides specialist advice, 
information and support to health professionals who, 
in turn, support bereaved families with their next baby 
and help them reduce anxiety and enjoy the first year of 
their baby’s life. The core elements of the programme 
are regular contacts with a health visitor, symptom 
diaries, weight charts and apnoea (movement) 
monitors and the support of a paediatrician. 

Highlights

• We scoped and led the Global Action and 
Prioritisation of Sudden Infant Death Project 
(GAPS) with partner SIDS organisations 
around the world.

• In 2015-16 £77,000 was invested in research 
to find the cause and reduce unexpected 
death in infancy including a study on sudden 
and unexpected deaths in childhood.
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Since CONI began in 1988, we have provided 
comprehensive support to over 9,100 families and 
13,500 babies. Last year we supported over 300 families 
through the CONI programme, and 500 families were 
enrolled on CONI PLUS, which supports other groups 
of vulnerable families, including those with a close 
family history of SIDS or following an Apparent Life 
Threatening Event. 

Families are invited to give feedback on their 
experience of CONI.  We have learnt from them, the 
importance of the support they receive from health 
professionals. All parents have access to a CONI 
paediatrician and 85% respondents found meeting 
with the paediatrician after the birth of their baby was 
helpful or very helpful. Additionally over 40% of families 
were offered a chance to meet the paediatrician before 
the birth of their baby and of those who did (70%),  
86% found the meeting helpful or very helpful. Parents 
continue to value the one-to-one contact with experts 
to whom they can voice concerns and we continue to 
promote the vital importance of this access. 

Our Freephone Bereavement Support Helpline remains 
the most popular means of seeking support from us 
regarding the sudden death of a baby. We have seen 
some reductions in those calling us for support, which 
is expected given the reductions in the number of SIDS 
deaths in recent years. During the year, we had 531 

contacts looking for bereavement support, and 401 of 
these were through calls to our Helpline. Whilst our 
telephone support remains the most popular means 
of accessing our bereavement support services, online 
support has increased in the past year and 114 of the 
contacts were via an online method. We distributed 
7,000 bereavement support leaflets and 4,500 helpline 
cards. 

The number of first-time contacts was 220 during the 
year, which is a decrease from 2014-15 but shows a 
steady continuation in the number of new bereavement 
contacts we receive each year, despite reducing 
numbers of SIDS deaths. This is due to the number of 
bereaved families who call us for the first time some 
years after their baby has died; our support is the same 
no matter how long ago the bereavement was.  

We conducted an online survey of the users of our 
bereavement services during the year, which again 
found that the Helpline and Befrienders remain highly 
rated, with over 80% of those who used either of the 
services finding them ‘very useful’. 

We allocated 90 families a Befriender to offer peer-to-
peer support during the year. Of those connected with 
befrienders, 20% were family members other than 
parents, with the majority being grandparents, who we 
continue to support. 

We commit to offering every bereaved parent who has 
given us their details the offer of a free family day out, 
once a year. They are held throughout the country at 
various venues, and allow families to spend time with 
their children, to remember their baby who died, and 
to access face to face information and support. 

Last year we held eight days, which were attended by 
over 700 adults and 650 children. It was a particularly 
busy year for our family days as a grant from Children in 
Need meant we offered two fantastic days just before 
Christmas. Due to generous funding from bereaved 
families, we also held our first day that was specifically 
for those whose baby or young child was over 12 
months when they died. 

Highlights

• Over 7,000 bereavement support leaflets 
and over 450 helpline cards to raise 
awareness of our bereavement support 
services were distributed. 

• Over 700 adults and 650 children attended 
our free family days out, giving them access 
to face to face support and information.

• 531 enquiries about bereavement support.
• 90 families were allocated a Befriender to 

offer peer-to-peer support during the year.
• 300 families were supported through the 

CONI programme; an additional 500 families 
were enrolled on CONI PLUS.

• 85% of parents responding to the last survey 
found meeting with the CONI paediatrician 
after the birth of their baby was helpful or 
very helpful.  
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4.  To work across the infant and 
child health community to reduce 
infant mortality in the UK

Influencing practice at local level

Following the ONS publication of the numbers of 
unexplained infant deaths in August 2015, we produced 
a policy briefing, with the aim of raising awareness 
of SIDS and our safer sleep messages for local public 
health leads and Local Safeguarding Children’s Panels 
(LSCBs) which was distributed in the autumn of that 
year. 

We have provided safer sleep advice to over 3,500 
professionals through 125 training sessions and 
presentations. Our small team of regional staff continue 
to make a huge impact throughout the country, and we 
have been involved with several local projects to train 
healthcare professionals during the year. The quality of 
our training makes it an important part of continuing 
professional development for these professionals.

We completed detailed evaluations with those who 
attended our training to consider the impact as well 
as feedback on the events. 95% of professionals who 
attended one of our regional training sessions said 
the presentation was highly relevant or relevant to 
their professional role. Our team of regional staff who 
deliver the training were also highly rated, with 99% 
of attendees rating them as highly knowledgeable and 
informative. We were pleased to see that 74% of those 
who attended the training sessions detailed changes 
they would make to their professional practice as a 
result of attending the training.

Influencing at national level

As part of our wider policy and national work, we are 
committed to working in collaboration with others to 
reduce overall levels of infant mortality in the UK. This 
includes miscarriage, stillbirths and neonatal deaths. 
The Lullaby Trust is proud to work with colleagues from 
a number of charities and professional bodies across 
the sector including Sands, Bliss, Tamba, Miscarriage 
Association, Royal College of Paediatrics and Child 
Health, Royal College of Midwives, CPHVA, Unicef UK 
and NCT. We advocate for improved public health to 
prevent infant deaths and services to support bereaved 
families. This year, we have contributed to the recent 
Department of Health review of maternity led by 
Baroness Cumberlege and met with key ministers 
to discuss how to reduce infant mortality, notably 
stillbirths and neonatal deaths. We were therefore very 
pleased to welcome Jeremy Hunt’s announcement in 
November 2015 to halve stillbirth and neonatal deaths 
by 2030. 

Our Chief Executive continues to co-chair the National 
Smoking in Pregnancy Challenge Group and has been 
influential in securing resources from Public Health 
England to improve ways in which professionals 
communicate the risk of smoking in pregnancy to 
women. She has met with the Minister for Public 
Health, Jane Ellison, and highlighted that reducing the 
numbers of women who smoke in pregnancy would 
lead to a significant drop in sudden infant deaths. 

The Lullaby Trust has taken a lead in establishing a new 
group in Parliament to raise awareness of Baby Loss. 
The All Party Parliamentary Group (APPG) on baby loss 
was established in February 2016 and is working with 
charities and experts in the sector. We are providing 
secretarial and administrative support to the APPG and 
working with them to set out a new vision to reduce 
infant deaths and support bereaved families. 

Highlights

• 3,500 professionals were provided with our 
safer sleep advice at 125 training sessions 
and presentations.

• 20,000 Lullaby Trust guides for professionals 
were distributed. 

• 74% of professionals attending our training 
sessions were able to detail changes they 
would make to their professional practice as 
a result of attending our training.
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Future plans 
 
We are dedicated to achieving our over-arching goal of 
reducing the numbers of SIDS to below 150 by 2020. 
In 2013, the number of unexplained deaths in infancy 
across the UK was 268. In 2014, the UK figure recorded 
was 230. We are very pleased that the numbers of 
deaths continue to fall and we believe that the charity 
has made a significant contribution to the decline of 
SIDS in this country. However, we acknowledge that 
there is still more to do. The death of a baby or toddler 
is devastating for any parent and we are determined 
to do all we can to prevent this from happening to 
families.   
 
We are now in the second year of our 2015-2020 
strategy and will increase our focus on vulnerable and 
disadvantaged families, where the incidence of sudden 
infant deaths, is significantly higher.  Our four strategic 
objectives remain the same going forward but will be 
kept under review by the Board of Trustees.

Promoting our safer sleep 
message 

We are committed to improving the accessibility of our 
safer sleep message, ensuring that it reaches the most 
vulnerable families who are at increased risk of SIDS. 
We will be developing and delivering our national safer 
sleep awareness campaign, Safer Sleep Week, in March 
2017, building on the success of the previous 2 years.  
The redevelopment of The Lullaby Trust website is well 

underway and will be launched in early 2017. We aim 
for the new website to provide a much improved user 
experience, increase traffic and enable us to better 
promote our key messages.

We will be looking to focus on specific modifiable risks 
such as sofa sharing and smoking in pregnancy and 
creating targeted campaigns to tackle these behaviours. 
We will also continue to reach out to more vulnerable 
groups such as young parents. Little Lullaby, our service 
for young parents continues to grow and is building 
engagement with a widening community of young 
parents. The Young Parents Panel actively participates 
in the work of Little Lullaby to ensure young mums and 
dads remain at the heart of all it does. 

A key aim for Little Lullaby is encouraging better 
interaction between young parents and health 
professionals. Young parents are four times more likely 
to lose a baby to SIDS than older parents it is therefore 
vital that they receive information about SIDS. Little 
Lullaby is creating a campaign and resources to help 
professionals work more effectively with young parents 
and get them to open up about the type of support that 
would be helpful to them.    

Funding research 

The results of the GAPS study, presented at the 
International Conference on Stillbirth, SIDS and 
Baby Survival in Uruguay, will help to inform the 
development of our new research strategy. We 
will be welcoming Professor Helen Ball as the new 
independent Chair of the Scientific Committee who 
will oversee the new strategy and lead the call for new  
research proposals in early 2017. In particular we will 
be looking for projects that will help us reduce SIDS still 
further over the next 10 years. 

Supporting bereaved families 

We are committed to improving our bereavement 
support services; and in response to the growing 
number of people contacting us online, we will be 
developing new online discussion forums during 
the year. We will continue to promote our Care of 
Next Infant (CONI) programme for bereaved parents 
and work with health care service providers and 
commissioners to ensure this much needed programme 
continues to be widely available. 

Highlights

• To reduce the numbers of babies who die from 
SIDS to below 150 across the UK by 2020 by 
promoting our Safer Sleep message.

• To fund new research into both the causes 
and prevention of unexpected infant death, 
including SIDS.

• To provide support to bereaved families 
affected by the unexpected death of a  
baby or toddler.

• To work across the infant and child health 
community to reduce infant mortality  
in the UK.
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We are planning to pilot a new tool to help health 
professionals estimate the level of risk for SIDS for 
individual babies.

We will continue to work with the other leading 
pregnancy loss and infant death charities across the UK 
to ensure that every family who loses a baby or toddler 
can access appropriate support in a timely and sensitive 
way. We intend to work collaboratively, sharing 
information and expertise, to bring pressure to bear 
on policy makers and healthcare professionals to help 
us reduce preventable infant mortality and improve 
services for bereaved families.  

Once again we will join forces on Baby Loss Awareness 
Week in October. The Lullaby Trust will be focusing on 
families who have lost a baby or toddler over the age of 
one. 

We will also continue to support the newly formed All 
Party Parliamentary Group on Baby Loss to highlight 
what more can be done to prevent infant mortality and 
support bereaved families.

We are preparing a national briefing to send out to 
all Directors of Public Health and Local Safeguarding 
Children Boards to raise awareness of sudden infant 
deaths in their region. Our Chief Executive continues to 
Co-Chair the Smoking in Pregnancy Challenge Group to 
highlight the risks of smoking in pregnancy, the single 
biggest modifiable factor in reducing SIDS.
 
The Lullaby Trust has agreed to help to revise the 
Kennedy guidelines “Sudden unexpected death 
in infancy A multi-agency protocol for care and 
investigation” which were first published 10 years ago 
and designed to foster consistency and a sensitive 
multi-disciplinary approach to investigating the sudden 
and unexpected death of a baby in England and Wales. 
Our Chief Executive has been asked to help review the 
guidelines by Baroness Kennedy, alongside the Royal 
College of Pathologists, Royal College of Paediatrics and 
Child Health, the Police and the Coronial service. The 
new guidelines will be published next year.


