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Introduction 

Research demonstrates that families receiving a Down syndrome (Trisomy 21) diagnosis benefit 
significantly from a strong, collaborative support system, across family, healthcare, and the 
broader community, initiated as early as possible. A whole-community approach, combined 
with timely early intervention, leads to better maternity experiences and outcomes, whilst also 
enhancing the overall wellbeing of both the child and the family. 

Over fifteen years, Portsmouth Down Syndrome Association (Portsmouth DSA) has established 
a pioneering model of parent and community support that exemplifies best practices in 
integrated care, early intervention, and informed diagnosis. Through strategic partnerships with 
regional hospitals, healthcare professionals, and maternity services, Portsmouth DSA delivers 
a responsive, family-centred approach that is positively transforming outcomes for families and 
babies with Down syndrome across the South of England.  

Establishing Strong Community and Healthcare Links 

In collaboration with maternity units, NICU (neonatal intensive care units), consultant 
paediatricians, health visitors, portage workers, GPs, and other healthcare professionals, 
Portsmouth DSA has become a vital touchpoint for families receiving a diagnosis of Down 
syndrome. With the full consent of parents, healthcare providers now automatically signpost 
families directly to Portsmouth DSA through a dedicated referral system at the point of 
diagnosis, ensuring immediate, empathetic, and expert support. 

Improving Professional Practice through Training and Collaboration 

There are a number of risks that are increased during pregnancy for a baby Down syndrome; 
however, health professionals do not automatically receive dedicated, syndrome-specific 
training which, if received, could enhance their understanding of these risks whilst increasing 
the efficacy of monitoring and early intervention strategies.  

Potential risks include: 

o An increased risk of miscarriage, intrauterine death, stillbirth, and neonatal 
death in babies with Down syndrome  
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o An increased likelihood of premature birth and 
below average birth weight with birth slowing in 
the latter weeks of pregnancy  

o A greater likelihood than average of early induction 
or delivery by caesarean section  

o Increased commonality of polyhydramnios or 
breech presentation  

o Increased incidence of congenital heart defects 
affecting 40-60% of babies with Down syndrome 

o A greater likelihood of duodenal atresia or other bowel 
atresia, often not visible until the third trimester 

o Additional social and emotional challenges for parents 

Understanding this profile allows healthcare staff to make crucial adjustments, such as 
arranging additional scans and appointments, increasing monitoring frequency, implementing 
early intervention strategies, and directing patients to other support services and their regional 
Down syndrome support group. These adjustments improve outcomes, enhance patient 
experiences, and reduce avoidable mortality rates. 

 

 

 

 

 

 

 

Healthcare professionals play a crucial role in shaping a family's early experience following a 
pregnancy suspected or diagnosed with Down syndrome; however, recent studies have 
revealed that many families still report negative maternity care experiences, citing issues such 
as a lack of empathy, pressure to terminate the pregnancy, inadequate support, misinformation, 
and insufficient guidance with feeding and breastfeeding.  

Portsmouth DSA annually delivers high impact Down syndrome specific training to thousands 
of healthcare and education professionals, as well as individuals. This includes maternity staff, 
NICU teams, GPs, doctors, health visitors, and portage workers. 

Portsmouth DSA provides training for thousands of education and healthcare professionals, 
healthcare students, and local authority staff each year.  

Training focuses on: 

o Considering best practices for delivering a Down syndrome diagnosis in a way that is 
positive, unbiased, well-informed, and emotionally supportive  
 

 

“We all wanted to ensure the care provided was not just medical, but also considered the 
social and emotional needs of families as well.  

By offering some additional appointments in the antenatal period, it provides an 
opportunity to start building trusting relationships with the professionals who will be 
involved in the baby’s care. In addition, parents can ask questions and hopefully reduce 
any anxieties they may have, to ensure their babies get off to the best possible start.”  

Julia Langley 
Antenatal and Newborn Screening Specialist Midwife, Portsmouth University Hospital Trust  
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o Understanding the unique health, educational, and 
developmental profiles associated with Down 
syndrome, emphasising key considerations, granting 
practical examples of how to identify needs and meet 
them effectively, and introducing resources such as 
specialised DS specific clinical growth charts  

o Imparting the benefits of Down syndrome specific maternity 
and care pathways designed to support the specific needs of 
individuals with Down syndrome and their families  

 
Portsmouth DSA’s training programme has played a pivotal role in establishing a collaboration 
with Portsmouth University Hospital, one of the UK’s largest acute hospital trusts, serving over 
half a million patients annually. Working closely with their Midwifery Screening, Fetal Medicine, 
Infant Feeding, Neonatal, Paediatric and Community Teams, Portsmouth DSA has co-
developed the region’s first Down Syndrome Specific Maternity Pathway. After positive 
feedback, another hospital has approached Portsmouth DSA to collaborate on a similar 
initiative. These tailored pathways are designed to improve the parental experience, enhance 
clinical outcomes, reduce birth-related mortality, and provide all involved with clear, unbiased, 
and up-to-date guidance. 

 

 

 

 

 

 

 

 
Support will be offered to all families expecting to have a baby with Down syndrome, and 
includes: 

o An initial appointment with the screening specialist midwife to discuss test results, 
explain the antenatal care pathway and receive a welcome pack from Portsmouth DSA 

o An offer of a direct referral to Portsmouth DSA 
o An offer of antenatal referral to Community Paediatricians to discuss potential 

development needs and services 
o The provision of specialist scans in the fetal medicine unit at Princess Anne Hospital, 

Southampton, at 16 and 20 weeks of pregnancy 
 

 

 “This exciting collaboration really matters as it allows a whole-team approach to 
wrapping a holistic package of care around parents from the antenatal period until the 
birth of their baby and beyond.  

“Having the experience of an expert team will make a very positive difference to 
parents. We are very grateful to everyone in this collaboration, especially Portsmouth 
Down Syndrome Association, for their commitment to making it happen. 

“We are confident that this innovative pathway will not only improve mortality rates, but 
also enhance maternity care.” 

Lynn Woolley 
Director of Midwifery, Portsmouth Hospitals University NHS Trust 
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o The further provision of additional growth and wellbeing scans in the fetal medicine 
unit at Queen Alexandra Hospital at 28, 32, and 36 weeks of pregnancy 

o Another appointment with the screening specialist midwife at 32 weeks, as well as the 
neonatal consultant, and infant feeding specialist midwife to discuss a birth plan, 
infant feeding, and baby care  

o An offer of induction of labour at 39 weeks   

Portsmouth Down Syndrome Association New Parent and Family  

Support Service 

Recent advances in prenatal screening, including the introduction of NIPT (non-invasive 
prenatal testing), mean that more diagnoses are now being made before birth. This shift 
presents a vital opportunity to provide meaningful support to parents from the moment of 
diagnosis. 

At the heart of the Portsmouth DSA model is a dedicated new parent support team who are 
themselves qualified health professionals with specialist expertise in learning disability and 
experience supporting families of children with Down syndrome, who also bring their own lived 
experience. This team offers flexible, face-to-face support tailored to each family's needs, 
whether at home, in hospital, at the Portsmouth DSA Centre, or another neutral location of their 
choice.  

 Key elements of this support include the provision of: 

o Unbiased Information and Emotional Support: From the 
moment of referral, parents receive clear, empathetic 
guidance, free from stigma or misinformation 

o A Welcome Gift Bag: Each prospective parent receives a 
thoughtfully curated gift bag containing information about 
Portsmouth DSA, resources from relevant support 
organisations, gifts, and a plush baby toy donated by our 
Parent Pack sponsors. 

o Ongoing Home and Hospital Visits: As appropriate, these 
visits entail the offering of advice and support in all areas, 
and ensure continuous emotional and practical support both 
pre- and postnatally. 

o Specialist Baby Development and Information Groups: Families 
are invited to attend regular baby groups and educational sessions, 
delivered by experts in Down syndrome development 

o Continued Multi-Agency Liaison and Training: The support team offers regular training 
to a vast range of health professionals and works in tandem with all involved to ensure 
consistency of care and timely interventions 

o Guidance on Benefit Eligibility and Support: Including one-to-one assistance in 
completing application forms 

Impact and Future Vision 

The integration of Portsmouth DSA’s services within healthcare pathways has had a significant 
positive impact on parental wellbeing, early child development, and professional awareness. 
Families report feeling more informed, empowered, and supported during what can be a  
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challenging time. Feedback from healthcare professionals confirms the value of having a 
trusted, expert-led charity partner to refer families to, knowing that follow-up care is both 
immediate and thorough. 

 
 

 

 

Looking forward, PDSA aims to expand its model, share learning across regions, and contribute 
to national policy discussions on best practice for supporting families with a Down syndrome 
diagnosis. Our hope is that the Down syndrome-specific maternity pathways, developed here in  

 

 

 

]partnership with the NHS, will serve as a blueprint for nationwide implementation. 

 

 

 

 

 

 

By working hand-in-hand with healthcare professionals and 
families, and maintaining a relentless focus on positive, evidence- 
based support and training, the maternity experience of families 
with a Down syndrome diagnosis is being re-shaped for the better 
across the South of England. 
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“Portsmouth Down Syndrome Association has been an incredible source of strength, both 
mentally and emotionally, guiding us through our diagnosis and ensuring our little one had 
the best possible start in life.” 

Parent, Portsmouth DSA 

“After reading about the charity in the New Parent Support Pack, we reached out, and from 
that moment, everything changed. A member of the PDSA community team visited us at 
home, offering honest, practical advice that helped us break through the myths and 
misconceptions we so often face. No question was too silly, too emotional, or off-limits. 
They made us feel heard, understood, and empowered.” 

Parent, Portsmouth DSA 

“That first visit lifted a huge weight from our shoulders. We could finally see a future filled 
with possibilities, not limitations…. They connected us with other families in the PDSA 
community, and for the first time, we truly felt we weren’t alone on this journey. I genuinely 
don’t know how we would have coped without their incredible support.” 

Parent, Portsmouth DSA 
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