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- Welcome to Antenatal Results and Choices’ (ARC) Impact
Our Year at a glance 4-5 Review for 2024.
. c This is our second review focussing on the immediate and sustained
Parent service: impact and improvement 6-7 _ _
value of our work with both parents and professionals across the

. UK. By the end of 2024 we had 13 staff members and 26 volunteers
ARC In Scotland 8 working for ARC - our biggest team to date! We are proud of what we

. have achieved over the year and excited to share this review with all our
ARC in Wales and Northern Ireland 9

beneficiaries, supporters and partners.

Professional services: Impact and Improvement 10-11 What stands out for me as a key achievement in 2024 is the impact of our

strategy to develop our work in marginalised communities and regions

Our research and partnerships 12-13 across the UK. As noted in our previous Impact Review, this ambitious
goal identified parent and professional groups across England, Scotland,
A very b1g Thank You 14 Northern Ireland and Wales that have not historically engaged with our

services. Our team'’s dedication to expanding our core offer to parents
and professionals — including inclusive materials, accessible helpline
options, more face-to-face meetings, subsidised and online training — is
explored throughout this Review, with poignant first-hand testimonies.
Alongside this, I am delighted that in 2024 we cemented our partnerships
with UK organisations like Home-Start in Portsmouth, and AMMA Birth
Mission Vision Companions in Glasgow, that are already established and trusted in
¢ To grow to be a truly UK-wide * \We believe that every parent should have disadvantaged communities.
sustainable organisation access to non-directive information and
« To extend reach to all parents who support through antenatal testing and its Finally, I am proud of ARC's commitment to help drive policy that
need information and support around consequences improves patient care, as this sits at the heart of our charitable mission.
antenatal testing We seek to remain at the forefront Please do read more about our key role in publishing parent-centred
* To extend reach to all healthcare of policy development and work in guidelines for improving care after diagnosis, and launching a TFMR care
professionals involved in antenatal partnership with policy makers and survey, on page 12. We look forward to reporting more on the impact of

testing healthcare professionals in order to these initiatives in 2025

¢ To maintain and develop our close achieve best care for parents

collaborative relationship with policy We believe that parents must be able to
s . ) N Thank you so much for your support.
makers and key clinicians in the field of make choices based on their individual

antenatal screening and diagnosis circumstances . .
Jane Fisher, Director




ARC'S YEAR
AT A GLANCE

The difference our services made in 2024

Our helpline (calls, emails,
texts and Live Chat) was
contacted nearly 5,500 times.

We expanded our bereaved
parent meetings, engaging
face-to-face with 140 parents
across the UK, including at
our annual Information and
Support Day.

Just over 6,000 bereaved
parents were registered on
our forums — safe spaces for
parents to share experiences
and coping strategies.

We reached over 78,000
people on social media
(Instagram and Facebook), and
our website saw an average of
just over 10,000 users a month
in 2024.

1,440 healthcare professionals
attended our training
programme, online and face
to-face — a 38% increase from
2023.

770 professionals received our
quarterly newsletter, and we
launched the Fetal Medicine
Midwives Network with 120
participants.

As always, ARC is dedicated to supporting all parents and
professionals seeking support around antenatal screening

and its consequences in the UK. It is hard to quantify our
longer-term qualitative impact; however, we routinely request
demographic data, personal testimonies and evaluations

to understand who we help and shape our parent and
professional strategies. As well as the quantitative outcomes
opposite, it is clear from monitoring this first-hand feedback
that our work is having a sustained impact.

We are grateful for those who get back in touch to
demonstrate the longer-term emotional value of engaging
with our support:

“l rang your helpline 2 years ago... | was absolutely devastated and plunged
into a world of unknowns ... In sheer panicked desperation | rang your
helpline and spoke with the most wonderful woman. She listened to me
and knew exactly the right things to say. Although of course she couldn’t
tell me everything was going to be okay, I left that phone call feeling like |
wasn'’t so alone and her kind gentle words really touched my heart... When |
think of what | went through, | always think of [this] beautiful ARC lady who
literally saved me in that moment.”
Anonymous parent,

Autumn 2024

We sent 170 free resource
packs to hospitals across
England to ensure as many
units as possible know about
our services.

Over 200 professionals
attended our conference,
Diagnosis and Decisions, and
we awarded 14 travel bursaries
to those in Scotland, Northern

Ireland and Wales.



PARENT SERVICES:

IMPACT AND IMPROVEMENT

2024 saw us continue to both deliver our core services for parents, and develop new projects to
encourage new families and communities across the UK to access our support. Highlights included:

Running free face-to-face meetings for 140 parents (connecting with over 50% more parents than

in 2022-23): opportunities for bereaved parents to share their experiences. To encourage greater
attendance, we ran meetings in a variety of accessible cities including Birmingham, Cardiff, Manchester,
London, Glasgow, Edinburgh and across Northern Ireland (more on our regional activities from page 8).

Meeting parents at our annual Information and Support - - “ [It was] lovely to
Day. 31 parents attended in-person and, for the first time, we meet more of your
also offered the day virtually, enabling more ARC membersto  team...I'm so sorry we have all
participate. A heartfelt thank you goes to Bryan Cave Leighton  been through this but it's days
Paisner for once again generously donating a beautiful space  like today where | feel less alone
for us to host this event, and staff to help it run smoothly. and able to be completely open

Parents fed back how insightful they found our speakers, as and honest with my
well as meeting others going through similar experiences: feelings.”

Commissioning our resources in different formats, to encourage greater accessibility. This included
our key publications in audio form (available here: https://www.arc-uk.org/publications/).

We are very aware of the sensitivities surrounding antenatal testing and TFMR, and so have historically
always been cautious about how we collect demographic data and personal stories. However, it is
important to understand who we are currently helping — both statistically and qualitatively — to track
how beneficial our work is and develop our services in communities and regions where we see less
engagement. So in 2024 we:

¢ Initiated our first demographic form for those signing up to our forums. This short anonymous,
optional survey helps us understand more about who we help.

Commissioned an ARC introductory film to go on our website, interviewing those we helped
about their experience of our services, as a way of explaining how we support new parents.

Launched an online survey, specifically asking parents about their experiences of care for TFMR
in the last four years. Whilst the outcomes of this are insightful (more on page 12), informing how
we communicate parents’ experiences to hospitals and influencing our training programmes, the
published results will also feed into ARC's research and policy priorities.

6

Finally, we also expanded our engagement with businesses to ensure parents in the workplace going
through difficult pregnancies, or returning to work after a bereavement, are equitably represented.
Generous donors have always donated to us via workplace giving schemes and fundraisers, but
increasingly we receive enquiries from companies wanting to better support employees who had a
TFMR. In 2024 we expanded our offer for workplaces, from advising HR on pregnancy loss policies, to
running introductory talks about our work and delivering bespoke ‘Sensitive Communications' training.
Here Faye, who works for HSBC, tells her story:

Faye

“My first pregnancy made me aware of ARC. We were so happy,

but at our 20 week scan our world changed forever. The

sonographer held my arm as she said, “l am worried about this

baby.” The specialist later confirmed our worst fears, that our

baby Francis had Hydrocephalus - where fluid puts pressure on

the brain, causing irreversible brain damage. We were given a lot

of information and had a decision to make.

| then found ARC and posted on their parent forum. | felt like

| could post exactly how [ felt and there was always someone

who understood. After my TFMR | was able to support others on

the forum, sharing in their heartbreak — it was such a safe space.
‘ | joined the ‘TTC' (Trying To Conceive) chat and then the ‘Due

Date’ chat when | was lucky enough to get pregnant again.

I since had struggles with pregnancy and PTSD. | now have two children and feel so fortunate,
but | remember Francis all the time and celebrate his life and the love he gave us.

When | went back to work with HSBC, | wanted to support a friend who'd had a miscarriage,
and found the Journey Employee Resource Group which supports colleagues on the path to
parenthood. They host events focusing on different topics, creating safe spaces for colleagues to
connect. Journey has been a force for change in HSBC, improving policies and bringing external
peers together at industry level.

In 2024 | organised an online event for colleagues about the difficult decisions parents are
faced with during pregnancy. It was a really emotional event, with myself and a colleague sharing
our stories, before hearing from Jane about ARC. The feedback from parents listening was
overwhelmingly positive, and this marks just the start of the relationship between ARC and HSBC.
My journey at times has felt impossible and will never leave me, but the support of family, friends
and ARC has been invaluable.”

Thank you to Faye, and HSBC's Journey Employee Resource Group: we hope to develop our
partnership with HSBC in future years.



https://www.arc-uk.org/publications/

ne of our national strategic

alms is to increase awareness
of our services to professionals,
communities and regions
where we see less engagement.
Our Coordinator in Scotland,
Karen Mclintosh (pictured), has
considered the impactful value that her work had in
Scotland during 2024:

My role is very diverse and includes networking with
many Scottish health professional and third sector
groups. This involves teaching presentations and being
a key member of working groups across Scotland to

| SCOTLAND

Providing regular peer support groups for parents
following TOPFA in the Glasgow and Lothians areas, in
partnership with baby loss charities Held in our Hearts
(https://heldinourhearts.org.uk/) and Child Bereavement
UK (https://www.childbereavementuk.org/). The parents
who attend these stress of the benefits of having a safe
place to talk about the complexities of their loss. These
peer support groups also promote ARC's services and
mean we can signpost appropriately to parents.

Developed a new partnership with AMMA Birth
Companions. This is a Glasgow peer support group
who support vulnerable women. | gave a teaching
presentation to 14 of their staff and peer supporters,

advocate for parents. In 2024 this included:

Delivering 18 training presentations to student
midwives, fetal medicine and screening staff around
Scotland (online and in-person).

Supporting the ongoing development of the Scottish
Fetal Medicine/Screening Midwives Network, which
ARC helped establish — midwives share good practice,
provide peer support and advise on various working
groups.

Presenting ARC's Communicating Difficult

& Unexpected News training to all student
sonographers in Scotland. In 2024 | wanted to
highlight the crucial role sonographers play in our
parent's experiences throughout complex pregnancies,
and the impact that their communication skills can
have. One attendee fed back that:

"ARC training has helped me to understand the
importance of what | say & how | say it as it stays with
the parents forever.”

Including ‘from time of diagnosis’ in the Scottish
TOPFA National Bereavement Pathway (NBCP) as
Lead Editor. This ensures the best support for parents
and highlights the importance of training and support
for sonographers delivering such difficult news.

with one volunteer testifying that:

“I just wanted to say a massive thank you for sharing
your time and knowledge with us yesterday. It was
really, really useful for our team to learn from you.”

¢ Coordinated the publication of 'Ending a pregnancy
after a Prenatal Diagnosis — Care and Support
available in Scotland’ This was funded by a Scottish
Government grant.

Finally, | was fortunate to be involved in many working
groups across Scotland, from the Pregnancy and
Newborn Screening Board to the NBCP Core Group,
NIPT Evaluation Group and the Pregnancy and Newborn
Screening Information Review. In 2024 | was delighted
we could also be part of the Scottish Screening
Standards Review, allowing me to include our parents’
experiences and further promote our work in Scotland.

Scottish plans for 2025

Building on my work supporting sonographers, | will
deliver more presentations to units across Scotland, from
the Shetland Isles to the Borders, in the next 12 months.
To build on ARC's new partnership with the charity
Home-Start (page 12), | have also organised a training day
for staff and volunteers at a Home-Start's regional base

in Glasgow. This initial engagement will hopefully allow
ARC to reach new communities in Scotland, particularly
those women and their partners who find it difficult to
access our helpline support”

ARC IN WALES &

NORTHERN

IRELAND

WEIES

ur Coordinator for Wales, Miranda Glen, was on

maternity leave until Spring 2024. On her return,
she continued to Chair the TOPFA pathway of Wales'
Bereavement Care Pathway, ensuring ARC's presence
and expertise impacts on a national policy level.
Miranda also met with Antenatal Screening Wales as
their Head of Programme was keen to improve pre-
test screening information for women and couples.
Miranda therefore co-planned a full training day with
six of the seven Welsh Health Boards (minus Powys
Health Board). Four of these sessions were completed
in 2024, at Glan Clwyd Hospital, Glangwili Hospital,
The Singleton Hospital (Swansea) and The Grange
(Cwmbran), with greatly positive feedback from
professional attendees:

- Great day! Thought-
provoking and amazing

to help support better
practice.

' | feel much more
confident in sharing

tough news after today - -
— thank you!

Antenatal
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Northern Ireland
n 2024, our Coordinator for Northern Ireland Suzie
Heaney continued to develop ARC's presence in the
region. She held eight in-person parent support events
engaging with 65 parents, from the now-regular Forest
Walk and Talk to a Family Day, Sea Swim, a woman's
support meeting focused on trying to conceive and

pregnancy after loss and a greatly impactful Remembrance
Service (see photo above). For healthcare professionals she
continued to work closely with the Bereavement Midwives
across the five Trusts and the Fetal Medicine Team, offering

training and support, as well as being an advocate and
parent voice for the development of services. Suzie also
provided training to student healthcare professionals.

In terms of policy and research, Suzie worked closely
with colleagues in Ulster University to progress work on
first trimester screening (see photo, left - Suzie is in the

centre accompanied by the Committee including Dr Fiona

Bloomer and Dr Claire Lougarre from Ulster University).
They have since published a Policy Briefing Paper
(https://www.ark.ac.uk/ARK/sites/default/files/2024-07/
policybrief29.pdf) which was presented to the NI
Health Committee, and which received well-publicised
media coverage. Suzie continued to sit on the Steering

Commiittee for the National Bereavement Care Pathway in

NI as well as Chairing the TOPFA Pathway.
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PROFESSIONAL SERVICES:
IMPACT AND IMPROVEMENT

n 2024 our healthcare professional services

(training, resources, networking and support)

focused on awareness-raising across the

whole UK healthcare sector. The feedback

from our 2023 survey made it clear that whilst
professionals hugely valued our services, many
felt they simply 'stumbled across’ our resources.
To develop stronger relationships and ensure
easier accessibility to our resources, particularly
in regions where we have not run training or see
fewer referrals, we:

o Distributed 170 free resource packs to
English hospitals to increase awareness of
the variety of ARC professional services —
particularly focussing on areas we see less
engagement from, like the North East and
Midlands. Feedback was unequivocally positive
and we are tracking longer-term impact on
professionals and parents contacting us from
these new regions. We also aim to distribute
resource packs in Scotland, Wales and
Northern Ireland in 2025.

Subsidised and diversified our training offer,

to ensure more professionals accessed our
sessions (online and in-person). In 2024, 1,440
UK healthcare professionals attended our
training programme which saw a 38% increase
from 2023. Alongside our core programme, and
attendance at conferences across the UK, we
offered tailored training to hospitals wanting

to focus on specific modules more relevant to
students, sonographers or genetic counsellors.

T e

Our Coordinator Hannah, representing ARC at
the RCM Conference in Liverpool, May 2024

* Developed new ways of connecting with

professionals. In 2024 our professional
newsletter - full of ARC and sector news — went
out to 770 professionals three times. Following
requests for more specialist support, we also
launched our Fetal Medicine Midwives Network
last year, with sign-up from 120 midwives. ARC
is leading on initial network meetings every

2-3 months and the longer-term aim is for the
network to become independent and midwife-
led, with ARC providing the secretariat.

Ran our renowned conference to over 200
professionals, on the theme of ‘Diagnosis and
Decisions: optimal care through antenatal testing
and its consequences’ on 4th October 2024. This
in-person event received great feedback from
attendees on the impact of talks from inspiring
speakers, from Dame Professor Lyn Chitty's
update on Prenatal Genomics to Professor Jan
Deprest's summary of advances in Fetal Surgery,
our panel discussion on the psychological impact
of antenatal diagnosis on families and then a
barnstorming closing address from Professor
Kypros Nicolaides.

To ensure that travel was not a barrier to attending our conference, we awarded 14 bursaries to those
from Scotland, Wales and Northern Ireland. They all kindly shared their reflections on how attending
helped their practice, including Gillian, a Childbirth and Loss Midwife from Belfast Health and Social
Care Trust in Northern Ireland:

“I was delighted to receive a bursary place, and upon arrival at the conference, | felt warmly
welcomed! The morning lectures improved my knowledge on NIPT and helped me
consider the implications on parents whilst awaiting results.

So many talks were beneficial. | particularly enjoyed the panel discussion; as a Childbirth
and Loss Midwife, | was interested in the psychological impact and challenge of managing
uncertainty following unexpected news. Jane shared a parent’s story, which facilitated
understanding of parents’ complex emotions.

Dr Elena Greco's study highlighted the importance of considering that parents may
already have a mental health condition. She noted the need to ensure understanding as we

communicate unexpected news, allowing time for processing information and facilitating
an individualised approach.

Mando Meleagrou echoed this by noting that the parent’s baby in their body, is the baby in their mind. |
found this statement so thought provoking, prompting me to consider that, for parents, their relationship
with uncertainty is dependent upon their life experiences.

Sharing parents’ experiences has provided rich learning for me. Coming from NI the conference felt
inclusive, and has deepened my knowledge of the impact of uncertainty for families in our care, learnings
which I'll share with my colleagues. | really appreciated this opportunity.”

Finally, we are aware how unique a charity ARC
is, not just nationally but internationally. We
were therefore delighted that Jane was invited
to Tokyo and then Taipei to give lectures and
run training for staff. It was organised by a Fetal
Medicine Consultant, Dr Hadashi, who trained
under Professor Nicolaides (Harris Birthright
Centre, Kings College London) and attended
our training. Dr Hadashi has since worked with
ARC to set up a helpline for parents in Japan and
produced booklets based on our publications.

Jane learnt about the challenges in Japan, as

there is no standardised screening and ending a
pregnancy after prenatal diagnosis is technically
illegal. Terminations happen but have to be paid

for privately at significant cost and there is a great
deal of stigma. The situation is more like the UK

in Taiwan when it comes to clinical care, but
professionals get no training in communication
skills or how to support parents. Jane found it both
inspiring and humbling to see the enthusiasm that
attendees in both countries showed for ARC's work.

Though our remit is primarily national, it was
hugely beneficial working with professionals in
these settings who share our goals, comparing
both differences and surprising commonalities
across cultures. The outcome is that we hope to
organise an international online symposium to
bring professionals together who are interested in
the psychological impact of prenatal diagnosis.




RESEARCH,
PARTNERSHIPS,
SECTOR IMPACT

my loss for anxiety and also had CBT
on the NHS. This was very useful, but | think
some kind of support should be offered as

standard and quicker — beyond - -
the bereavement midwife.

One key strategic aim in 2024 was to increase awareness of our
services to a greater diversity of parents and professionals in under-
represented communities through research and partnership development.

Firstly, we wanted to better understand our parents’ experiences of care for
termination for medical reasons (TFMR) in the UK since 2020. We therefore
ran a survey in autumn 2024, completed by just under 400 respondents,
aiming to get an up-to-date overview of UK care. The outcomes would
inform ARC's approach to both professional training and future research
priorities.

Questions covered experiences of diagnosis, choice of and views on
method of termination, and care and support during and after termination.
We were encouraged that the majority of respondents rated their care as
‘excellent’ (42%) or ‘very good' (29%) but were concerned by the 18% who
rated their care as ‘poor’ or ‘very poor’. We focussed on exploring what
parents most valued about their care — terms like compassion, respect,
privacy with partner support, continuity, clear information and time stood
out and will feed into our future training priorities. We also asked about
aftercare, and whilst 71% of respondents rated their experience after a TFMR
as 'excellent’, 'very good’ or ‘good’, many noted that a more sustained,
proactive aftercare approach was needed:

| was referred for low cost
counselling a few months after

We were so grateful to all parents
that completed the survey, and will
publish a detailed breakdown of
results and learnings in 2025-26.

¢
ports™®”

We continue to be grateful for the financial support
from Uniserve Holdings Ltd, which from 2020
onwards has enabled ARC to expand its vision

to support parents in marginalised or vulnerable
communities. In 2024 we were therefore delighted
to develop and launch our first Outreach Project
with Home-Start Portsmouth, who are an
established organisation of local community

hubs, staff and trained volunteers who support
families with young children from disadvantaged
communities. Providing our expertise and
guidance, ARC is funding a Project Reach Officer
role for 18 months (which started in December
2024) at Home-Start Portsmouth, to support
expectant minority and socio-economically
disadvantaged families throughout the antenatal
screening process. ARC is helping to train staff and
professionals involved (pictured) and the project will

ME
TART
Portsmouth

also work closely with screening midwives from the
Queen Alexandra Hospital Portsmouth. We hope
that the outcomes, monitored closely by gathering
beneficiary data and testimonies throughout, help
shape our longer-term partnership strategy.

Finally, in 2024 we finalised our 'Parent-centred
Guidelines for Care after Diagnosis’ ARC was able
to enlist an expert group who generously helped
us develop this resource. The guidelines describe
what expectant parents should expect from their
healthcare team when their baby is diagnosed
with a genetic or physical condition. We hope
that the guidelines will become a helpful resource
(https://www.arc-uk.org/for-professionals/
parent-centred-care-guidelines/) for healthcare
professionals to share with colleagues, as we
know how vital good teamwork is to ensure
coordinated and consistent high-quality care.

While we have focused the guidelines around
the 11 conditions that are specified by the NHS
Fetal Anomaly Screening Programme (NHS FASP)
in England, we believe the principles of parent-
centred care will be equally applicable across the
whole UK and so nationally impactful.
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A VERY BIG
THANK YOU

eviewing the impact of our work in 2024, and considering how we can best make a

difference, would not be possible without the sustained support of our wonderful
donors. From loyal regular individuals and major donors such as Uniserve who support
our core services, to grant funders who donate to particular projects like the Mary
Homfray Charitable Trust in Wales, and corporate support from companies like HSBC,
we are indebted to this continued generosity. A full financial breakdown is available for
this period in our Annual Accounts, available online.

We end with words from one

of our fundraisers, as parent
testimonies are what fuel our aims
and services. Maddy completed
Swim Serpentine in September
2024, writing that:

“I completed the swim and feel

as high as a kite. It was a fantastic
experience... This was for our
daughter Sophie, and all the
scared parents sitting in consulting
rooms not knowing what the
answers are. Hope is out there and
fingers crossed this money will
help bring a bit of light into the
darkest places.”

ARC receives no statutory or NHS
funding, and we are committed to
building a strong and sustainable
future. If you would like to
support us, whether that be with

a fundraising event, regular

s s

giving or via a grant or corporate s o
partnership, please get in touch
with Katy@arc-uk.org.
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arc-uk.org or text us on 07908 683004
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