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WHAT’S BEHIND THE RISE?

Anorexia
ARFID
Binge eating
Bulimia
Other specified
Eating disorders among children and
young people have rocketed during the
pandemic. Is there enough support and
awareness out there?
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Problem

Solved

Passive safety pen needles protect
you from needlestick injuries, but
come with challenges of their own:

Lack of needle visibility1

Premature activation
of the safety mechanism1

Limited control during
the injection process1

69% agreed that premature activation of
the safety pen needle makes them unsure
that the full medication dose had been
delivered to the patient*1
* Of the 71% of healthcare professionals who had experienced safety pen
needles activating before they had finished administering the injection.
1. Project Saturn A (2017) Online study commissioned with an independent
market research agency. Data on file.

For product information visit ateriasafecontrol.com
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71% agreed that the safety pen needle
activates before they have ﬁnished
administering the injection1

If you were given more control,
you’d take it
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suffer health inequalities from an
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to die younger and more avoidably.
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earliest possible moment, says Paul
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WELCOME
from your editor, Aviva
As we edge ever closer to that elusive ‘normal’ way of life, there are plenty of
reminders that, even if Covid ceased to exist tomorrow, the impact would continue
to be felt. And of course Covid isn’t going to simply vanish. On page 14, our Big story
looks at the waiting times facing children and young people for all kinds of services
– not just surgical procedures, but CAMHS and dental appointments too.
This issue’s cover feature on page 38 tackles the sharp rise in eating disorders
among children and young people during the pandemic. An upward trend had already
started pre-Covid. What’s going on? Is there enough support and awareness out there
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know what you think.
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NEWLY PUBLISHED UNCLEAN HANDS BY ANDREW SCHAFER, M.D.

Based on the true story of
an extraordinary discovery
on the Labor and Delivery
wards of 19th century
that would forever
V
Vienna
change the practice of
chang
medicine...

Availa
Available
now at Amazon and
other book sellers


“Superb storytelling,
fascinating read, and a
cautionary tale”
“In every sense, a stunning
book”

Unclean
Hands FP CP 270X210.indd
1
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5-Star
5
Star Amazon R
Reviews:

“Great, entertaining, easily
readable story of an important
hero of medical discovery”

“Relevant, timely and
compelling”

“I couldn’t put this book down”

“An extraordinarily interesting
and enjoyable read”

“Brilliant!”

“Read it now”
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NEWS

NEWS IN NUMBERS

9pm
watershed

More than

Cough

2 million
adults in England may have had
long Covid, a study of more than
500,000 adults found.

Around 37% of those who self-reported
Covid experienced at least 1 symptom
for 12 weeks or more.

Adverts of foods high in fat, salt and sugar
can only be shown from 9pm to 5.30am
on TV (and UK on-demand programmes)
from the end of next year.

Headache

There will also be new rules for online
promotion (paid-for adverts), the
government announced.

Almost 15% had 3 or more symptoms
for at least 12 weeks.
Women were more likely to suffer, with
increasing age a factor. The government
has provided £50m for research

The new restrictions could remove up
to 7.2 billion calories from children’s diets
per year in the UK, which in time could
reduce the number of obese children
by more than 20,000

Shortness
of breath

Around

young people aged 18 to 25 in Scotland
are set to benefit from free NHS
dental care from the end of August,
subject to parliamentary approval

Find links to relevant reports and surveys highlighted in the news stories at bit.ly/CP_news_in_numbers

SHUTTERSTOCK

600,000
7
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PUBLIC HEALTH LATEST
DUCHESS LAUNCHES CENTRE FOR EARLY
CHILDHOOD TO DRIVE AWARENESS AND ACTION

The Duchess of Cambridge has
launched The Royal Foundation
Centre for Early Childhood to
drive awareness of, and action on,
‘the transformative impact of the
early years’.
The aim of the centre is to
‘transform lives for generations to

Video

come’, the Duchess said in a video
for the launch.
The centre will focus on three
areas of activity: promoting and
commissioning research; working
with people across the private,
public and voluntary sectors on new
solutions; and campaigning to raise
awareness and inspire action.
The centre’s first report, Big
change starts small, is ‘a summary
of decades of science on early
childhood and research on why
the early years matter. By bringing
this body of evidence together, we
hope to demonstrate the strategic
importance of this vital issue
to everybody.’
The report also revealed The Royal
Foundation’s work with the London
School of Economics, which calculated
‘the cost of lost opportunity in early
childhood’ is at least £16.13bn annually
in England alone.

‘THE COST OF LOST
OPPORTUNITY IN
EARLY CHILDHOOD
IS AT LEAST £16.13bn
ANNUALLY IN
ENGLAND ALONE’

KEY

bit.ly/UK_champion_
early_years

Report

Campaign

Poll

Website

Health
programme

THE PANDEMIC COULD HAVE A LASTING IMPACT ON
YOUNG PEOPLE’S MENTAL HEALTH, WARNS CHARITY
A poll of more than 4000
eight- to 24-year-olds
across the UK suggests
the mental health and
wellbeing of children and
young people could still be
worsening a year after the
pandemic started.
Between 28 April and
10 May, respondents were
asked how they were
feeling now compared with
before the pandemic.
More than half of 16- to
24-year-olds said they

were feeling stressed
(58%), worried (54%), sad
(52%) and lonely (56%)
more now than before
the pandemic.
Few young adults
reported feeling less so (11%
or under) now than before
the pandemic.
Younger children
seemed to fare better, but
almost a third of eight- to
15-year-olds said they were
feeling more stressed and
worried now.

Barnardo’s chief
executive Javed Khan
said: ‘Barnardo’s has
consistently warned that
the negative effects of
the pandemic could last
a lifetime if children [and]
young people don’t have
the right support.
‘Our survey adds further
weight to the argument
that children must be
front and centre of the
government’s plans for
the post-Covid period.’

bit.ly/UK_Covid_
young_wellbeing
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ANALYSIS OF CHILD DEATHS SHOWS IMPORTANCE
OF CARE FOR PREMATURE AND YOUNG BABIES

of child deaths occurred
in a hospital setting

Actions to reduce the number of babies born
before 37 weeks’ gestation and improve their
outcomes are among the recommendations in
a recent report.
The University of Bristol National Child
Mortality Database’s national analysis of child
deaths in England aims to learn lessons from
all child deaths.
In their latest report, the 3347 deaths of
under-18s between 1 April 2019 and 31 March
2020 in England were analysed.
The majority of children who died (63%) were
under one year old. Of these, where known,
69% were born preterm. In fact, 42% of all
child deaths occurred before children were 28
days old.
For the first time, factors considered
modifiable in children’s deaths were analysed.

The most frequent was smoking by a parent
or carer, followed by gaps in service delivery.
Challenges with access to services and poor
communication also feature. Others included
substance/alcohol misuse by a parent or carer,
and unsafe sleeping.
Overall, there were approximately 28
child deaths for every 100,000 children in
England. 78% of child deaths occurred in a
hospital setting.
The report makes a clear call to action for all
professionals involved in planning or providing
services to children to play an active part
in reducing the number of children who die,
encouraging them to use the data available.
bit.ly/ENG_protecting_
young_babies

SPIKE IN CHILDREN WITH MILD FEVER ATTENDING
A&E PUTS PRESSURE ON STAFF

Emergency departments
(EDs) across the UK are
seeing very high numbers
of young children for this
time of the year because of
a rise in infections usually
seen in winter, says the Royal
College of Paediatrics and
Child Health (RCPCH).

The infections
are the usually mild
respiratory infections
such as bronchiolitis
and rhinovirus. The
easing of lockdown
has meant that
children are being
exposed to these
infections this
summer as they
come back into
contact with other children.
The RCPCH say that many
parents have not seen fever
in their child – particularly if
born during lockdown – and
are taking them straight
to A&E. However this is
placing pressure on already
busy EDs.

In response, the RCPCH
has issued advice on how
parents can treat children
with mild fever and when to
seek help.
Professor Martin Marshall,
chair of the RCGP, said: ‘In
most cases of mild fever,
runny nose or cough, simple
self-care measures such
as taking paracetamol or
ibuprofen can help, but
in cases where parents
are concerned, seeking
medical assistance from a
pharmacist, their GP or by
calling 111 is the appropriate
first port of call.’
bit.ly/UK_children_
A_and_E

BASIC INCOME
SCHEME COULD
IMPROVE HEALTH
FOR ALL, SAYS PHW
Adopting a basic income
scheme in Wales could be
a catalyst for better health
and wellbeing outcomes
for all, a report published
by Public Health Wales
has suggested.
The report, A basic
income to improve
population health and wellbeing in Wales?, assesses
evidence and different
approaches to policy design
and implementation.
Potential positive
effects on health included
reductions in child poverty,
improved educational
attainment, a higher
standard of living for those
more likely to be in lower
paid jobs, greater food
security, better nutrition and
fewer hospital admissions.
Report author Adam Jones
said: ‘Evidence suggests that
members of society would
benefit from an income that
supports their health and
wellbeing and allows them
to contribute to society
and flourish.
‘How well a basic income
scheme works would
certainly depend on how it’s
designed and delivered.’

bit.ly/WAL_
universal_income

ISTOCK / SHUTTERSTOCK

78%
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PROFESSIONAL UPDATE

85%

GETTY / SHUTTERSTOCK

suggested the intervention
had made them more likely
to discuss other issues

‘The wellbeing of
staff remains a
critical priority
that will inﬂuence
the way that our
health and social
services recover’

WORKFORCE BURNOUT
AT EMERGENCY LEVELS,
SAYS COMMITTEE

DISCLOSING ACEs
FORGES BETTER
BONDS WITH HVs

£8M TO SUPPORT
WORKER WELLBEING
AFTER COVID

A report by the Health
and Social Care
Committee (HSCC) suggests that the
future functioning of services is at
grave risk, and calls for an overhaul of
workforce planning.
The HSCC’s inquiry into workforce
burnout and resilience in the NHS and
social care identified staff shortages
as the biggest cause of burnout. And
although Covid-19 impacted on the
workforce immensely, the committee
was informed of serious staff
shortages prior to the pandemic.
NHS workforce planning was at
best opaque and at worst responsible
for unacceptable pressure on staff.
The report concludes that available
funding was the driver behind
planning, rather than the level of
demand and staffing capacity
needed to service it.
HSCC chair Jeremy Hunt MP said:
‘Achieving a long-term solution
demands a complete overhaul of
workforce planning.’

A study commissioned by
the Welsh Government
reveals that positive benefits are
gained by all parties when health
visitors enquire about caregivers’
adverse childhood experiences
(ACEs) at routine visits.
Feedback provided by four in every
five caregivers agreed that their HV
got to know them better by asking
about ACEs, and 85% suggested the
intervention had made them more
likely to discuss other issues with their
HV in the future.
Despite concerns from HVs that
the offer of ACE enquiry would
receive a negative response, the
proposal was well received, with nine
out of 10 caregivers agreeing to take
part in the pilot.
More than 40% of caregivers with
ACEs said the study was the first time
they had told a professional or service
about these experiences, with first
disclosure most common among male
caregivers (55.1% of males with ACEs).

The Scottish Government
has increased its
wellbeing support budget this
year by £3m to help its health and
social care workforce recover from
the pandemic.
The £8m package will support staff
wherever they work – from acute
hospital wards to community settings
– supplementing the resources that
are in place locally.
The priority areas for action will
include the National Wellbeing Hub,
National Wellbeing Helpline, and
psychological interventions and
therapies for staff.
Some £2m will be targeted
at social and primary care in
recognition of the specific needs
of staff working in those services in
responding to Covid-19.
Health secretary Humza Yousaf
said: ‘The wellbeing of staff remains
a critical priority that will influence
the way that our health and social
services recover.’

bit.ly/ENG_NHS_burnout

bit.ly/WAL_ACEs_HVs

bit.ly/SCT_wellbeing_
boost
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HEE BOOSTS CLINICAL
PLACEMENTS IN
2021-22 BY £15M

UPDATE ON MENTAL
HEALTH ACTION PLAN
AND CARE NETWORKS

PROTECT STAFF FROM
PREJUDICE, SAYS
RACE OBSERVATORY

Health Education England
(HEE) has pledged extra
funding to increase the number
of placements offered to nursing,
midwifery, allied health professional
(AHP) and healthcare students from
September 2021.
It is hoped that the increased
number of placements will help HEE
deliver sufficient numbers of skilled
healthcare workers for the NHS of
the future.
The £15m boost is in addition to
the £180m spent each year by HEE
on placements for around 120,000
nursing, midwifery and AHP students.
The funding will be allocated
regionally to ensure it meets local
demand, and will be used for extra
supervision and coaching models to
support growth.
Some of the money will be used
to evaluate the quality, impact and
value of this investment and consider
capacity and funding options for
the future.

Health minister Robin
Swann reports that
‘substantial progress’ has been made
in the 12 months since the Northern
Ireland Mental Health Action Plan
was published.
In his update, the minister
highlighted key achievements
including the creation of a mental
health champion, approval of the
business case and securing of £4.7m
funding for the development of a
specialist perinatal mental health
community service model, the
establishment of the CAMHS and
Forensic Mental Health Managed
Care Networks, and the launch of a
Mental Health Innovation Fund.
He said that the progress made
was a ‘considerable achievement’,
given the pressures of Covid.
He added: ‘The progress that has
been made is due in no small part
to the drive and dedication of so
many people working tirelessly to
improve services.’

Healthcare leaders and
employers must ensure
staff are protected from all forms
of racism, discrimination, bias or
prejudice, says the NHS Race and
Health Observatory (NHSRHO).
Along with three regulators, it says
that healthcare employment policies
and processes need to be fair, inclusive
and in line with the 2010 Equality Act.
NHSRHO director Habib Naqvi said
the body would identify and tackle
structural inequalities that lead to
differential experience and outcomes
for the workforce and patients.
‘The Observatory operates by
shining a light on discriminatory
policies and practices, and by
gathering evidence that supports
healthcare organisations to progress
in a way that eradicates, rather than
exacerbates, inequality.’
NMC chief executive Andrea
Sutcliffe said it is determined to play a
‘significant part’ in becoming a better
and fairer regulator.

bit.ly/ENG_placement_
funding

bit.ly/NI_mental_health_
plan

bit.ly/ENG_equality_
healthcare
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GLOBAL RESEARCH
UK
THE EARLY WARNING
SIGNS OF SELF-HARM
Researchers have identified two distinct
subgroups among young people who selfharm, with risk factors showing as early as
age five. It may therefore be possible to
predict which individuals are most at risk of
self-harm up to a decade ahead of time.
The study, published in the Journal
of the American Academy of Child and
Adolescent Psychiatry, found that while
both groups were likely to experience sleep
difficulties and low self-esteem at age 14,
other risk factors differed.
The first group showed a long history
of poor mental health, as well as
bullying. The second group were
harder to predict, but a key sign was
more risk-taking behaviour.
Co-author Duncan Astle said: ‘Boosting
younger children’s self-esteem, making
sure that schools implement anti-bullying
measures, and providing advice on sleep
training could all help reduce self-harm
levels years later.’

For more
information on
these studies, visit
the bit.ly links

UK
SENSE OF COMMUNITY INDICATES
ENTHUSIASM FOR VACCINE UPTAKE
People who feel a sense of
community belonging are more
willing to have a Covid-19 vaccine,
according to a study in the Journal
of Community and Applied
Social Psychology.
The 130 study participants were
questioned on levels of community

identification, sense of duty,
and vaccination willingness.
The authors recommended
volunteering to increase
people’s strength of identification
with their community.
u bit.ly/JOCASP_community_vaccine

u bit.ly/JAACAP_predict_self-harm

USA
FATHERS’ DEPRESSION CONTINUES
AFTER BABY’S INTENSIVE CARE STAY
Both mothers and fathers with a baby in the neonatal
intensive care unit are at risk of depression, a study of
more than 400 people in Pediatrics found.
Depression symptoms were identified in 33% of
mothers and 17% of fathers. However. the probability of
reporting symptoms declined significantly
for mothers but not for fathers after the
baby came home.
Author Craig Garfield said
the finding ‘underscores the
importance of reaching out to
fathers, who might not even be
aware that they need help’.
u

The European Alcohol and Covid-19 Survey collected
data from nearly 32,000 alcohol users across 21
European countries from late April to late July 2020.
Published in Addiction, the study showed significant
decreases in average alcohol consumption in every country
except Ireland (decreases and increases evened each other
out) and the UK – where there was an increase.
Less binge drinking was behind most of the reduction.
Those who reported distress were less likely to reduce
drinking than those reporting no distress.

bit.ly/P_fathers_depression

u

bit.ly/A_alcohol_Covid

SHUTTERSTOCK / FREEPIK

GERMANY
ALCOHOL CONSUMPTION
IN EUROPE DECREASED
DURING COVID – BUT NOT IN UK
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analyst in the policy team at The
King’s Fund. But as she points out,
it was ‘already going in the wrong
direction prior to the pandemic’. So
in fact ‘what the pandemic has done
has increased the pace’.
Within that headline ﬁgure were
245,699 children waiting to start
treatment in paediatric services, with
almost a third waiting longer than
the target 18-week period. April was
the ﬁrst time data relating speciﬁcally
to paediatric services had been pulled
out and presented separately.
April’s data also showed that
nearly 3000 patients, both adults and
children, had been waiting for more
than two years to start NHS hospital
treatment – another ﬁgure captured
for the ﬁrst time.

HS waiting times
have been hitting
the headlines in
recent months as the
immediate pressure
of Covid-19 recedes, and the longerterm impact on healthcare services
begins to be understood.
The combined effects of routine
work being halted, especially during
the peaks of the pandemic, as well
as staff redeployment, sickness and
self-isolation, and changes to the
delivery of service, have seen waiting
lists lengthen signiﬁcantly as demand
has continued – or even risen – while
activity dropped.
The ﬁgures are now huge. The
latest data revealed that a record high
of 5.1 million people were waiting
for NHS treatment in England in
April. Of those, 385,490 patients
were waiting more than a year (NHS
England, 2021a).
Five million is a ‘pretty terrifying
number’, says Deborah Ward, senior

N

DISRUPTED AND DELAYED

BIG STORY

ISTOCK / SHUTTERSTOCK

As waiting lists for NHS
services reach record highs
following the pandemic,
journalist Juliette Astrup
takes a look at what it means
for children and families.

But even this number doesn’t present
the whole picture, even for England
alone, focusing as it does on hospitalbased and consultant-led care. The
picture for community care services
is far less tangible, but problems here
have also been ﬂagged.
A recent Ofsted/Care Quality
Commission report explored the
impact of the pandemic on children
with special educational needs and
disabilities (SEND). It highlighted the
absence of essential services such as
physiotherapy or speech and language
support during the pandemic, and
long waiting times for assessment and
treatment (Ofsted, 2021).

Concern for children with SEND,
including those with conditions such
as autism, is echoed by children’s
commissioner for England Dame
Rachel de Sousa, who says: ‘Too
many of these children weren’t
getting the right therapies and
support even before the pandemic
and we know Covid has disrupted
these services still further, and
has had a lasting impact. Threequarters of families surveyed by
the Disabled Children’s Partnership
were experiencing delays to routine
appointments and treatments during
the pandemic, and six in 10 families
were still experiencing these delays
in April 2021.’
Disruption has hit every facet of
children’s healthcare. The British
Dental Association (BDA), for
example, revealed that from March to
May 2020 more than 50,000 children
in England had surgery postponed.
It pointed out that tooth decay is
the number one reason for hospital
admissions among children aged ﬁve
to nine in England (BDA, 2020).

ACROSS THE FOUR NATIONS
The picture of longer lists and
lengthier waits is also repeated across
the four nations. In Scotland, waiting
times in general have risen for
diagnostics, inpatient and outpatient
appointments – there were 37%
more new outpatients waiting for
an appointment at the end of March
21 compared with a year previously.

WAITING
IN VAIN
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Of the 354,782 waiting, 51.9% had
been waiting more than 12 weeks –
double the percentage as at the same
time in 2020 (Scottish Parliament
Information Centre, 2021).
In Wales, the total number of
patients referred but waiting for
treatment has risen each month since
May 2020, to 595,272 at the end of
April 2021. This is the highest since
comparable data was ﬁrst collected in
2011, and 34.8% higher than in April
2020 (Welsh Government, 2021).
And Northern Ireland’s waiting
lists are the worst of any UK region,
with more than 330,000 patients
waiting for their ﬁrst consultantled outpatient appointment; more
than 110,000 waiting for inpatient
or day case treatment; and some
130,000 waiting for a diagnostic test
(Department of Health, 2021).
Again, children are being
impacted: between March 2020
and March 2021 the percentage of
children on the list waiting more
than a year for their ﬁrst consultant
outpatient appointment doubled
from 22% to 41% (Information
Analysis Directorate [IAD],
2020a; 2021b).
And the proportion waiting more
than a year for inpatient/day case
appointments under a paediatric
speciality increased from 40% to
69% over the same period (IAD,
2020b; 2021b).
Koulla Yiasouma, NI commissioner
for children and young people, says
waiting times are ‘devastating’ for
families there.
She says: ‘With one in four people
in Northern Ireland now on an NHS

waiting list, the problem has become
so big that children have got lost in it.
A year on a waiting list is such a huge
proportion of a child’s life in which
all the things they are supposed
to be doing are interrupted – their
development, education, family life.
‘And when you think about
conditions such as scoliosis, for
example, there is a time-critical
window in which children need
surgery and treatment – it is a very
big worry if children are missing
that window because of the list. We
have heard of families
paying privately for
‘THE MOST PRESSING
scoliosis treatment,
going to places like
CASES WILL BE
Turkey for surgery.
PRIORITISED, BUT
We also know many
AN OPERATION
parents are now
paying privately for
CONSIDERED NONautism assessment
URGENT, SUCH AS A
because the wait is
too long.
HERNIA TREATMENT,
‘ENT and
WILL NOW HAVE A
dermatology have
LONGER WAIT’
long waiting lists too.
When you have a child
who is poorly, that
impacts on the whole
family too, siblings in particular.’
Professor Sally Holland, children's
commissioner for Wales, says:
‘Neurodevelopmental [ND] waiting
lists have also continued to be a real
worry throughout the pandemic, and
here in Wales a lower proportion of
referrals are accepted for face-toface assessments than in the rest of
the UK.’
She continues: ‘While I’m
encouraged by some recently

developed and exciting new plans to
transform our ND services, too many
children are currently waiting for
specialist assessments.’

WHAT DOES IT MEAN FOR
CHILDREN AND FAMILIES?
Professor Steve Turner, registrar
at the Royal College of Paediatrics
and Child Health (RCPCH), says
that while the child healthcare
community across primary and
secondary adapted well during
the pandemic – developing ‘very
good systems of provision for
ongoing care’ – ‘services have been
substantially redesigned.’ This may
have meant some patients met
problems with gaining face-to-face
access to services, and operations
for children had been cancelled
and delayed, as they have across
the NHS.
Steve adds: ‘Surgical waiting lists
are painfully long and it will take a
long time to catch up. Additionally,
specialist tests that children may
need – a brain scan or endoscopy –
things that would have been routinely
done pre-Covid have been impacted
too, which is terribly frustrating and
worrying for parents.
‘Clearly the most pressing cases
will be prioritised, but an operation
considered non-urgent, such as a
hernia treatment or a tonsillectomy,
will now have a longer wait.’
While there would be ‘delay in
some investigations and a likely delay
for operations that aren’t urgent’
compared with pre-pandemic waits,
he says parents ‘shouldn’t expect
there to be an additional delay in
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A CLOSER LOOK AT CHILD AND
ADOLESCENT MENTAL HEALTH
SERVICES (CAMHS)

SCOTLAND
The number of children waiting
over a year to begin treatment
was over 2000 at the end of
March 2021, a record high and
more than double the figure
from a year before.

With between one in six and one in seven
UK children having a recognised mental
health problem, pre-Covid-19 waiting lists
had already been ‘unwieldy’, with ‘a lot of
unmet need’, says Professor Steve Turner
of the RCPCH. Covid-19 made things more
difficult, as well as exacerbating anxiety
for children during the pandemic.
But Steve indicated that children
and young people had found remote
video consultation and assessment
‘very acceptable and very successful at
delivering socially-distanced care’.

Of all the 11,007 who were
on the waiting list at the end
of March this year, more than
half had been waiting longer
than 18 weeks, compared to
44% a year before.
Public Health Scotland 2020; 2021

NORTHERN IRELAND

ENGLAND

Numbers waiting longer than
the nine-week target period
fell from over 700 in March
2020 to 174 in October, before
beginning to rise again, with
374 patients waiting longer
than nine weeks in January
2021. Health and Social Care Board, 2021

Last year, just 20% of
children referred to services
started treatment within
four weeks, with 6% – 34,550
children – waiting longer
than 12 weeks.

Over the past year both
urgent and routine referrals
have almost doubled for
eating disorder treatment
in England. The number of
patients waiting more than
12 weeks to begin treatment
is at a five-year high, having
risen from 45 in the last
quarter of 2019-20 to 278 in
the same period in 2020-21.

WALES

ISTOCK / SHUTTERSTOCK

In January 2020, less
than 20% of patients
were waiting for a first
appointment over
the four-week target,
rising to 52.9% in Jan
2021 – but in March 21
that figure was down to
24%, compared to 31%
a year previously.

NHS England, 2021b

StatsWales, 2021

The Children and Young People’s Commissioner Scotland was unavailable for comment.

NHS Digital, 2020
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getting a child seen by a senior
decision-maker for a diagnosis’, and
could be assured that ‘if investigation
and treatment is needed to be done
now it will be done’.

FLATTENING THE CURVE
But as Barbara Evans, a community
nursery nurse in the East Midlands,
points out, it is not only waiting
list delays that are a concern, but
delays in referral and treatment due
to changes in the way services were
provided during the pandemic.
‘Anecdotally, we’ve heard about
appointments being cancelled or
delayed, and parents waiting a long
time to see a paediatrician, and then
it’s a phone call – which might be
ﬁne initially, but isn’t the best way,’
says Barbara.
‘There are subtleties you can only
see face to face, and we are now
seeing a lot of speech delay and some
developmental delay that wasn’t
picked up before.
‘Hearing tests also stopped for
a long time, and we know hearing
issues can impact speech, behaviour
and many things.
‘For a child, any delay in diagnosis
and treatment is signiﬁcant. The right
intervention early on can ﬂatten
the curve of that trajectory, but
the longer you wait, the bigger the
development gap gets and the worse
it is in the long term.’
Janet Taylor, CHPVA Executive
chair, also points to a temporary
drop-off in referrals in some areas,
as parents have stayed away, either
through fear or a reluctance to
burden the NHS at that time, which

created a ‘backlog of things that
haven’t been picked up’.
The other aspect, she says, is that
‘many of those people on the waiting
lists for routine surgery, for example,
or cancer treatment, are also parents
and grandparents, and that unmet
need creates a great deal of additional
stress for their families too, which is
important to be aware of’.
In addition, there is the
increasingly well-documented
impact of lockdown on the mental
health of children and young people,
with issues potentially going missed
as children have been out of school.

WHERE DO WE GO
FROM HERE?
Moving forward, Steve says it is
vital that paediatric waiting lists are
factored into recovery plans. ‘Across
the four nations, chief executives
have very much encouraged a
focus on adult cancer services and
waiting lists for operations, but I
think it is also important to make
special mention of waiting times
for children.
‘We’re not saying children are
more important, but they are in a

‘CHILDREN WANT TO KNOW HOW
WE CAN HELP THEM, NOT JUST TO
GET BACK TO NORMAL, BUT TO DO
EVEN BETTER IN FUTURE. IMPROVING
SERVICES CAN BE SOMETHING WE
DELIVER TO THANK CHILDREN FOR
THEIR SACRIFICES’

critical window for development
and education, and a delay in being
processed through health services
will potentially have a much greater
impact on a child than an adult,
particularly if that child is missing
school as a result.’
Deborah says: ‘We need resources
to bring down the backlog, and it’s
also an opportunity to innovate – we
can’t catch up just by doing more of
what we were doing before. But we
must also be honest about how long
it will take to get things better – it’s
going to take several years. We need
to acknowledge that and support
people who will be on waiting lists
for long periods of time.’
‘The pandemic has further exposed
social and economic inequalities
between children’s experiences
and access to services,’ notes
Sally. ‘There needs to be a focus on
ensuring that children who may
have missed out more during the
pandemic are supported to access
specialist services they need. This
includes disabled children, those
living in poverty, and children from
black, Asian and ethnic minority
backgrounds.’
Rachel adds: ‘We should thank
all the NHS staff for their work over
the last year, not just in ﬁghting
Covid, but in trying to maintain a
health service for children and young
people – from the paediatricians
helping children manage long-term
conditions as the world around
them was turned upside down to the
health visitors who continued to go
into homes despite all the risks, to
help protect children at risk.’
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Rachel concludes: ‘As we come out
of the pandemic, children will want
to know how we can help them, not
just to get back to normal, but to
do even better in future. Improving
services can be something we deliver
for children to thank them for the
sacriﬁces they have made over
the last year.’

THE WAITING GAME

1 in 3

children are waiting
longer than 18 weeks

WHAT CAN CPs DO?

3000

people have been waiting
two years or more

92%
5.1 million
people waiting for NHS
treatment in England

385,490

The proportion
of patients who
should be seen
within 18 weeks
under the NHS
constitution

people have been waiting for
more than a year

ISTOCK / SHUTTERSTOCK

NHS England, 2021a

Janet says community practitioners
have a vital role in that support for
families: ‘You have the situation
where a child might have signiﬁcant
behavioural issues, for example,
and needs to be referred to the
consultant paediatrician and the
multidisciplinary team – but can’t
be seen for six months, and there is
nowhere they can go in the interim,
which creates an enormous amount
of stress for that child, their parents,
their siblings.
‘That is where public health nurses
– health visitors, nursery nurses,
school nurses – are providing the
glue in the system that holds these
families together while they wait for
that appointment.
‘They are someone that parents can
go to for advice and coping strategies,
who can help them understand
what’s happening, and link them
with sources of information and
support, such as the NSPCC or
local parenting groups. Even just
listening helps.
‘We can’t wave a magic wand,
but we can provide that therapeutic
relationship and support families
where we can.’
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CNO REFLECTION
AND THANK YOU
In part one of our series, the chief nursing officers (CNOs) for
Northern Ireland, Scotland and Wales reflect and thank CPs
for their efforts during the pandemic, and beyond.
Professor Charlotte McArdle, CNO for Northern Ireland

HEALTH EQUITY REPORT
The response has driven forward innovations
across health visiting and school nursing
in adapting to new ways of working and
moving towards digital transformation
to meet the needs of our children, young
people and families. ChatHealth, virtual
contacts and virtual group work have been
introduced where face-to-face contacts have
not been possible.
Community practitioners have been
the true leaders in delivering the Covid-19
vaccination programme. As nurses, HVs and
school nurses, we have a signiﬁcant role in

addressing the social determinants of health
and building an equitable and sustainable
society for our children, young people,
families and communities.
It has been a great privilege that my team
and I worked with the World Innovation
Summit Health, Professor Sir Marmot,
Dr Hannaway and Dr Rosa to publish the
report – Nurses for health equity: guidelines
for tackling the social determinants of health
(bit.ly/WISH_report). It aims to raise
awareness across health and social care
systems worldwide, with guidelines and
actions to support and enable nurses

to create the conditions needed to
better incorporate addressing the social
determinants of health into their work.
As we start to rebuild our health and
social care system from the pandemic,
this resource will play an important role in
supporting nurses, HVs and school nurses to
enhance their focus on promoting wellbeing,
preventing illness and protecting health.
As CNO, I am extremely proud and
grateful to you all for your dedication,
commitment and professionalism
throughout this unprecedented time.
Thank you for everything you do.

INTERNATIONAL COUNCIL OF NURSES / SHUTTERSTOCK

As I pause and reﬂect on the
past 18 months, we could
never have imagined the
challenges we would face
as individuals, professionals,
countries – as humanity
as a whole.
There is no doubt that this period has
been one of the most challenging ever faced
by the health and social care system. The
evidence indicates the signiﬁcant impact
the pandemic has had on children, young
people and their families in relation to social
isolation, separation from family supports,
school closures and limited access to services.
But I can say with certainty that, as a
profession, health visitors, school nurses
and support staff have courageously risen
to the challenge in a positive, proactive and
solution-focused way to ensure the delivery
of safe, effective and compassionate care to
children, families and communities.
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Amanda Croft, CNO for Scotland

Sue Tranka, incoming CNO for Wales
I have been very
impressed with what
I have heard and
seen of the dedicated
hard work of HVs,
school nurses and
other community
nursing practitioners during the
pandemic. They have shown
ﬂexibility, willingness and
professional acceptance of the need
for rapid and signiﬁcant change in
the emerging health crisis, and they
are now vigorously addressing the
longer-term impacts of the pandemic
resolving the build-up of health need
in our communities.
Their expert knowledge, skill and
experience in population-based
public health has been drawn on to
support a practical on-the-ground
response, delivering –among other
things – the ﬁrst-class response to
mass vaccination that has seen Wales
lead among the UK nations.
Innovative change has transformed
health provision within the
community, including utilisation of
virtual technology, working together
across professional boundaries,
supporting children and families

CPs HAVE SHOWN
FLEXIBILITY, WILLINGNESS
AND ACCEPTANCE OF
THE NEED FOR RAPID
AND SIGNIFICANT
CHANGE IN THE
EMERGING HEALTH CRISIS
who were shielding and ensuring
every child remained seen, heard and
supported. This dedication, when
some staff were redeployed to areas
where their extensive expertise was
required to support other clinical
areas, has been inspiring.
I will be joining the team in
September, helping to take forward
the challenges of recovery and
support the dedicated staff in meeting
the needs of the people of Wales. I
would like to thank the contribution
HVs, school nurses and other
community nursing practitioners
have made not only in the response to
the pandemic but on the foundations
they are laying to make Wales a
healthier, happier and more equitable
place to live.

SCOTTISH GOV / SHUTTERSTOCK

Much focus during the pandemic
has rightly been on our older
adults, acute services and those
in care homes. But it is important
that we also acknowledge the
responsive innovation of HVs,
school nurses, community
midwives and all our community health staff.
The commitment of our community
practitioners has shone through – they
transformed modes of service delivery almost
overnight, swiftly incorporating IT solutions to
engage to support families, ensuring continued
support and advice was readily available and
accessible. The uniqueness of the health visiting
role, engaging with almost all babies through
to pre-school children in Scotland, proved
critical by enabling continuity of support from
a health professional and the continuation of
key child health promotion and developmental
surveillance. School nurses moved into roles, in
some areas, they were not familiar with and their
concentration on supporting our most vulnerable
children will have been vital for their development
and protection.
Most children and young people may not have
been directly impacted by COVID-19, but the
indirect effects have been considerable. We have
seen increases in child protection concerns,
domestic abuse, and child and maternal mental
health problems. The continued contribution of
our community children’s health staff throughout
the pandemic has been fundamental, in the
provision of early support and wherever possible
preventing escalating need, mitigation of trauma
and risk from adversity.
The contribution of HVs, school nurses,
midwives and community health staff has been
invaluable as part of the whole NHS response.
I know the pandemic has impacted all of us in
some way, which is why I want to wholeheartedly
thank this workforce for their continued efforts,
leadership, resilience and professionalism
throughout. I applaud each and every one of you.
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HERE’S WHAT
YOU TOLD US…
Sharing some key findings from the Community Practitioner
2021 readership survey.
REACH AND BENEFIT

Nearly

90%

of you usually
pass on your copy
of Community
Practitioner to one
or two other people

More than

1/3

88%

of you felt the journal
has been a source of
support during the
Covid-19 pandemic

of you consider
Community Practitioner
ner
to be a key benefit
of your Unite-CPHVA
membership
And for 70%, the journal
rnal
influenced your decision
sion
to join in the first place
ce

PRACTICAL CONTENT

85%

Nearly

of you think the
articles in Community
Practitioner are
clearly written and
easy to understand

¾

think the research
paper summaries
in the journal and
full online versions
inform practice

Practice-related
content and
research are
important to
readers, with
an appetite for
reflections (45%
want to read more)

Almost

80% 73%
say the journal has
improved practice
knowledge or
understanding

have used tips and
advice given in the
journal at work
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DESIGN

More than

9 in 10

87%

think the number of
images used in the
journal is about right

85%

think the journal’s design is either
attractive or helps to improve the
overall reader experience

think the same for the
colour scheme used

WHO TOOK PART
of you listed practice as the
main function of your role

of respondents
work for the NHS,
the majority as
health visitors (59%)

270 members completed the survey between 2 March and 28 April 2021.

The varied list of
other professions
included school nurses,
community nursery
nurses, team leaders
and practice teachers

97%

and

just
over
half

of respondents
were female

aged 55-64

76%

A big thanks to
everyone who took
the time to fill out
the survey, and
congratulations to
the two respondents
(including Elspeth
Amos) who each won
a £75 M&S gift card
in the prize draw.

Gift card

ANY MORE
THOUGHTS?
If you didn’t manage to
complete the survey, but
would still like your voice to
be heard, or you have an
article suggestion, please
email the editor aviva@
communitypractitioner.co.uk

a parent or carer

SHUTTERSTOCK

¾ 72%

THANK YOU
AND WELL DONE!
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HEALTH AND
WELLBEING
FOR ALL AGES

A round-up of the
inaugural oneday Unite-CPHVA
virtual conference
2021 – from
sustaining your
own workplace
resilience to
the impact of
lockdown on
babies, expert
speakers explored
the issues for CPs
through the lens of
Covid and beyond.

Janet Taylor

2:58

WELCOME
anet Taylor, chair of the CPHVA
Executive, welcomed both speakers
and delegates, setting the scene
with a few words about challenges
of the past 18 months, adding: ‘Personally, on
behalf of Unite-CPHVA, I would like to thank
you all. Throughout this journey we have
learned a lot, and had many challenges, but you
have maintained services and continued to visit,
regardless of circumstances.’
She also welcomed special guest speaker
Charlotte McArdle, chief nursing oﬃcer for
Northern Ireland, who spoke to delegates ahead
of the start of the conference, praising their
work during the pandemic, including their
‘leadership ability’, ‘extreme dedication’ and
contribution to the vaccination programme.
Charlotte stressed how important it is ‘to say
it’s okay to say you’re not okay’, and spoke of
the need to rebuild with optimism and the role
of nurses and midwives as ‘holders of hope and
champions of change’.

J

Charlotte
McArdle 7:25

Really fascinating talk
from @MarkWilliamsFMH
on paternal MH. As a
male entering health
visiting it’s a topic that
really resonates with me
#CPHVAWellbeing21
PAUL WRIGHT
@lefty22_
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MENTAL HEALTH
AND RESILIENCE
Tips and ideas to support
resilience, especially when
working remotely, peppered
chartered psychologist
Dr Derek Mowbray’s
presentation as he led delegates
through aspects of mental health
and wellbeing at work.
He began by setting out the
four pillars of resilience: selfesteem, self-eﬃcacy, motivation
and mental control.
He spoke about ‘resilience as
a choice’, urging people to give
time to list out what ‘makes you
feel great about yourself’, and
‘what things entice you out of
your normal comfort zone’.
Other tips included dividing
the remote working day into
bite-sized activities, taking
time to both plan and review,
anticipating adversity,
expressing gratitude and
assessing your own wellbeing.
He urged the conference
attendees to ‘tell yourself how
fantastic you are in the mirror’
ﬁrst thing in the morning, and
reﬂected on the importance
of social time with colleagues
and the need for work to be fun
and rewarding.
He also advocated for ‘more
leadership, less management’, a
shift that includes giving control,
instead of taking it, and nurturing
and prioritising the team.

Dr Derek
Mowbray

9:10

‘AN EXPERIENCE THAT WILL HAUNT
ME FOREVER’
That’s how Sam Williams, health visitor with
the Flying Start service in one of the most
deprived areas of South Wales, described the
experience of her redeployment to an intensive
therapy unit (ITU) for eight weeks at the
epicentre of the ﬁrst wave of the pandemic. But
her time at Aneurin Bevan University Health
Board was also a time of learning.
She said: ‘I don’t think anything prepares you
for seeing death every shift, caring for patients
in full PPE, communicating with families over
the phone, while relearning critical care nursing
skills and worrying about infecting my family.’
There were positives too, including reigniting
her passion for health visiting, being inspired
to complete her master’s, and sharing her
expertise with her team around PPE.
She describes a ‘mixed bag of emotions’,
including guilt at leaving families in ITU and
at leaving her own team. She also felt unable
to share what she’d experienced because she
didn’t want to frighten colleagues and was still
processing it herself.
On her return to health visiting and home
visits, she said it became obvious that telephone

HOW ARE
YOU, DAD?

Mark
Williams

Paternal mental health
campaigner Mark Williams
spoke about the importance
of including fathers in the
conversations around perinatal
mental health, sharing his own
struggles with mental health
after the birth of his son.
He began by describing
his ﬁrst panic attack in
hospital when he was told his
wife needed an emergency
C-section: ‘Thinking that my
wife and baby were going
to die in front of me, for me
personally, was absolutely
horrendous.’
Mark describes how his
personality ‘totally changed’
after the traumatic birth of his
son, but with his wife suffering
with postnatal depression he

Sam Williams

12:47

and virtual consultations had not captured
the true picture of families’ vulnerabilities,
especially for those where no previous triggers
or risks had been identiﬁed.
She also found families ‘really grateful’ for
the return of home visiting, which made them
realise ‘they weren’t on their own’, and an
inﬂux of families asking for support.
Sam spoke too about the continued effects
of the pandemic on public health, which she
called the ‘overlooked frontline’.
The pandemic had shown how ‘unique and
important’ the role of the health visitor is.

5:56

‘couldn’t tell anyone’ what he
was feeling. Years later, Mark
realised he’d never been able
to talk about that experience,
and he began a support group
for ‘fathers reaching out
to support other fathers’:
howareyoudad.org

From sleep deprivation to
post-traumatic stress disorder,
to feelings of guilt and
inadequacy and worries about
bonding, fathers have many
of the same issues as mothers
in the postnatal period,
explained Mark.
He said one in 10 dads
suffers postnatal depression,
and up to half of fathers
experience depression if they
are looking after partners with
postnatal depression.
‘We’ve got to start asking
why aren’t we screening
fathers for mental health when
we know the biggest killer of
men under 45 is suicide.’ He
also pointed out that fathers
experiencing paternal mental
health issues often go missed
and ‘end up in mental health
services years later’.
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THE EMOTIONAL LABOUR OF GROWING UP:
SCHOOL-AGE CHILDREN’S WELLBEING
thoughtprovoking talk
exploring the
developmental
tasks of primary school-age
children and the ‘emotional
labour of growing up’ was
delivered by Helen Randall,
a consultant child and
adolescent psychotherapist
and lead for psychotherapy
at Forward Thinking
Birmingham.
Between the ages of ﬁve
and 11, a child begins to move
from the enclosed world
of the family to the wider
world, understanding that ‘all
families are different’. They
become increasingly aware of
how they are seen by others,

A

and begin to realise they are
being ‘measured and tested’
at school.
This age is also a time when
adults ‘encourage them to
begin to manage their fears
themselves’, said Helen. But
the ability to do so depends
both on their temperament
and whether they have had
‘suﬃcient attentive care’ in
infancy to equip them with the
inner resources to draw on in
times of distress.
She reﬂected on the shift
from the baby and toddler who
‘demands everything now’ to
older children, who can wait
for longer and ‘accept and
even appreciate boundaries
and limits’, pointing out the

importance of recognising
‘how hard they have to work’
to behave more unselﬁshly.
And in making that shift
they have also to become
aware of their own ‘mean and
aggressive feelings, which can
cause ‘distress and guilt’, often
‘the reason behind sleeping
diﬃculties and nightmares’.
Another important action
was feeding children’s ‘hunger
for the life of imagination’. She
added: ‘Arts and sports should
be available for all.’
And ﬁnally, ‘the most
powerful thing we can do for
children is listen to them’, said
Helen. ‘Never underestimate
the impact of being a
listening adult.’

Helen
Randall

15:28

CHECKING THE BABY BLIND SPOT: BABIES IN LOCKDOWN

Sally Hogg

Information richness
attending the UniteCPHVA conference:
Health and
Wellbeing for all ages
#CPHVAWellbeing21
#drderekmowbray
#markwilliams
#helenrandall
#sallyhogg
#1001criticaldays and
the always amazingly
inspirational
and motivating
#suzannezeedyk
#connectedbaby
LISA CASSIDY
@LisaCassidy17

22:34

The ‘baby blind spot’ in mental health policy
and provision, and the importance of the ﬁrst
1001 days of life was the theme for Sally Hogg,
head of policy and campaigning at the ParentInfant Foundation, and coordinator of the
First 1001 Days Movement.
The pandemic ‘created this perfect
storm’, she said, with ‘increased pressure on
families,’ just as ‘vital formal and informal
services’ were pulled away.
Families fared differently, said Sally, as
the pandemic ‘shone a spotlight on the gaps

that existed and exacerbated those
inequalities.’ ‘Where there was
stress, conﬂict, a lack of resources,
poor housing, families didn’t have
the social, practical, or emotional
resources to buffer that, and babies
were exposed to a lot of adversity.’
She pointed to evidence of the
impact of this beginning to emerge,
with cases of the most extreme forms
of abuse and neglect of children in
local authorities in England going
up 50% between April and October
compared to the previous six months.
The foundation’s recent joint
report Babies in lockdown, which surveyed over
5000 families, also ‘painted a bleak picture’,
with parents concerned about mental health,
not seeing health visitors faces to face, and
inequalities exacerbated for groups already
known to be at risk, explained Sally.
Sally asked ‘who was holding babies in
mind’ when making decisions and balancing
risks? She also called for catch-up funding to
extend to health visiting and other children’s
services as well as schools.
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Dr Suzanne Zeedyk

3:16

LAR OF THE YEAR
The nominees for local
accredited representative of
the year: Joyce Hill,
Rhona Williamson,
Doma Hipperson,
Pauline Cafferty. The
winner: Moira Dawson of the
Derbyshire Healthcare NHS
Foundation Trust.

WHY YOU MATTER:
SHARING THE SCIENCE
OF HUMAN CONNECTION
‘How can we help people connect?’ was the
question at the heart of Dr Suzanne Zeedyk’s
highly interactive presentation, a wide-ranging
exploration of the science of human connection.
She demonstrated how ‘babies arrive
already connected with other people’ and that
connection, and disconnection, from the adults
around them is ‘woven into the way their brain
and their body develops’.
She began by talking about the impact of
being born in the time of Covid, reﬂecting
that ‘if children’s biology is affected by the
relationships and relations they have with their
parents, then if parents have been struggling, so
have children.’
Suzanne said: ‘The mental health ripples
of what we have all just been coping with are
massive.How do you get systems to act on this

So proud to have
been nominated
and to receive this
[LAR of the Year]. All
nominees are amazing
practitioners who fully
deserve recognition.
#CPHVAWellbeing21
MOIRA
@Moira8537

given that an awful lot of evidence I’m talking
about is nowhere near new.’
Her presentation took delegates right back to
the 1930s and 1940s, when ‘attachment theory
is born’ and children were evacuated during
the war.
With videos of babies at just two and three
months anticipating and physically responding
to being picked up by their mums providing
a ‘nice reminder of how early relationships
come,’ she added: ‘You can ﬁnd opportunities
to talk to parents about this… because you are
creative enough even if your system isn’t great
at facilitating these sorts of things.’
She encouraged us to laugh more, listen
and ‘speak your stories’. ‘When we hear other
people’s stories about their practice, we feel
braver about our own.’
She continued: ‘Whatever is going to happen
is going to happen through your creativity and
your courage to make it happen, and for both of
those things I thank you.’

Thank you
@Unite_CPHVA.
A fantastic conference
with great speakers, great
amount of up to date
research disseminated &
a lot of food for thought!
#ThoroughlyEnjoyed
#CPHVAWellbeing21
BONNIE HARLEY
@BonnieHarley8

Colenzo Jarrett-Thorpe,
Unite national oﬃcer for
health, thanked all the reps
for their incredible work over
the year.

CPHVA Executive chair
Janet Taylor concluded
an ‘exciting, challenging
and thought-provoking’
conference, with thanks and
praise for all the speakers and
for delegates.

Attending delegates can
use their conference log-ins
to access resources from
the 2021 and 2020 UniteCPHVA conferences. Visit
cphvaconference.org
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Genomics Education
Programme

Think genomics isn’t relevant to you? Think again!
Our annual #GenomicsConversation campaign in June presented quick, easy and
fun ways to learn about genomics. Follow the hashtag to see what you missed.
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MIXED MESSAGES
Cerebral visual impairment is the most common cause of vision
problems in primary school-age children but the condition can
often slip through the net. Journalist Jo Waters reports on the
strategies for supporting children.
erebral visual
impairment (CVI) is
probably the most
common disability
in children you’ve
never heard of. An umbrella term,
it’s used to describe a range of vision
conditions in children that originate
in the brain rather than the eyes
(although it’s important to state that
one doesn’t exclude the other – some
children with CVI will have an eye
problem too). The eyes are supplying
images to the brain, but the brain
can’t sort or categorise them, which
is why glasses don’t ﬁx CVI.
CVI can cause reduced visual
acuity, problems seeing contrast,
lack of peripheral vision, diﬃculties
with shape and face recognition and
problems seeing moving objects.

C

HOW IT STARTS

SHUTTERSTOCK

Causes of CVI can include any
condition that affects the brain,
such as hypoxia at birth, premature
birth and meningitis, says
Dr Cathy Williams, associate professor
of paediatric ophthalmology at
Bristol University, and a consultant
paediatric ophthalmologist at
University Hospitals Bristol and
Weston NHS Foundation Trust. ‘Using
imaging techniques, we can see areas
of brain damage or scarring so we
understand that is the cause,’ says
Cathy. ‘In others, the structure of the
brain is normal, but we can see it’s not
working properly in terms of vision,
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and newer imaging techniques show that it’s
FEATURES IN BABIES AND CHILDREN
the connections that are not working.
CVI features vary in severity and nature
‘There are some genetic conditions [such
according to the cause, but Professor Dutton
as ATR-X, Mowat-Wilson and Pitt-Hopkins
says there are clues early on in a child’s life
syndromes] that can cause CVI too. There are
that health visitors can pick up on, and that
so many different types of visual impairment
the more severe the condition, the earlier it is
that come under this umbrella and there will
usually spotted.
be a different mechanism for each.’
‘Of course, vision is still developing in a
‘CVI is not well known because it’s a
newborn, but later on, parents will report
complicated condition, and most health
that their baby isn’t seeing – this can be
professionals aren’t taught about it during
due to CVI or ocular causes – and needs
their training,’ says Professor Gordon Dutton,
checking out. Parents of CVI toddlers will
professor emeritus of visual science at
notice their child moves away from them
Glasgow Caledonian University, and former
as they approach and that’s because the
consultant paediatric ophthalmologist at the
child’s brain is not mapping properly. If
Royal Hospital for Sick Children, Glasgow,
children are not meeting developmental
who wrote one of the ﬁrst papers on CVI in
milestones, they should be referred to a
1995 and three textbooks on the subject.
developmental paediatrician.
‘Unfortunately, a lot of cases are either
‘By the age of four or ﬁve, most children
missed or misdiagnosed as having another
will be able to ﬁnd a toy you ask them to get
condition such as autism, ADHD or learning
in a toy box, but a child with CVI won’t and
disabilities. But some children with CVI
will have several adaptive strategies to cover
can show typical features of autism as well,
this. They will either tip all the toys on the
and CVI is an important reason for learning
ﬂoor to ﬁnd it or they will take the top one by
disabilities, and needs to be considered as
default. Failing that, they will ask someone to
a potential cause. Yet getting a diagnosis of
ﬁnd it for them.
CVI can be transformative for some children
‘One of the key features of CVI can be
as they can be given the right support to
impairment of the visual ﬁeld – a child might
help them cope with their impairment. For
not be able to see to the left or right or down
some that could be something as simple as
below. These children won’t go downstairs,
being given a large print book or a typoscope
they will trip and fall often and appear clumsy
– a piece of plastic with a slot to cut out the
or be unable to ﬁnd things, struggle to walk
“clutter” on the page of a book.
over rough ground and grab on to a parent’s
‘Many of these children currently get a
clothing as a tactile guide.’
raw deal as they are not being picked up by
Cathy says symptoms can include
health professionals including paediatric
clumsiness, bumping into things, diﬃculties
ophthalmologists, community paediatricians
keeping their eyes on a line of text,
and neurologists.’
changing eye position,
Janet Harwood,
or staying focused and
‘UNFORTUNATELY, A not recognising shapes
a specialist vision
impairment teacher
or people. ‘But it must be
LOT OF CASES ARE
in Sussex, and chair of
remembered that vision
EITHER MISSED OR
trustees of the CVI Society,
problems are not the only
MISDIAGNOSED AS
says delays in diagnosis
causes of these diﬃculties.’
can lead to children
Janet adds that a child
HAVING ANOTHER
being labelled as having
being unable to maintain
CONDITION SUCH
a learning disability and
eye contact or appearing
AS AUTISM, ADHD
‘written off’. ‘The majority
not to look or listen to
of children with CVI in
things that appear obvious
OR LEARNING
mainstream primary
are other clues they may
DISABILITIES’
schools are shockingly
have CVI. ‘Equally, they
underestimated,’ she
may get anxious when
says. ‘There is also the
other children are milling
issue of parents not being
around – they may push
believed, told they are over-anxious and being
them away or act clingy. There are clues from
dismissed. It can be frustrating for them.’
an early age if you know what you are looking

for, but the trouble is all the emphasis is on
other conditions such as autism and ADHD,
which are much better known.
Professor Dutton says: ‘For some
individuals with CVI the behaviours they
adopt resemble autism. For example they
don’t return your gaze because it feels
uncomfortable to do so, or they can’t identify
people or perhaps don’t see the language of
facial expression, which suggests that they
lack “theory of mind”. In this situation,
autism is a differential diagnosis.
‘Those trained in autism but not CVI
can understandably therefore make a
diagnosis of autism, when the cause of the
behaviours is in fact CVI, if they have yet to
learn of this alternative.
‘Other individuals with CVI can have all
the features of autism as well, when it is
effectively a dual diagnosis.’
Janet says that getting the right diagnosis
is crucial. ‘Some of the children will just
about hold things together in school but
the pressure of trying to keep up may
cause them to have meltdowns at home.
When they move on to secondary school,
if they don’t get a diagnosis and the right
help it can be too overwhelming, and
many present with anxiety, anger, school
avoidance or self-harm.’

HOW COMMON IS CVI?
New research by the Bristol University
Medical School, led by Cathy, has found that
3% of primary aged children may have CVI
– much more common than was previously
thought (Williams et al, 2021).
The team also found that children who
were struggling with their learning and were
already being given extra help at school were
more likely to have brain-related vision
problems: four in every 10 children with
support for special educational needs had one
or more brain-related vision problem, while
for all children it was only about three in 100.
Cathy says: ‘While this does not prove
that these kinds of vision problem are the
cause of the diﬃculties with learning for
any particular child, it does suggest that
attending to children's visual needs, such
as making things bigger or less cluttered,
might be a good place to start. If interventions
can work to reduce the impact of these
problems on children’s learning, it might
improve both educational and wellbeing
outcomes for children.’
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CLOSER LOOK AT CVI

aware of CVI – if a child is not developing
as expected it’s worth asking if vision
problems could be part of this, especially if
they have had any problems affecting their
brain, such as cerebral palsy, or have a red
ﬂag such as being born prematurely. Getting
an eye test or a referral to a specialist would
be the next step,’ says Cathy. ‘And don’t be
afraid to make things bigger to see if a child
responds better.
‘In babies – if they are not responding to
toys with black and white contrast (or bold
red, yellow, blue ), multi-sensory toys or
shiny and illuminated toys, try stimulating
them with something lighter or shinier to see
if that makes a difference.’
Getting CVI included in medical school and
allied health professionals’ training, drawing
up guidelines and developing new treatments
are all really crucial, says Professor Dutton, as
is greater public awareness of the condition.
‘Things are improving, different professions
are now working together more. We just need
more health professionals to think about
vision and consider CVI.’

1 in 30

primary school-age children
have at least one CVI-related
vision problem

15%

of these had reduced
visual acuity

RESOURCES

4 in
every 10

children with support for
special educational needs
had one or more brain-related
vision problem

‘In Scotland we have also developed the
VINCYP (Visual Impairment Network for
Children and Young People) service, where
health professionals can refer children for
a visual assessment and get educational
support for them.’

WHAT IS THE CP’S ROLE?
‘Apart from signposting, I think the main
thing is for HVs and nursery nurses to be

Contact the CVI Society for
advice and support
cvisociety.org.uk
CVI Scotland has resources
and learning materials
cviscotland.org
The CVI Project is a five-year
programme of National Institute
of Health Research-funded work
investigating the prevalence
and effects of CVI, and how
best to support children with the
condition thecviproject.co.uk
Insight, a software Q&A for
health professionals on CVI,
has practical suggestions
for dealing with specific
impairments ssc.education.
ed.ac.uk/insight/app
Visual Impairment Network for
Children and Young People in
Scotland vincyp.scot.nhs.uk

For references, visit
bit.ly/CP_P_features

SHUTTERSTOCK

The diagnosis of CVI usually involves input
from several sources including parents, eye
specialists, teachers, paediatricians and
educational or neuropsychologists and is not
based on a one-off test.
‘There are a number of problems we can
test for in age-related tests,’ explains Cathy.
‘These include how far a child can read down
a vision chart, and tests to see if they have
an impaired visual ﬁeld, and we can ﬁnd out
if their problems do or don’t equate to CVI.
These tests are not done routinely but can
be done by any vision professional who has
been trained, with experience of testing
children, particularly children with
additional needs.
‘Even standard eye tests are very important
though, to see if a child needs glasses. I think
it would be taking a sledgehammer to crack
a nut to say all children should be assessed
for CVI, but my suggestion is that children
who ﬂag up as having a problem in their
development and learning should have a
detailed vision assessment (looking for signs
of CVI) as part of the investigations that are
offered or recommended.
Cathy says there’s no magic pill or
injection to treat CVI, yet the condition
can be managed with techniques for
speciﬁc impairments, which can make a big
difference. Early-onset CVI that has been
diagnosed in childhood often persists into
adulthood, but in less marked cases the
features can abate as the child develops or
learns alternative approaches.
These include simple changes such as
making text bigger, and making typesize adjustments on tablets and laptops.
‘If in doubt, don’t wait for a diagnosis of
CVI, make things bigger, bolder and less
cluttered – it doesn’t cost any money and
that alone might really help a child to
work as well as their peers,’ says Cathy.
‘But we are making great discoveries in
other areas of vision conditions, including
retinal conditions that were previously
untreatable. So I have every conﬁdence
that in ﬁve, 10 or 15 years we will have
treatments for CVI.’
Professor Dutton says the University of
Edinburgh has developed the Insight software
programme to provide practical suggestions
to support CVI children with 52 speciﬁc
problems. The software is a good resource
for health professionals and teachers.

Williams et al, 2021

DIAGNOSIS AND MANAGEMENT
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Lauren Cooper, Lucy Pylypiw and
Liz Robinson of the NHS Newborn
Blood Spot screening programme
explain how an evaluation of
screening for severe combined
immunodeficiency will work, and
what HVs can do.

rom September 2021,
the NHS newborn blood
spot (NBS) screening
programme will begin an
evaluation of screening
for severe combined immunodeﬁciency
(SCID) in six centres in England.
SCID is a group of rare, inherited
conditions that impair development of
the immune system. About 1 in 40,000
babies born in England is born with SCID.
Without early recognition and treatment,
babies with SCID generally die before
they reach a year of age (van der Burg and
Gennery, 2011).
All babies up to a year of age are
currently offered NBS screening
for nine other conditions (Public

F

Health England (PHE), 2018a):
Congenital hypothyroidism
u Cystic ﬁbrosis
u Glutaric aciduria type 1
u Homocystinuria
u Isovaleric aciduria
u Maple syrup urine disease
u Medium-chain acyl-CoA
dehydrogenase deﬁciency
u Phenylketonuria
u Sickle cell disease.
u

When the baby is ﬁve days old, a blood
spot sample is taken from its heel and
collected on a specially designed card.
The sample is then sent to a regional
laboratory for testing. Community
midwives, neonatal nurses or maternity

care assistants usually take the sample. The
sample can also be taken by a health visitor
if a baby moves into England when it is
under a year old.
The SCID evaluation will take place in
two-thirds of the country over a two-year
period. In the areas taking part, screening
for SCID will be offered as part of the
existing NBS screening programme, using
the same blood spot sample.
HVs will play an important role by
contacting families who move into an
SCID screening area as soon as possible.
If NBS screening has been completed, no
further action is needed. If not, screening
for SCID should be offered alongside
NBS screening if the baby is in a SCID
screening area.

SHUTTERSTOCK

SP TTING
T
THE DANGER
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WHAT IS SCID?
SCID is very rare disease that
affects the immune system, leading
to reduced and malfunctioning
numbers of T and B lymphocytes.
These are specialised white blood
cells made in the bone marrow and
thymus gland that help to fight
infection. Illnesses that are not
serious for most babies can be lifethreatening for babies with SCID (van
der Burg and Gennery, 2011).
About one in 40,000 babies born
in England is born with SCID (about 14
babies a year). It is more common in
some black and ethnic populations
and consanguineous families (those
in which the parents are biologically
related) (Al-Mousa et al, 2018;
Sanchez et al, 2007). About onethird of cases are diagnosed because
of a family history, but the delay in
identifying the remainder means
that these babies are exposed to
infections for longer before receiving
treatment. This delay can make
these babies very sick, increases
mortality and morbidity, and reduces
the success of treatment (Brown et
al, 2011).

HOW THE EVALUATION WORKS
The evaluation will help us to
determine whether screening for
SCID works in practice as part of the
existing NBS screening programme.
The evaluation will begin on
6 September 2021 and will take place
over two years. Screening for SCID
will then continue while the evidence
is reviewed and the UK National
Screening Committee decides
whether to recommend screening
for the condition as part of the
national programme.
The areas taking part are
those covered by the screening
laboratories in London (Great
Ormond Street Hospital and
Guy’s and St Thomas’ Hospital),
Manchester, Birmingham, Newcastle
and Sheffield.

In these areas, families will be
offered SCID screening for their
baby. If screening is accepted, the
blood spot sample will be taken in
the usual way and tested for SCID as
well as the other conditions.
Babies will have one of
three results:
‘SCID not suspected’ – indicating
that the baby is very unlikely to
have SCID
‘SCID suspected’ – indicating that
the baby may have SCID or a
similar condition which affects the
immune system
‘SCID screening not offered’ –
indicating that the baby had NBS
screening in a non-screening area,
so was not screened for SCID.
Babies with a ‘SCID suspected’
result will be referred immediately
to regional immunology services for
diagnostic testing. The test can also
detect other conditions.
Diagnostic testing will confirm if
the baby:
Does not have SCID or another
condition, and can be discharged
Has SCID
Has another condition affecting
the immune system.
Maternity and health visiting services
will not need to collect any new data.

CHANGES TO THE BCG
VACCINATION PROGRAMME
IN ENGLAND
From 1 September 2021, the BCG
vaccine will only be offered to
eligible babies from four weeks of
age where a baby has a ‘SCID not
suspected’ or ‘SCID screening not
offered’ result.
This change is necessary because
the BCG is a live vaccine and can
make treatment for SCID more
complicated. Changes to the BCG
vaccine service will also improve
the uptake of the BCG vaccine,
which is targeted at specific groups
(PHE, 2018b).

WHAT DO YOU NEED TO DO IF
YOU ARE A HEALTH VISITOR?
If you are in an area that will be
taking part in the evaluation:
Contact families that move into
your area as soon as possible to
confirm that, if they have a baby
under one year of age, they have
a valid NBS result. If so, no further
action is needed.
If the baby does not have a valid
NBS result, offer screening for all
the conditions, including SCID.
Give parents information on all the
conditions to help them make an
informed choice.
Clearly mark any declines for SCID
on the blood spot card (parents
can still choose screening for the
other conditions).
It’s important to note any
family history of SCID or use of
immunosuppressant drugs in
pregnancy on the blood spot card.
There is no need to take a different
sample – just take four good
quality blood spots and complete
the card accurately (PHE, 2016)
Remember to record if the sample
is a repeat.
Lauren Cooper is project lead (SCID/
BCG/cystic fibrosis next-gen
sequencing); Lucy Pylypiw is project
lead; and Liz Robinson is programme
clinical projects coordinator SCID.

RESOURCES
New resources for families
and professionals
bit.ly/PHE_SCID_blog
A new e-learning resource on
SCID that includes information
about taking consent,
bit.ly/PHE_SCID
Updates on the evaluation
bit.ly/PHE_screen_blog

For references, visit
bit.ly/CP_P_features
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THE

RIGHT TO

FEED

Amanda Wagg
and Lara Gray
discuss making
lactation accessible
to all across the
gender spectrum.

H

ISTOCK

uman mammals have
mammary glands
that produce milk
speciﬁcally designed
for human babies, and for that reason
‘breastfeeding’ is often considered
the linguistic and biological norm.
For thousands of years, people have
birthed and breastfed their babies.
However, the end of wet nursing,
and then the aggressive marketing
of artiﬁcial milk substitutes, has
led to a rapid fall in breastfeeding
rates (Stevens et al, 2009). Today,
the UK still has some of the lowest
breastfeeding continuation rates in
the world (Victora et al, 2016), and
remains largely a bottle-feeding
culture (Relton, 2019).
As initiatives by both statutory and
voluntary sectors are implemented to
promote and protect breastfeeding,
contemporary national policies
around breastfeeding in the UK could
still be improved (Institute of Health
Visiting, 2019). Efforts are being
made to challenge the bottle-feeding
culture and promote breastfeeding as
the biological norm, but consideration
should also be given to ensuring
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that the norms that we are trying to
promote are gender inclusive.
Today, diversity in gender identity
and sexuality are leading to new family
conﬁgurations (Spatz, 2020). From
the 1970s, lesbian and gay movements
began to challenge the traditional
views of gender
(Spade, 2015), and
today’s lactation
HUMAN MILK AND
practice must be
LACTATION, AS A
inclusive of LGBTQ+
REPRODUCTIVE
individuals. Practices
should acknowledge
JUSTICE, SHOULD BE
diversity, its
ACCESSIBLE TO ALL...
challenges and
NO PARENT SHOULD
attendant health
inequalities.
FACE DISCRIMINATION
Practitioners
FOR FEEDING
supporting lactation
THEIR BABY
should be prepared
to meet new
challenges with
knowledge and
understanding. This article
will explore gender inclusiveness
in human lactation for those
supporting lactating parents. It should
be acknowledged that the term
‘breastfeeding’ is not acceptable to
all, as breasts are often associated
with women. The importance of an
inclusive language is paramount to
ensuring human milk is an accessible
option for all families.

GENDER INCLUSIVITY
Around 10 years ago, the term LGBT
was used to describe lesbian, gay,
bisexual, and transgender individuals.
However, LGBT soon became LGBTQ+
to capture the ever-evolving and
diverse ways people describe and
identify themselves. Gender should be
considered ﬂexible rather than static
(Lee, 2019). Alongside this there is an
expanding set of gendered pronouns:
for example, I/me, we/us, he/she,
they/them, ze/zir. It is not for this
article to discuss non-binary genders
and pronouns, but rather acknowledge
that pronouns should be used that refer
to the expressed gender and not the
gender assigned at birth.
The gender assigned at birth is
referred to as the ‘sex’, but some

people may not identify with their
assigned gender. Gender identity is
important because it is a term used to
describe a person’s psychological and
internal sense of being male, female
or other, and not necessarily their
anatomical sex (Grant et al, 2011).
Gender expression is the way a person
presents their gender, regardless of
their assigned gender, which is a social
construct that may not match how
a person identiﬁes.
Sexuality or sexual orientation
is also important: sexuality and
gender identity are not the same.
Sexuality refers to the classiﬁcation
of one’s attraction towards another:
for example, homosexual,
heterosexual, lesbian, pansexual or
bisexual. It is acknowledged that nonbirthing parents may also choose to
lactate and require additional support.
Recognising the gender and
sexual diversity of individuals
carrying out lactation practices is an
important justice issue (Smith, 2018;
Farrow, 2005).

CHALLENGES FACED
Reproductive justice challenges the
heteronormative assumptions about
what is natural in terms of identity,
relating to gender and sexuality.
It asserts a person’s freedom to
have a family within the LGBTQ+
community, and to have the same
rights as heterosexual nuclear families
(Sturgeon, 2010). Lactation is a human
right and important reproductive
justice issue because it is typically
associated with individuals being
legally and medically female (Stearns,
2013). These rights can be limiting/
exclusionary for transgender and
gender non-conforming partners,
non-birth or adoptive parents who
want to provide human milk for their
infants (Wahlert and Fiester, 2013).
Human milk and lactation, as
a reproductive justice, should be visible
and accessible to all, and no parent
should face discrimination for feeding
their baby.
LGBTQ+ communities experience
many health inequalities (Bogart et
al, 2014), and have endured a history

of stigma, violence, oppression and
discrimination (Adams, 2010). One
US study (Grant et al, 2011) noted
that 28% of trans people delayed
seeking medical attention through
fear of discrimination, and over
50% reported having to teach their
medical providers about transgender
healthcare. All healthcare providers
should be knowledgeable and
culturally competent in LGBTQ+
health. It is suggested that nursing
communities have less published
research, guidelines, and statements of
support relating to transgender health,
than other medical professionals
(Merryfeather and Bruce, 2014; Zunner
and Grace, 2012).
While most people requiring
lactation support are cisgender women
– women who were assigned female
gender at birth and identify as women
– lactation is not exclusive to cisgender
women who give birth and are
lactating. Adoptive parents, same sex
couples, trans men and trans women,
and many other non-binary people
may also choose to provide human
milk for their infants, which brings
unique challenges that professionals
should be aware of.
Trans men may choose to become
pregnant, birth a baby and provide
human milk for their baby (MacDonald
et al, 2016). Consideration and
individualised patient care are
paramount, as lactation could serve
to ‘out’ parents as LGBTQ+, who
would have otherwise not obviously
been born female (Lee, 2019). Gender
dysphoria and body changes may also
have a psychological impact on the
individual that requires additional
support. Additionally, trans women
could also lactate as a result of
hormone-related breast development
(Reisman and Goldstein, 2018), and
non-birthing parents or adoptive
parents may also choose to induce
lactation, which can be physically
and mentally challenging.

OVERCOMING HURDLES
Induced lactation in the non-birthing
parent, in a lesbian couple for example,
is not uncommon and has been used
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THE POWER OF LANGUAGE
Language has power (MacDonald
et al, 2016). Words such as she,
her, mum, mother, breasts and
breastfeeding may be distressing
for parents who self-identify
differently. Healthcare providers
may inadvertently cause harm, for
example, intensifying feelings of
gender dysphoria by misgendering
a person (Dutton et al, 2008).
Inclusivity in the ﬁeld of lactation
means that practices and policies
are provided equally to all parents.
Simple changes in language, from
breastmilk to human milk have
already been suggested by the
International Lactation Consultants
Association (MacDonald, 2019).
Human milk, mammary glands and
lactation are non-gendered terms
inclusive for all, as is the term parents
and family instead of mum and dad.

Additionally, when writing letters
to someone for the ﬁrst time, ‘Dear
Sir/Madam’ or ‘Mr/Mrs’ should be
avoided, and ‘Dear family’ can be
used as a non-gendered alternative.
Websites and information leaﬂets
should also be inclusive to all. It is also
of note to mention that due to gender
being on a spectrum, some people
are ﬂuid with their gender identity,
meaning preferred pronouns and
other vernacular relating to lactation
support may change between contacts.
Ensuring language used remains
inclusive is crucial to normalising
gender inclusivity within care.

A NEW DIALOGUE

Gender pronouns and sexuality are
important notes to take upon meeting
any new family, and this information
is easily obtained by asking ‘What are
your preferred pronouns – how do you
intend to refer to each other once baby
arrives?’ Such questions may also be
extended to surrogate family members
or sperm donors. Identifying and
using preferred pronouns in lactation
practice, chosen by the parents
themselves, ensures that practices are
sensitive and will empower patients to
speak openly about their experiences.
If unsure about which pronouns to use,
‘they’ in the singular is more inclusive.

FIGURE 1:
Supplementary
nursing system*

Discussing the many ways to provide
human milk, in a language that is
inclusive to all, will open the dialogue
around what it means to provide
human milk to human babies in the
21st century, and how best to support
families. Family composition in the
UK today is diverse, and we must
challenge the heteronormative beliefs
and language used around human
lactation and human milk. Take
time to have open and meaningful
conversations with all parents around
their sexuality, chosen pronouns,
gender identity and lactation goals.

Dr Amanda Wagg is a Queen’s
Nurse and senior lecturer at
Anglia Ruskin University; Lara
Gray is a student midwife at the
University of East Anglia.

For references, visit
bit.ly/CP_P_features

16%

of LGBT people who accessed
or tried to access public
health services had a negative
experience because of their
sexual orientation
NHS, 2017

* Photo shared with permission

by adoptive parents for many years.
Success using the ‘Newman-Goldfarb
protocol’ (Newman and Pitman, 2000)
has been noted in many individuals,
including trans men. Supplementary
nursing systems, as shown in Figure
1, could also support lactation for
problems such as low supply, or
when building milk supply. The use
of galactagogues to boost human milk
production is also an option. These
may be more specialist interventions,
but the proﬁle of these support options
needs to be normalised and raised.
Throughout history and cultures,
and today, family members have been
used to provide infants with human
milk. The profession of wet nursing
and, later, the invention of baby bottles
and breast pumps have also provided
parents with alternatives for feeding
babies. Similarly, donor human milk
provided through regulated milk
banks, alongside unregulated milk
sharing sites online such as Human
Milk 4 Human Babies are options for
many families. As family dynamics
change and adapt to LGBTQ+
communities, so must lactation
practices. We should therefore use
inclusive terms to encompass the
diversity in lactation today.
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Lansinoh has been dedicated to supporting breastfeeding mothers for nearly 40 years.
A recent survey has found that 79% felt that they were not sufficiently prepared for the postpartum period.1
26% of mums cite birth-related pain as being a contributory factor in them stopping breastfeeding.2
We have developed our NEW Birth Preparation & Recovery range to help mums
prepare for birth & support their postnatal recovery.
Simple, safe and backed by research and guidance from experts.

To ﬁnd out more, visit lansinoh.co.uk/hcp or sign up for lansinoh.co.uk/in-the-know
©2021 Lansinoh® Laboratories, Inc.
1

Research conducted by Lansinoh Laboratories UK Ltd in April 2021, consisting of 250 UK mums.
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Bourdillon, K., McCausland, T., Jones, S. (2020) The impact of birth-related injury and pain on breastfeeding outcomes. British Journal of Midwifery. Vol 28:1.
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Why have eating
disorders among
children and young
people rocketed during
the pandemic? Is there
enough support and
awareness generally?
Journalist Anna Scott
examines the issues and
asks how you can help.

he number of
children and young
people diagnosed
with eating
disorders across
the UK has risen sharply during the pandemic.
A snapshot survey of paediatricians across
England, Scotland and Wales suggests doctors saw a threeor fourfold increase in cases of children and young people
with eating disorders at the end of 2020 (Royal College of
Paediatrics and Child Health, 2020).
The rise is not a new phenomenon. ‘There had been
a national rise in rates of eating disorders before the
pandemic,’ says Dr Luci Etheridge, consultant paediatrician
at South West London child and adolescent mental health
services (CAMHS) community eating disorders service.
‘Between 2016 and 2020, rates of referrals for eating disorders
doubled across England. Since March 2020, this has doubled
again [Marsh, 2020].’
Increased awareness of the issues has contributed to the
rise. ‘We were seeing more and more referrals because eating
disorders were starting to go up the agenda and being spoken
about more,’ says Gemma Oaten, patron and manager of
SEED Eating Disorder Support Services. ‘Now the referrals are
through the roof – and all kinds of disorders are rising across
the board. We get referrals from people as young as six to
people as old as 90.’

Who is affected?
Eating disorders don’t discriminate. ‘There’s an unhelpful
stereotype [that they] only affect young women, but that’s
not the case,’ says Tom Quinn, director of external affairs at
Beat, an eating disorder charity . ‘Anyone of any age, gender,
race, sexuality or background can become unwell with an
eating disorder. It’s estimated that anorexia nervosa makes
up around 8% of cases, avoidant/restrictive food intake
disorder (ARFID) 5%, binge eating disorder 22% and bulimia

nervosa 19%. The remaining
percentage is thought to be cases
of other speciﬁed feeding or
eating disorder (OSFED), where
symptoms don’t precisely match

a diagnosis [Beat, 2021a].’
Within the CAMHS eating disorder service, Luci has
noticed that many of the young people ‘restricting’ food
don’t have typical anorexia nervosa. ‘Many have other
diﬃculties, such as depression and self-harm, and restricting
eating is a means of suppressing feelings and regaining some
control when the rest of life is so challenging. We are also
seeing a number of young people, especially young women,
who we think are likely to have autism spectrum disorder
and are restricting eating as an “express of distress” that they
can’t always show in other ways.’
Dr Amy Wicksteed, clinical psychologist and chair of the
British Psychological Society’s Faculty of Eating Disorders,
says that, of the 1.25 million people affected by an eating
disorder in the UK, 25% are male (Beat, 2021b). ‘The typical
age of onset [of eating disorders] is mid-adolescence,’ she
says. However, ‘there has been a 33% increase in over-50s
diagnosed with an eating disorder and a signiﬁcant rise in
hospital admissions for eating disorders in people from a
black African background in 2019-2020, compared with
2017-18 [Thomas, 2020].’
Greater numbers of younger people are being treated
for eating disorders too: 66 children aged 10 and 11 were
admitted to hospital for treatment in England in 2016.
By 2020, this ﬁgure had more than doubled to 132 (NHS
Digital, 2021).

The impact of lockdown
The pandemic represents a ‘perfect storm of potential
precipitating factors’ that cause a rise in eating disorders,
Amy suggests. So, while eating disorders have complex
causes, some of the aggravating factors, such as social media,
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Eating disorders:
the signs
Skipping meals/
avoiding eating
around others/
disappearing to the
bathroom after a meal

the community, such as psychological
have become more of an issue during
input, have grown even longer, meaning
a period where people are conﬁned to
that some people will wait longer to
interacting and engaging with people
access services.’
online and on social media – mediums,
Restricting food intake
Health services have also had to adapt
as Amy says, ‘which are recognised as
Over-exercising and
to online provision – conducting remote
having the potential to undermine selfcompulsive behaviour
consultations, adapting support from
esteem and increase preoccupation with
group sessions to individual, reducing
external appearances’.
Misuse of
their contact with people. ‘I have no
Government health messages
laxatives/diuretics
doubt that people have not accessed
highlighting the risks of obesity and the
Weight gain/loss/
services in fear of contracting Covid-19,
importance of exercise are also an issue.
fluctuations
perhaps because they did not want to
‘[They are important messages] but often
Difficulty
be a burden on the NHS, or because
delivered without the necessary caveat
concentrating
they didn’t know how to go about it,’
that the guidance is not relevant for all,’
Tiredness/irritability
Evri adds. She expects a surge of people
Amy says.
accessing eating disorders services, ‘and
Gemma agrees: ‘Obesity is linked to
Obsessive and/or
perhaps more complex presentations’,
binge eating,’ she says. ‘It’s not about
rigid behaviour
now that the services are reopening.
people being lazy. [The policy of] calories
Self-harm
Substantial investment and funding
on menus sends completely the wrong
Low confidence/
are needed to ensure that skilled staff
message. We have lost connection with
low self-esteem/
are available to help people across the
ourselves, our minds and our bodies
perfectionism
UK. ‘[Services should] organise around
– everything is done through a screen.’
Social withdrawal
the needs of children and families
The lockdown has exacerbated many
and recognise that many people have
of these factors. Dr Bijal Chheda-Varma,
complex needs,’ Luci says.
a practitioner psychologist
‘I would like to see better
based in London, says parents
integration of physical and
may have become more aware
mental healthcare to support
of what their children were
this as well, so that we work
doing and their eating habits
as teams around children and
because everyone has been
young people, rather than
together at home during
asking young people to ﬁt inside
lockdown. ‘A breakdown
a diagnostic box.’
in the system of socialising,
While service provision isn’t
which is crucial to all ages,
the same everywhere across
but particularly young teens
the UK, the introduction
and young adults, has been a
of integrated care systems
variable in triggering distress,
pathways in England means
boredom and obsession with
services will be more responsive
body image,’ she says. ‘During
to people regionally and closer
the pandemic, people have
to home for people. ‘Nevertheless, while there is much
been forced to “sit” with their own vulnerabilities and hence
more to be done, namely investing heavily in psychology
became more preoccupied with their issues. Food was also
services for eating disorders and in relevant education of
the only, or biggest, source of comfort and stability, offering
key stakeholders, such as school nurses, I am increasingly
a quick dopamine boost when all else was taken away.”
conﬁdent that support for young people is becoming
Service provision
increasingly more available,’ Evri adds.
But in a cruel twist, the impact of the pandemic on
However, even before the pandemic, governmentnon-Covid-19 health services across the UK has meant
commissioned reviews in Northern Ireland and Wales had
‘people suffering from eating disorders have not accessed
found NHS eating disorder services lacking. The Northern
services as much as they would otherwise’, according to
Ireland report highlighted a need for more provision across
Evri Anagnostara, chair of Unite’s Mental Health Nurses
the country (Department of Health, 2016). Services in Wales
Association. ‘It also meant that waiting lists for support in
were found to be ‘signiﬁcantly under-resourced’ and only

‘An early spot from
a professional
could make all the
difference. School
nursing staff are in
a great position to
spot the early signs
of eating disorders’
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Types of eating disorders

Anorexia nervosa

ARFID (Avoidant/
restrictive food intake
disorder)

Controlling weight by
not eating enough food,
exercising too much or
doing both. People may
purge or misuse laxatives.
Those with anorexia
have a distorted image
of themselves and avoid
scales and mirrors.
Anorexia has the
highest mortality rate
of any psychiatric disorder,
with people dying from
medical complications
associated with the illness,
and suicide.

Avoiding certain foods,
restricting the amount eaten,
or both, not to affect weight
or appearance, but possibly
as the result of sensitivity
to textures, tastes, smells,
appearance or temperature
of foods. ARFID could also
be the result of a distressing
experience with food, such
as choking or vomiting, a
low level of interest in eating
or concerns about the
consequences of eating.

Binge eating
disorder (BED)
Eating large quantities of
food over a short period of
time and feeling a loss of
control. People don’t vomit
but might fast between
binges. BED is not about
choosing large portions or
overindulging, but binges
are distressing and people
may forget what they have
eaten afterwards.

Bulimia nervosa
A cycle of eating large
quantities of food then
trying to compensate by
vomiting, taking laxatives or
diuretics, fasting or exercising
excessively (this is called
purging). Bingeing is seen as
a way of coping with difficult
emotions, and people place
a strong emphasis on their
weight and shape.

OSFED (other specified feeding
or eating disorder)
The physical symptoms of anorexia,
bulimia and BED may not exactly fit
the expected symptoms. For example,
in atypical anorexia, a person may have
all the symptoms of anorexia, but their
weight is within a normal range. Or
someone has all the symptoms of bulimia
or BED, but the bingeing and purging
cycles don’t happen as often or over as
long a period of time as expected.
OSFED is very common, as serious as
any other eating disorder and can develop
from, or into, another diagnosis.

Beat, 2021b; 2021c

1.25 million
people affected by an eating
disorder in the UK.
25% are male
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There was a slow build-up to my
daughter’s eating disorder that
began with harmless things, like
wanting to be as healthy as possible,
being vegetarian and being active
and sporty. During lockdown there
was a lot in the media about keeping
fit. She was working out every day
with her dad at home, but she started
using weights that I always thought
were too heavy for her at 13.
She was always slim, so it was hard
to see much difference until we saw
her in a swimsuit on a half-term
break in October 2020. I began to
notice what seemed to be compulsive
exercising – she offered to walk our
neighbours’ dog every day. Using
a tracking app, I saw that she was
spending the time trying to run 5km
round our local field. I started to insist
she weigh herself. When she dipped
into the ‘below healthy’ level on the
NHS BMI scale, I looked for help.
I rang 111 and they arranged for a
GP from our surgery to call me. The
doctor ordered blood tests, and called
me back a week later, saying there
were markers consistent with overexercising and referred us to CAMHS.
After an initial online consultation,
for two months we visited the CAMHS
clinic and saw nurses, who weighed
her, took her blood pressure, took her

WHICH DISORDER?
0%
Avoidant/restrictive food
intake disorder (ARFID)

5%
Anorexia nervosa

8%

Bulimia

19%

Binge eating
22%

Other specified feeding
or eating disorder
(OSFED)
47%

100%

Beat, 2021a

A MOTHER’S STORY
‘I began to notice
compulsive
over-exercising’

blood sugars and gave her nutritious
shakes if it was too low, which it often
was. Because of her very low weight
(33.9kg at its worst), my daughter was
fast-tracked.
My daughter’s school had also
noticed a change in her wellbeing and
we were assigned a counsellor. Our
counsellor put the onus much more
on us as parents to take responsibility,
which was tough to hear, but we
needed that advice. It can sometimes
seem an invasion of privacy to watch
your young teenager 24/7.
I didn’t know anorexia could
manifest itself as compulsive
behaviour – instead of body
dysmorphia – and perhaps it’s
more likely to manifest itself this
way in younger children trying to
take control of something in a very
restrictive environment. Sadly, my
daughter had to relinquish control
to us over virtually everything. I even
had to sleep in her room for a while
to stop any secret exercising.
My daughter’s initial clinic care
could have been improved with some
more in-depth knowledge about
exercising and eating disorders,
rather than just on the eating side.
There is so much in the media about
losing weight, being slimmer, being
more active.
My daughter didn’t grow in height
for a year and has still not developed
at age 14, despite the fact that
she is, thankfully, well on the road
to recovery.
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66

132

10- and 11- year-olds were
admitted to hospital for
treatment in England in
2016. By 2020, this figure
had more than doubled to

the most severe cases are treated appropriately (Welsh
Government, 2018). A report in Scotland published during
the pandemic has also found that current service response is
‘geographically inequitable’, ‘underfunded’ and ‘focused on
the severely ill and anorexia, to the detriment of other eating
disorders’ (Scottish Government, 2021).

The role of CPs
With appropriate services, eating disorders are very treatable,
and early detection hugely beneﬁts recovery. ‘The earlier
the recognition or diagnosis means the behaviours get less
time to become more entrenched and complex,’ Bijal says.
‘When a young teen or adult receives treatment within the
ﬁrst six months of their symptoms emerging, the better
the prognosis.’
One issue, however, is that the longest delay in getting
help for an eating disorder is because people may not realise
they are ill. ‘An early spot from a professional could make all
the difference,’ Tom says. ‘School nursing staff are in a great
position to spot the early signs of eating disorders.’
There are a range of symptoms that community
practitioners (CPs) can look out for (see Eating disorders: the
signs on page 40), and, as Bijal points out: ‘None of these
behaviours are a concern in isolation, or if they happen
sometimes. A pattern emerging in these behaviours is to
be noted.’ But CPs must also be prepared to have open
conversations about eating disorders.
‘I believe education about eating disorders should be
part of the PSHE [personal, social, health and economic]
curriculum and school nurses can support this,’ says Luci.
‘They can also support families in being able to seek help,
as many will be understandably confused by what they are
noticing in their child. Many of our referrals start with the
school nurse.’
If you suspect someone has an eating disorder your ﬁrst
step should be to ‘bring it up sensitively and simply state
what you have noticed’, Luci says. ‘Don’t be surprised if
there is denial at ﬁrst. However, if you remain worried then it
is okay to ask again and offer some more information.’
Health visitors can also play an important role in providing
a practice approach to support the whole family. This could
apply to parents or carers suffering from eating disorders.
‘It can be very challenging for someone who is distressed by
food and eating to maintain a sense of normal eating for their
children, so practical help with meal planning and support

for under-ﬁves is important,’ Luci adds. ‘Health visitors can
help families to get the right support for younger children if
they have an older child with an eating disorder.’
If a CP suspects a client or member of a client’s family
has an eating disorder after an initial assessment, they
should refer them to a community-based, age-appropriate
eating disorder service for further assessment or treatment,
according to NICE guidelines (see Resources below).
Signposting to services and support and ongoing check-ins
are also essential.
As Evri concludes: ‘Both school nurses and health visitors
are privileged in their position to work so closely with young
people. Often they will be the ﬁrst and most trusted clinician
to come into contact with this patient group. Having an
enquiring mind and being open to engaging with young
people is the ﬁrst and most important step they can take.’

RESOURCES
First Episode and Rapid Early Intervention for Eating
Disorders is a service for 16- to 25-year-olds who
have had an eating disorder for three years or fewer
freedfromed.co.uk
Signs of eating disorders to be aware of when
worried about school pupils, from Beat Eating
Disorders bit.ly/Beat_worried_pupils
Guidance in talking about and understanding
eating disorders from the support service, Seed
bit.ly/Seed_guidance
NICE treatment pathways for suspected eating
disorders bit.ly/NICE_eating_disorder_pathways
Information for young people, their parents and
professionals about eating problems from the
charity, Young Minds Young_Minds_eating_problems

For references, visit bit.ly/CP_features
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ABRIDGED VERSION

COMMUNITY NURSING
STUDENTS’ EXPERIENCES
OF USING E-PORTFOLIOS
Cathy Taylor looked at the perceptions of nurses when using
e-portfolios to record their work. Here, she discusses the benefits
and pitfalls of digital recording, and its potential for expansion.

RESEARCH
SUMMARY
u

This evaluative study
explores the perceptions
and experiences of community
nursing post-registration
students while using
an e-portfolio.
u Traditionally, students
submitted portfolios as
paper copies; however, a
new electronic version was
implemented using Pebble+
as a software platform.
u A predominantly qualitative
approach explored students’
views and experiences of using
the e-portfolio in practice.
u Findings demonstrate
that students value the
e-portfolio, and overall found
it a positive experience.
However, some barriers
were evident, including the
availability of wi-fi (especially
in rural areas) and access to
expert technical support.
u Successful implementation
of the e-portfolio has had a
positive impact for students,
practice partners and the
teaching team.

INTRODUCTION
Swansea University community nursing
programmes have used portfolios to
assess student learning and competence
in clinical practice placements for many
years. COVID-19 and technological
developments have recently presented
new challenges. Wright and Tabony
(2016) reported how an e-portfolio was
successfully implemented to assess
specialist community public health
nursing (SCPHN) students in practice,
allowing students to link theory to
practice in an ‘organised, systematic
way’. Community lecturers at Swansea
decided to follow suit, and this paper
discusses a study aimed at exploring
perceptions and experiences of
post-registration community students
using this approach.

BACKGROUND
A portfolio is ‘a collection of evidence
that is gathered together over a period
of time to show a student’s learning
journey’ (Butler et al, 2006: 2), a
dynamic record of the student’s learning,
professional development and growth
(Murray et al, 2006). Portfolios evidence
the achievement of learning outcomes,
self-evaluations, short placement
experiences, authentic learning tasks and
reﬂective pieces. The goal is to showcase

personal achievement and professional
development through reﬂective thinking
and critical analysis over a period of
time (McMullan, 2006). It is a crucial
assessment element, key to providing
evidence of ﬁtness to practice for
registration through the achievement of
competencies using a reﬂective pedagogy
(Pincombe et al, 2010). Collecting and
deliberating evidence enables students
to become participants in their learning
(Smith and Tillema, 2006). Increased
expectation and demand for technological
pedagogies promote active learning,
enhancing student experience through a
digital culture. Attention to capabilities
of students is essential, as some students
aren’t ‘digitally ready’ when they
arrive at university. It is dangerous
to make assumptions about what
Generation Y students want, and can do
with, technology (Currant et al, 2008).
Jisc (2015) suggests that it is important
to consider individual students’ digital
capability when implementing new
technological enhanced learning, with
Andrews and Cole (2015) suggesting
that previous success or failures can
inﬂuence enthusiasm to implement
new technologies.
There has been agreement on the value
of portfolios to demonstrate professional
ability for registration purposes (Coffey,
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veriﬁcation of competency. The initial pilot reported positive
2005; McMullan, 2006; Murray et al, 2006). Evolving from
feedback, providing motivation to expand implementation.
paper to electronic format was considered a challenge
Other students requested the e-portfolio, a further incentive
to implement, requiring enhanced technological skill
for ongoing development. With the support of a dedicated
and robust software packages to ensure protection of
e-learning lecturer, the e-portfolio was made available to all
conﬁdentiality and intellectual property rights (Challis,
students on all community programmes.
2005). Jisc (2008) deﬁnes an e-portfolio as ‘the product,
created by the learner, a collection of digital artefacts
articulating experiences, achievements and learning.’
METHOD
An e-portfolio provides an interactive learning object or
It was essential to report on the perceptions and experiences
landscape (Mihram, 2004), a space where students can
of students when using the e-portfolio, to identify its value
document new experiences, allowing scaffolding of new
alongside barriers that may inﬂuence its use.
areas of meaning and learning (Coombs, 2018; Spouse, 1998).
A predominantly qualitative approach was used through
Discussions around e-portfolios (Ryan, 2018; Birks et al,
questionnaires to address research aims and objectives.
2016; Wuetherick and Dickinson, 2015; Joyce, 2005) suggest
Participants were purposively selected. All were required
increased student accountability and autonomy, enhanced
to be NMC registered, over 18 and enrolled on a postlearning, development of professional skills, easy sharing
registration community nursing programme. They needed
of work, while being able to track,
to have a designated practice placement
reﬂect and evaluate learning (Green et
where they would use the e-portfolio as
al, 2014).
SOME STUDENTS AREN'T a learning tool. The study was approved
Internationally, there has been
by university ethics committee.
DIGITALLY READY
a drive to move from paper to electronic
WHEN THEY ARRIVE
versions, especially in health-related
RESULTS
professional programmes. Mason
Out of 50 students, 45 completed the
AT UNIVERSITY... IT IS
and Williams (2016) discussed the
questionnaire (90%), comprising 28
DANGEROUS TO MAKE
value of e-portfolios to assess
district nursing (DN), 14 health visitor
ASSUMPTIONS ABOUT
undergraduate paramedic students
and three school nurse students. A
in Australia, while Lopez et al (2011)
total of 60% (n=27) were enrolled on
WHAT GENERATION Y
reported on the development of an
an undergraduate community nursing
STUDENTS WANT,
e-portfolio in a school of pharmacy in
programme, 40% (n=18) on
Texas. Pincombe et al (2010), Andrews
a postgraduate programme.
AND CAN DO,
and Cole (2015) and Birks et al (2016)
WITH TECHNOLOGY
presented student experiences of
INTRODUCTION OF
using e-portfolios in both nursing and
THE E-PORTFOLIO
midwifery in Australia, with Nielsen et
Participants were asked about familiarity
al (2015) reporting on the use of an e-portfolio on
with information technology. Eighty per cent (n=36) stated
a 10-week nursing course in Denmark.
that they had used IT before, for work purposes:
‘Within my clinical workstation/portal to access results’ (SCPHN 1).
STUDY AIM
And for social activities:
In view of this, Swansea decided to develop an e-portfolio
‘Shopping, banking, travel and social media’ (DN 4, 9, 10, 17).
for students enrolled on post-registration community
nursing programmes. Students must demonstrate
However, only four respondents conﬁrmed they had used
achievement of competencies, and paper portfolios were the
an e-portfolio before, with one stating that they had done so
norm, providing essential evidence on student ﬁtness for the
at another university. Participants were asked about clarity
purpose of registration with the NMC. Other universities had
of guidance on the use of the portfolio, with 75% (n=30)
already successfully implemented e-portfolios for similar
conﬁrming guidance was clear but a little overwhelming.
purposes, increasing the need for Swansea to follow.
64% felt that the e-portfolio was useful as it helped to guide
Initially, an e-portfolio was introduced, designed
their learning in practice:
using the All Wales SCPHN Clinical Portfolio, originally
‘Instant access to it and the ability to share with practice and
developed by all four universities in Wales. This created an
tutors. It would be with you always, so if you had an ad hoc
online environment where students recorded evidence of
hour you could spend time with it in practice’ (DN 8).
learning in a dynamic way. Students could record evidence
of experience and competency, and practice supervisors
‘Useful to keep track of reﬂections and professional
and/or assessors could give feedback, swifter marking and
development’ (SCPHN 5).
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USABILITY
Questions about usability were asked using a Likert
scale. Sixty per cent agreed or strongly agreed that the
e-portfolio was easy to use, 58% (n=26) said that navigating
the e-portfolio was easy, and 75.5% (n=34) found accessing
it easy, with 58% (n=26) stating that it was generally easy to
add and upload evidence:
‘I had diﬃculty at ﬁrst downloading the assets, but with practice
it became much easier’ (SCPHN 10).

Only 9% (n=4) had mixed experiences:
‘Some aspects good and some poor, with some tweaking could
be good, should continue’ (DN 11).

DISCUSSION

From the ﬁndings, it can be established that the overall
student e-portfolio experience was positive. Initially,
despite most students having a ﬁrst degree, not all were
‘digitally ready’ and had various skills of digital competence.
Nearly all students displayed conﬁdence in performing basic
However, some less positive issues were reported:
IT tasks (browsing the internet or using email), but many
‘I could not upload things such as signatures from the app,
displayed anxiety when ﬁrst asked to use the e-portfolio,
but this could have been my phone’ (SCPHN 6).
concerned that they might ‘lose their work’ or that some
sections would ‘not be saved correctly’.
‘I work in a rural area (no wi-ﬁ) so I couldn’t access it via the
Despite the e-portfolio having a structured design,
iPad unless at home – would have liked to download it for it to be
with clear guidance and standardised templates, some
accessible oﬄine’ (DN 11).
students displayed anxiety in relation
to what evidence to include. Martin and
In relation to accessing technical
Grudzieki (2006) identiﬁed a three-stage
STUDENTS LIKED
support, 58% felt this was suﬃcient, but
approach to training, where students
THE PORTABILITY
some commented on occasional ‘time
could develop digital literacy, including
AND ABILITY TO
delays’ in gaining responses to queries:
digital competence to enhance skills,
‘A direct contact to troubleshoot issues with,
digital usage to improve application
SHARE WORKBOOKS.
rather than via the lecturers would have
and digital transformation, ensuring
ACADEMIC ASSESSORS
been useful’ (DN 5).
that digital usage is developed over
TAPPED IN AND TRACKED time. In a one-year programme, this
BENEFITS AND BARRIERS
staged approach is diﬃcult to organise,
STUDENTS’ PROGRESS
Asked if they preferred using an
explaining why some students felt
OVER TIME, ENABLING
e-portfolio, 69% (n=31) agreed it
overwhelmed during the early stages.
was better:
Throughout the programme, students
INSTANTANEOUS
‘Easy access, tidier and easy to store
developed increased conﬁdence using
FEEDBACK AND
information, and I can write more in some
the e-portfolio, adding creative assets,
ADDING VALUE TO
elements, and you don’t have the risk of
personalising their e-portfolio and
losing the paper version’ (SCPHN 3).
demonstrating individual ownership
THE E-PORTFOLIO
of learning spaces.
However, 58% (n=26) experienced
Students commented that the
technical diﬃculties at some point;
e-portfolio was user friendly, but
‘Initially I lost some work [...] and this has
suggested some areas were repetitive – a design fault of
caused some anxiety’ (DN 20).
the workbook rather than the e-portfolio. Students liked
the portability and ability to share workbooks. Academic
Despite this, 71% (n=32) felt it successfully showcased
assessors tapped in and tracked students’ progress over
learning over the course of the programme:
time, enabling instantaneous feedback, strengthening links
‘I could reﬂect in practice and update my portfolio in real time’ (DN 13).
between academia and clinical practice, and adding value
to the e-portfolio. Areas for improvement were discussed in
Ninety-one per cent (n=41) reported their experience to be
tutorial time with the practice assessor.
good or above:
Some did not always ﬁnd using the e-portfolio easy
‘Easy to access and found having an e-portfolio better than
and occasionally needed technical support. An e-learning
a paper portfolio due to it being more organised’ (DN 13).
lecturer with knowledge of the software was available
to provide support. This was important to overcoming
‘The e-portfolio is better than the paper version. However, it
student diﬃculties. Other barriers included availability
may prove diﬃcult if students don’t have a great amount of IT
of wi-ﬁ, and computer access, especially in rural
experience. Therefore, more guidance throughout the year would
placement settings where internet connection was poor.
be beneﬁcial’ (SCPHN 3).
Encouragingly, students could auto-submit portfolios
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electronically without travelling; essential during
COVID lockdowns, which unsurprisingly increased
overall satisfaction.
Students were informed that development and
implementation of the e-portfolio was in its infancy.
Students and practice assessors previously involved
in the design of the hard-copy All Wales SCPHN Clinical
Portfolio were enthusiastic to take development forward.
Despite familiarity with content, all were offered training on
the software platform at the outset of the programme, crucial
to ensuring smooth implementation.

IMPLICATIONS AND RECOMMENDATIONS
Recommendations suggest more training and support
would be beneﬁcial. A staged approach to developing
students’ digital literacy needs further consideration,
giving bite-sized information to minimise things feeling
‘overwhelming’ at the outset. Suggestions to improve
technical support included virtual drop-in sessions by
technical experts, a dedicated ‘live chat’ system, prerecorded videos with simple dos and don’ts.
One limitation was the small sample size, consisting
of one cohort of students. However, a high response
provided comprehensive reﬂection of e-portfolio

experiences. Extensive research using several e-portfolio
software platforms and a larger sample would provide a more
rounded picture.

CONCLUSION
This study explored and evaluated the use of an e-portfolio
with community nursing post-registration students; this
included gaining understanding of nurses’ perceptions and
experiences of using it. The study and results demonstrated
that students reported positive experiences of its use
despite some challenges. Importantly, students found
they could effectively showcase learning and provide
evidence of competency, enabling professional registration
with the NMC.
The impact of the e-portfolio as a new digital innovation
was successful. It represents an innovative approach to
recording and presentation of evidence for professional
registration. This innovation has potential for expansion to
other professional programmes that require tools for students
to demonstrate clinical competence, reinforcing links
between academia and clinical practice.

Cathy Taylor is an associate professor at the
department of nursing, Swansea University.
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eople with a learning
disability face severe health
inequalities throughout
their life – which can begin
even before birth – and are
more likely to die avoidably and die younger
(University of Bristol, 2020). So why isn’t
their health taken more seriously? During
Covid-19, many of these health inequalities
have become even worse. A recent Mencap
report highlighted how the barriers people
with a learning disability face to accessing
healthcare services have been exacerbated
by the pandemic (Mencap, 2020a). Having
access to the right specialist support
and health information is fundamental
to achieving the best outcomes, yet too
often this doesn’t happen. The health and
wellbeing of people with a learning disability,
and closing health inequalities, must start in
childhood at the point of diagnosis.

P

MENCAP’S CHILDREN’S CAMPAIGN
In December 2020, we launched Mencap’s
Children’s Campaign to create better health
outcomes for children with a learning
disability, from the point of diagnosis and

Closing health
equality gaps for
people with a learning
disability must start
in childhood, says
Paul Donnelly, head
of campaigns at
learning disability
charity Mencap.

beyond. It is part of our long-running Treat
Me Well campaign, which aims to transform
healthcare for people with a learning
disability (Mencap, 2020b).
The Children’s Campaign began with a
focus on children aged 0 to ﬁve and called
for better support for families through a new
disability coordinator role (see below), as
well as the launch of resources to support
both healthcare professionals and families
(Mencap, 2020b). This July, we’re launching
the next stage of our campaign, which aims to
support children later on in their life as they
transition to using adult health services.
For the ﬁrst part of the campaign, we
surveyed 116 families from Northern Ireland,
England and Wales in September and October
2020. We did this to ﬁnd out more about how
children with a learning disability aged 0 to
ﬁve and their families are treated in hospital,
and what could be done to make their
experiences better (Mencap, 2020b).
Parents can often ﬁnd out their child has a
learning disability at a hospital appointment
– whether a prenatal diagnosis or shortly after
birth. Hospital staff have a vital role to play in
providing information and advice, not only
about health services, but also in signposting
to other support available, such as support
for early years development and access to
social services. However, families are often
left to discover and navigate a complex maze
of services on their own, at a time when they
need support the most, leaving a vital period
when needs are unmet and may escalate.
Results from the survey showed that only
31% of parents or carers said they received
the right type and amount of information
from the hospital care team in the weeks
and months following their child being
diagnosed with a learning disability (Mencap,
2020b). Further results showed that 45%
had experienced negativity, prejudice or
discrimination from healthcare professionals,
either deliberately or non-deliberately, and
34% think children with a learning disability
do not receive equal hospital care compared
with children without one (Mencap, 2020b).

SHUTTERSTOCK

TREAT ME WELL
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THE DISABILITY COORDINATOR
Parents need coordinated care and support that is
suitable for their family. Mencap is campaigning for
hospital trusts to create a new disability coordinator
role to ensure there is a link between the hospital and
support available from community-based services
and groups. This role would support
and signpost families to get the help
34% THINK CHILDREN
they need, from pregnancy and
throughout childhood.
WITH A LEARNING
Furthermore, Mencap, along with
DISABILITY DO NOT
Bradford Talking Media, Bradford
RECEIVE EQUAL
People First and Airedale NHS
Foundation Trust, created resources
HOSPITAL CARE
for both parents and healthcare
COMPARED WITH
professionals to help children with a
learning disability (aged 0 to ﬁve) get
THOSE WITHOUT ONE
the support they need in hospital.
Those resources for parents provide
information and guidance to inform
families about the support and services available from
healthcare professionals. For healthcare professionals,
the resources focus on the crucial role they play when
a family receives a diagnosis. Concentrating on the
importance of communication and what support should
be available, it aims to inform and convey the key
knowledge healthcare professionals need to provide
the best possible care. While hospitals may be where
families will get the diagnosis, community practitioners,
such as health visitors, can help to signpost families
and make them aware of the resources available. They
can also ensure that where healthcare is extended into
the community setting, the families still feel engaged
in the health of their child and are supported. For some
children, they will be in and out of hospital, and here the
role of the community learning disability nurse is vital.

At this point, young people can also speak with the
transitions team or with a learning disability nurse at the
hospital. They can help make sure hospital staff are aware of
any adjustments that may be needed. Outside the hospital
setting, community healthcare practitioners can help
inform young people about the resources available.
Simple changes in hospital care can have a big
effect – better communication, more time and
clearer information can be crucial for people with a
learning disability. No one should have to face issues
accessing the healthcare they need because they have a
learning disability.

Paul Donnelly is head of campaigns at Mencap.

RESOURCES
Mencap’s learning disability helpline for
families: 0808 808 1111 (10am to 3pm,
Monday to Friday) or email
helpline@mencap.org.uk
Mencap resources for supporting families
through a learning disability diagnosis
bit.ly/Mencap_diagnosis_support
Mencap’s Children’s Campaign report
bit.ly/Mencap_report
The resources for young people of
transition age are available at
bit.ly/Mencap_transition_resources
IPSEA, the right to mainstream
education for SEND children
bit.ly/IPSEA_SEND
SEND: a guide for health professionals
bit.ly/GovUK_SEND_guidance

EMPOWERING FAMILIES
Our next stage of the Children’s Campaign – which
launched in July – is focusing on those who are aged
between 16- and 18-years-old who are transitioning
to adult health services. Moving from children to adult
services can be daunting, and Mencap has launched
materials for young people to help them understand
the changes they may face and to help empower them
and their families to ask for the support they need. It is
crucial to support young people at this key stage in their
life when the health services they use start to change.
The resource provides information on the changes
young adults will face, explaining for example, how
they may need to go to different hospital departments.
It also aims to make sure people know their rights,
like asking for reasonable adjustments, which can be
small things that make the world of difference, such
as having someone with you for support, or asking for
a longer appointment.

TIME TO REFLECT
Are there any specific areas of support or
training that would make you feel more
confident giving support to families of
children or young people with a learning
disability? Join the conversation on Twitter
@mencap_charity and @commprac using
the hashtag #TreatMeWell

For references, visit bit.ly/CP_features
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