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Shaping the future for ill children

Ireland made important contributions to the recent 2nd Congress on Paediatric Palliative Care.
Zach Kelly reports on the results of Irish research and speaks with some of the key contributors

about paediatric palliative care in Ireland and its future potential

he conference, held in Rome,
brought together experts
from a wide range of coun-
tries to exchange knowledge
and experience. Ireland was repre-
sented by a team from the Lauralynn
Children’s Hospice, who shared their
knowledge and experience of best
practice in paediatric palliative care
(PPC), as well as current education-
al initiatives, Theseinclude a scheme
to enhance the understanding of pae-
diatric palliative care among medical
students and an overview of PPC in
Ireland in the European context.

PPC shares some characteris-
tics with old-age medicine. As med-
ical and technical advances contin-
ue apace, in common with the old-
er generation, the number of babies,
children and young people with life-
limiting illnesses has increased sig-
nificantly and the need to examine
the field and adapt has also grown,

While Ireland is among the coun-
tries that has a well-developed PPC
structure, there are a number of coun-
tries across Europe where the devel-
opment of PPCis in its early stages.

Irish consultant paediatrician Dr
Joanne Balfe delivered a talk to the
Congress entitled: ‘An Exploration of
Medical Students” Understanding of
Paediatric Palliative Care and the Ed-
ucational Value of a Short Teaching
Programme in a Children’s Hospice."

Shetells the Medical Independ-
ent (MT) about both the potential
and challenges facing PPC in the
LauraLynn Children’s Hospice and
Ireland generally.

Dr Balfe’s training is in neurodis-
ability, she explains, while outlining
how she first became interested in
PPC: “My interest is in children with
complex disability and exceptional
healtheare needs and a lot of those
children would be life-limited and
would have palliative care needs.”

High medical needs

Dr Balfe trained in the UK and
omn her return to Ireland, she began
working in the Lauralynn Hospice
in 2008, “This often involved work-
ing with children who have very high
medical needs and severe disabili-
ties,” she tells M.

“I thought it was a very interest-
ing group of children, but also whom
I thought, and still think, can some-
times be poorly served within paedi-
atric practice. They need paediatri-
cians who really understand their dis-
ahilities... for me, just working with
those children and their families got
me interested, so | started attending
palliative care conferences.”

She describes this group of pa-
tients as “very special” and explains
that “sometimes people don't think
about this group of kids with incred-
ibly complex needs who are living at
home with their families”,

During her presentation, Dr Balfe
pointed out toattendees in Rome that
acute hospitals provide inadequate
exposure to children with life-limit-
ing conditions and complex medi-
cal needs. She noted that PPC is rare-
ly included in undergraduate pro-
grammes and therefore, she has be-
come instrumental in organising visits
to Lauralynn in order to assess the
value of a short visit to such a facility.

The visits feature a short didactic
lecture to introduce the service and
a discussion on PPC and neurodisa-
bility, as well as two elinical sessions,
including a bedside tutorial and tour
of the hospice. Dr Balfe says she is
heartened by the students” willing-
ness to learn and ability to grasp the
concept of PPC so readily. “Tt's very
interesting,” she tells MT. “The med-
ical students are really enthusias-
tie and get really fired-up about the
needs of children with life-limiting
conditions.”

She conducted a study whereby
120 fourth-year medical students
completed a pre- and post-visit ques-
tionnaire on the themes of ‘expecta-
tions’ and ‘understanding’. Among
the results, it was shown that there
was a 99 per cent satisfaction rate
with the students’ three-hour attach-
ment to a children’s hospice. Some
97 per cent said they would rec-
ommend the visit to other students
and 97 per cent also agreed that the
visit was relevant to learning in pae-
diatrics and ehild health.

Ethical dilemmas
Among the conclusions was that

there is a wide variation in medical
students’ understanding of children
with life-limiting conditions and the
responses showed that there is a sig-
nificant knowledge gap in PPC and
disability among these students.
However, the results will help to
allow the further development of
an education programme for under-
graduate medical students.

“The students ask me really intelli-
gent questions around very complex
ethical and moral dilemmas,” says
Dr Balfe.

Explaining the clinical needs of her
patients, Dr Balfe explains that the
majority of them are fed via gastros-
tormy and are often incontinent and
totally dependent for most, if not all,
of their needs. “One of the things we
try to get the students to think about
is the impact on a family of caring for
a child with such needs,” she tells MT.

“We ask them to put themselves in
the shoes of a parent bringing home
one of these children — how they
wonld need to adapt their homes and
their lives and how this would impact
on the whole family. It's also impor-
tant for them to understand the val-
ue of these children, and they do —
the students were saying things like
‘these children are no less valuable
than any other child” and that's ex-
actly the kind of thing I was hoping
they would say.”

However, Dr Balfe does not un-
derestimate the emotional difficul-
ties faced by these students. “Some-
times they can become really upset,”
she says. “In some of the respons-
eswe got, some of the students said
they found it very emotionally drain-
ing and hard to cope with. They also
wished they had done a little more
preparation for it. 1 try to address
this in the introductory lecture but
it’s very important that medical stu-
dents learn about complex disability,
severe illness and death and dying,

“The job of being a doctor often in-
volves caring for people right up un-
til their last day oflife, and the Medi-
cal Council guidelines reference this,
I believe it's really important that
medieal students are exposed to pae-
diatric palliative care.”
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In terms of the challenges at Lau-
ralynn, which would be mirrored
in other children's hospices, Dr Bal-
fe cited staffing as one of the main is-
sues, “PPC is very specialised, so it's
challenging to find staff with the ap-
propriate experience and training,”
she explains. “Within nursing, there
are more clear pathways in pacdiat-
ric palliative training.”

More support

As for the future, Dr Balfe says she
would like to see more support read-
ilv available for these special patients
and their families. “When a child is
identified as having a life-limiting ill-
ness and there is a recognition that
the child has very exceptional health-
care needs, I'd like to see the parents
fully supported practically and emo-
tionally in providing care for those
children,” she says, “and I would like
to think that parents wouldn’t have
+fight for the provision of respite
wre in places like Lauralynn and
ouldn't have to fight for medical
wrds or domiciliary care allowances.
“These parents shouldn't have to
ittle for supports like these. In our
ork with the students, we would
spe that future doctors will be more
ware of the needs of these children
1d their families and hopefully
rme of them will be inspired to spe-
alise in paediatric palliative care in
e future.”

Exhausting

For parents caring for children
ith life-limiting conditions and
ymplex medical needs, the expe-
ence can be both emotionally and
aysically exhausting. The Laura-
ynin Children's Hospice has a psy-
wlogist on staff who can provide
notional support for the families of
iese children. “When they are going
+ have a child, parents have visions
f their child being perfect, going to
Mlege and so on, butwhen they have
child with a life-limiting condition,
1l those dreams they held are shat-
wred,” says Dr Balfe. “So we need a
sychologist on staff to help provide
ymesupport,”

EI.II‘DFE'HI'I survey

Head of Research and Strategy at
auralynn, Dr Julie Ling, also pre-
anted at the Rome conference un-
er the theme ‘Mapping of Paedi-
tric Palliative Care Services in Eu-
ape: Results of the European As-
ociation for Palliative Care Sur-
ey, Dr Ling was one of the authors
fthe survey, which showed that in

10st European countries, there is
mited precise epidemiclogical da-
1on the number of children reguir-
1g PPC. It also showed that in En-
ope overall, at least 125,000 chil-
ren are in need of PPC. Countries
sere grouped in categories rang-
1g from ‘No known PPC activity’ up
3 ‘Generalised integration’ of PPC,
e latter category applving to Ire-
ind, the UK, Belgium and the Neth-
tlands, but representing only 8 per
ent of the total number of countries
urveved.

In Europe, it was found that 48
et cent of countries showed ev-
dence of PPC legislation/poli-
v, with 40 per cent conducting re-
search and 33 per cent integrat-
ing some educational activity. The
findings also suggest that nation-
al wealth is “not a factor” in the pro-
vision and development of services
and while some countries have rea-
somably well-developed PPC servie-
es, access to PPC for children and
their families is limited in Europe.

The summary of findings in-
cludes the statement: “Our findings
suggest that across Europe, the cur-
rent focus on the provision of PPC
is in hospitals and other healtheare
institutions and yet evidenee sug-
gests not only is the majority of care
to children with PPC needs provid-
ed by parents, their preference is for
care in the family home.” Dr Ling's
presentation also called for greater
consideration to be given to provid-
ing better support in this regard.

Dr Ling, who was on the Steer-
ing Committee of the European
Children's Palliative Care Work-
ing Group for the Rome conference,
tells this newspaper: “Children’s
palliative care is a really small spe-
cialty, newly developed and very dif-
ferent to its adult counterpart.” She
adds that very often, the children
who need palliative care services are
children who have been born with
congenital abnormalities, birth in-
juries and cardiac problems. The
majority of children who do not sur-
vive their condition die in the days
or weeks after birth. For those that
survive, palliative care is essential.

In 2005, a needs assessment was
conducted of the number of chil-
dren living with a life-limiting con-
dition in Ireland, with 1,369 chil-
dren being the conclusion. However
when using the figure of 12 children
per 10,000, results were thought to
be low but new data from the UK —
which Dr Ling suggests may provide

a good indication of the situation in
Ireland — has surfaced, suggesting
that the figure could be closer to 32
children per 10,000, almost three-
fold the original. This means the fig-
ure is closer to approximately 4,000
children in this country.

Partnership

In Dr Ling's opinion, children's
palliative care in [reland has devel-
oped primarily because of the part-
nership between statutory and vol-
untary, with the latter providing the
Money.

“In Ireland, there are a few pec
ple who could be deseribed as pi
oneers in PPC," explains Dr Ling
“That's also what has happened i
Europe, where people have verylil
tle money — the principles of pal
liative care are obviously centere
on providing the best possible pal
liative care for children. That in
cludes medical care, nursing care
attention to detail — all of thos
things. These are areas where mor
ey is not necessarily needed. That'
about adapting practice and eduez
tion and that applies, regardless ¢
whether a country is rich or poor. |
all comes back to education and ev
idence to support best practice.”

As an example of a pioneer in PPC
Dr Ling cites Anna Gorchakova, wh
has greatly advanced PPC in Belan:

“She has really pulled and dragged
Belarus to a point where they have a
children’s palliative care service,”
she tells MT. “At the conference,
there were people there from all over
the world, including South Africa.
There is an organisation there called
the International Children’s Pallia-
tive Care Network and they regularly
come upwith a range of innovations
in Africa, where money is so scarce
and so many children are dying from
AIDS, but people like that shine as
beacons of light because of the qual-
ity and level of practise they provide.

“There is obviously always a cost
element but I think it's a combina-
tion of knowing what is hest practice;
having the evidence to support that;
and having a pioneer who has a real
drive and passion for children's pal-
liative care, If you can get that, and
get people to listen to you, that real-
Iv does help to bring about change.”

Duration of care

One of the key differences not-
ed by Dr Ling in children’s pallia-
tive care compared to adult pallia-
tive care is the duration. “The par-
ents become the primary earer for
an unknown duration of time that
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could go on for many months and
years, whereas quite often in adult
palliative care where people are old-
er — we have a lot more experience
caring for people with cancer, for ex-
ample — you might be able to predict
the disease trajectory, whereas in
children’s palliative care, you can't.”

Another aspect that should be not-
ed when comparing child and adult
palliative care is genetics, where
there are cases of parents having
more than one child with the same
condition, she adds.

When comparing adult and child
palliative care, it must be taken into
account that the huge range of life-
limiting conditions means there is
not as much experience caring for
each of those conditions in palliative
care, says Dr Ling, New advances in
technology mean that some children
who would have died at birth may
now live longer and with very com-
plex care needs.

When asked about future as-
pirations for paediatric palliative
care in Ireland, Dr Ling explains
that community services are vast-
ly important because when par-
ents are asked where they would
like to care for their child, the ma-
jority want to be at home. Howev-
er they do require community sup-
port, In the UK, there are children's
nurses working for the community
and over here we do not have that,
she notes, “and very well developed
community services are vital for the
future of the specialty”,

Education

Dr Ling goes on to describe how
there should be many more paediat-
ric palliative care consultants in Ire-
land and ideally wherever there are
children’s units. A strong focus on
staff education is also vital, she ex-
plains.

The third member of the Laura-
Lynn team, palliative care nurse
Ms Claire Quinn, Head of Clini-
cal Education and Research, pre-
sented on the topic: ‘Seeking Ex-
cellence: A Baseline Study of the
Clinical Learning Requirements
of Staff within Laura Lynn, Ire-
land’s First Children’s Hospice'.
Ms Quinn received a standing ova-
tion for her presentation in Rome
and is involved at a national level
in the development of education in
children's palliative care,

“Claire is a really innovative per-
son,” says Dr Ling. “She runs a wide
range of courses here and she also
conducted a needs assessment of

all the staff to establish what they
need and tailored our education pro-
grammes accordingly.”

While Dr Ling acknowledges that
PPC is a small speciality, she knows
too that itis important because of the
huge and positive impact it has on so
many peaple.

“If a person has a child with a life-
limiting condition, it becomes all-
consuming and impacts across eve-
ry strata — school, home and every
other aspect of life,” she says.

“It may be a small specialty but it
has huge knock-on effects.”

Dr Joanne Balfe

‘We ask the medical students to
put themselves in the shoes of a
parent bringing home one of these
children — how they would need to
adapt their homes and their lives
and how this would impact on the
whole family’ — Dr Joanne Balfe
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Dr Julie Ling
Group 1 countries: Andorra, Azerbaijan, Croatia, Kyrgyzstan, Monaco, Montenegro,
Mo known activity San Marino, Serbia, Tajikistan, Turkmenistan, Uzbekistan
Group 2 countries: Bosnia-Herzegovina, Cyprus, Finland, Slovenia

Capacity building

Group Ja countries: Albania, Armenia, Bulgaria, Czech Republic, Denmark, Estonia,
Isolated provision Hungary, Iceland, Israel, Kazakhstan, Latvia, Lithuania, Moldova,
Russia, Slovakia, Sweden

Group 3b countries: Belarus, Georgia, Norway, Peland, Portugal, Turkey
Generalised provision

Group 4a countries: Austria, France, Germany, Greece, Italy, Luxembourg, Malta,
Preliminary Macedonia, Rarmania, Spain, Switzerland, Ukraine
integration

Group 4b countries: Belgium, Ireland, United Kingdom, Netherlands

Generalised integration

Reported levels of paediatric palliative care services across the European region

Lauralynn Children’s Hospice

‘If a person has a child with

a life-limiting condition it
becomes all-consuming and
impacts across every strata —
school, home and every other
aspect of life" — Dr Julie Ling

1
121%)
4(8%])

146
130%)

&111%)

12
[23%)

4 (8%




