Ta whom U may coneern,

Yy name is Melanie Roife, and | wiite o you in regards ta palliativa care services for
atalescents and young adults (AVSs] in Queansiand,

[Ty armary training is in psychology. and { am currently engaged in poslgraduate studias in
ardalescent health and walfare, | have praviously bean employed with the Starlight
Children’s Foundation, providing divarsional therapy to seriously ill and bospitalised children
and adelescants, | am currently working for CanTean as a Member Lialaon Officer, sening,
the psychosacial neads of young pecale living with cancer

CanTeen provides a mixn of psychosocisl, psychoeducational, and recrestions| sclivities 1o
people aged 12 1o 24 who hava cancer themselves, a sibling or 2 parant with cancer, or whao
hava lost a parant or sibfing to cancar. 'Whilst this submission iz aimed 2t maeting the needs
of this age group, | would alsa like o acknowledge the vast under-rasourcing of palliative
care services for children younger than this age range in Queensland,

Through my work with CanTeen | have become aware of Queensiand Kds, and their work
towards & respite centre for families with a terminaily il child, Fummingiing Bouse. Itis my
hepe that the suggestions outlined in this submissian be tsken in to sccpont with the
knowledge that Gueensiond Kids already have @ vast wealth of resources in terms of the
knowledge and dedication of stafl and families whao are willing Lo speak aboul their needs in
sugpering 2 terminally ill child, 1t seems logical that some suggestions cutlined in this
subrmission cobld most afficiently be inplemented through gavernment support of
Aummingsing House, tor the best putcomes of all terminally ill children ans adnlescents in
Ciyeenslapd

kind Regards,

piclanie Reife




The needs of Terminally Ill Adolescents & Young Adults (AYAs) and their
Families

Adolescence is a unique period of physical, emotional, social and psychological
development. Various developmental theories outline this period as one of increased
independence from parents and increased influence of peers, the starting point of career
and romantic relationships, and a time when ‘fitting in’ is paramount. A terminal diagnosis
during this stage has ramifications across the board; parents become full time carers at a
point when the AYA’s peers are enjoying more independence than ever. The physical
environment of a hospital setting and the constraints of iliness prohibit much social contact
with their friends, including opportunities for romantic relationships. The terminally ill AYA
will have a reduced, if not completely negated, prospect for career development. Add to this
the vast difference between the situation a terminally ill AYA finds themselves in, and that
of those around them, and the terminally ill AYA can feel completely isolated from their
peers and family.

Around the world, many terminally ill AYAs are receiving stellar palliative care. The UK has
44 children’s hospices who offer respite and end of life care for young people up to between
18 and 25 years of age. As you are no doubt aware, Queensland does not have any
children’s hospices. Presently the options for families with a terminally ill child under 18 are
that the child pass away in hospital or at home. Over 18s can utilize adult hospice services
where staff have predominantly adult and older adult training and experience. Places in
such facilities are also hard to come by and can still be very isolating for the adolescent who
is away from their peers and normal interactions with younger siblings may be stifled.

With the present lay out of oncology services within Qld Health, adolescents can be treated
in an adult setting from as young as 15; | have heard many AYA oncology patients talk about
the isolation that comes not just from having no one around who is in a similar age range,
but from being around people who have lived their lives and are ready to die. Being a
terminally ill AYA in this setting would mean facing death with others who are at a hugely
different stage of life. Conversely, AYA oncology patients can be treated in a pediatric
hospital up to 18 and occasionally even beyond. This brings with it similar isolation in being
unable to relate to peers, and both settings fail to provide adequate environment for proper
bonding with friends and family, at a stage of life when peer support is increasingly
important. Ideally, adolescents would be treated in a unique adolescent ward (as is the case
in the Royal Children’s Hospital, Melbourne- but that is a topic for a separate inquiry) and
palliative care would be a flow on from that.

At present the other option for terminally ill AYAs is for them to die at home. In some cases
this is not an option, due to rural home locations or specifics of treatment. For those that it
is an option for, it means a huge commitment to care (usually from the parents), frequently
around the clock. This brings with it intense pressure on the carer to learn and commit to
the medical management of symptoms, as well as the financial strain of a parent being
unable to work, and the sleep deprivation that generally accompanies this kind of care.
There is also the emotional strain on the family of having the young person pass away at



home and the ongoing reminders of this time being built in to the family’s future and
connection with that house.

Jenny Hynsen, from the RCH Melbourne, speaks about families’ reflections on an ‘ideal
death’ for their child. The common themes were:

Minimal suffering

The patient was able to ‘live as fully as possible for as long as possible’
Opportunities for friends and family to spend time with the patient in the
lead up ta the death- both in the months before and the time immediately
surrounding the death

That the patient died peacefully and with family around them

That the family were able to spend time with the patient after their death
That the family receive support through the bereavement

That the family can find meaning from the patient’s life and death

The families stated that in order to achieve this, they needed:

Clinical expertise

Knowledge about the illness and treatment
Emotional, psychological, and spiritual support
Practical assistance

Hope

Privacy, comfort, rest, and nourishment

Trust in the service providers

Compassionate care

Through Queensland Kids | was fortunate enough to sit in on a forum where parents spoke
about their experiences with palliative services for their children. Some of the issues they
highlighted were:

Difficulties for siblings, as the hospital is not set up for them to interact with
the ill child

Parent exhaustion from sleep deprivation

Marital difficulties because of stress

The secondary loss of services and relationships with service providers post-
bereavement

Lack of knowledge of ways to prepare for the bereavement

Lack of knowledge around services and funding available

Difficulties of Centrelink paperwork

Lack of respite

Some of these parents were not introduced to the idea of palliative care until the day their
child passed away. They had no support through the hospital to prepare their family
psychologically for the loss of their child and no follow up after. This needs to be addressed.

The benefits of support through this very difficult time go beyond compassion; for the
patient, early referral to palliative care services can actually prolong life(Temel et. Al, 2010).



The care of a terminally ill AYA patient is likely to effect- at the very least- theirimmediate
family. Due to the age of an AYA, this could mean that siblings are affected at the point of
life when they’re likely to be undergoing education and starting employment, and parents
are needing to leave work indefinitely to care for their families. The cost of their experience
goes beyond the lost income and this effect on the economy, to the increased mental health
resources that may be required by all members of the family, if they were to not have
access to appropriate supports through their grief journey. Investment in support services at
this point can reep economic rewards for the community as well as psychological and
emotional rewards for the individual.

The model that has been adopted in many children’s hospices throughout the world
addresses a great deal of these concerns.Bear Cottage, attached to the Royal Chidiren’s
Hospital in Melbourne, is a wonderful local example of this. It is my first suggestion that the
Queenlsand government implements or financially supports the implementation of a
children and adolescent hospice and palliative care facility.

The hospice, following best practice as is outlined in research (see Zwerdling et.al, 2000, for
discussion of StarShine, a pediatric hospice in the US) and following the lead of established
facilities here in Australia, such as Bear Cottage, would provide holistic care of the patient
through management of physical, spiritual and psychological pain, as well as providing
opportunities for socialization with other patients, friends and family. The opportunity for
these families to meet each other will in itself have the therapeutic effect of allowing them
to build connections with others in similar situations to themselves, and showing them that
they are not alone in their journey, a powerful tool at the core of CanTeen'’s peer support
model. Following models which have proven successful overseas, families will also have
opportunities to share their experiences with others in their situation through patient,
sibling, and parent- specific group therapy, and learn coping strategies through
complimentary and expressive therapies. Bear Cottage also has facilities to allow families
opportunities to create keepsakes of their children, such as photographers and fingerprint
jewellery makers, and a beautifully decorated cool room, to allow the family to spend time
with their child posthumously. Even having relevantly trained staff present who can suggest
other ways of remembering their child- though it may seem like a small thing- is hugely
beneficial to the grieving process. Having a centralized palliative care service for children
and AYAs would also allow for specialist knowledge to be most efficiently disseminated to
those who need it, This would include medical and psychological expertise, as well as
workers who could help families navigate other services such as Centrelink and disability
services to minimize familial costs and stress through this period.

The hospice could also be the base for community pediatric and AYA palliative care workers,
who provide care in the home for those choosing this option. Having these workers linked
with the hospice provides continuity of care, as families often utilize a combination of home
and hospice care where that is an option. The hospice would also be the base of angoing
support for families post-bereavement, and offer psycho-social services to patients, siblings
and parents throughout the palliation and bereavement. The continuation of services is
important to avoid families being re-traumatised by the loss not only of their child, but of
the service providers who have been there for them throughout their journey.



A review of the point of referral to palliative care services is also fundamental to the
functionality of a pediatric and AYA hospice. At present, where there is nowhere in
particular to refer young patients to, the stage at which a patient is deemed terminal may
not have many practical ramifications (though the psychological effects of a less than
desirable period of time to prepare for bereavement can be huge), and may therefore be
being overlooked. Palliative care services can in fact be integrated with disease focused
care, and is not just for the end stages of life. It's important to stress to families that
transitioning to palliative care does not mean that they are giving up hope, and research has
shown that early referral to palliative care services decreases depression and symptoms in
the patient, as well as increasing their guality of life and can mean that they liveupto a
couple of months longer (Temel et. Al, 2010). Training in the medical and nursing fields
typically fails to prepare practitioners for these decisions and conversations, a fact that as a
government you are in an excellent position to change, through requirements of registration
boards or employment within Queensland Health.

In summary;

¢ Adolescents and Young Adults with a terminal diagnosis are in a unique position due
to their developmental stage requirements and their ability to comprehend the
future they will miss. They require specific medical, psychological and social supports
to ensure they get as much out of their years as possible.
¢ Queensland is completely lacking in hospice and respite care for both pediatric and
AYA patients.
e The following would improve services for terminally ill young Queenslanders and
their families:
=  The provision of a respite and hospice centre, which would house
young people and their families for respite visits and end of life care,
as well as provide psycho-educational, psycho-social, and spiritual
supports specific to the age and needs of the patient and their family
* The provision of staff to help families navigate the various services
they are eligible for, such as Centrelink payments and disability
support services
= Ongoing support post-bereavement for both parents and siblings of
the patient
= Community-based palliative care workers to support young patients in
the home
= Training of medical professionals about the advantages of early
referral to palliative care and in the tactful delivery of these
conversations

The delivery of these suggestions does not require scientific or medical breakthrough; the
resources are already at hand, and the question of how to distribute them is primarily a
political one.Young families of Queensland need a place to help them through what will
likely be the most difficult time of their lives, in order to ensure they are able to continue on
to again lead fulfilling lives. The longer we leave improvements in the area of AYA palliative
care, the more families will miss the boat for quality end-of-life care and optimal wellbeing
post-bereavement. This is not an area that can afford to be put on hold.



References

Temel, J.S., Greer, J.A., Muzikansky, A., Gallagher, E.R., Admane, S., Jacksen, V.A., Dahlin,
C.M., Blinderman, C.D., Jacobsen, J., Pirl, W.F., Billings, J.A., Lynch, T.J. (2010). Early Palliative
Care for Patients with Metastatic Non-Small-Cell Lung Cancer. The New England Journal of
Medicine, 363; 733-42.

Zwerdling, T., Davies, S., Lazar, L., Crawford, B., Tucvker, L., Boughner, & A., Richter-Beck, L.
(2000}. Unique aspects of caring for dying children and their fmailies, American Journal of
Hospice and Palliative Medicine, from http://ajh.sagepub.com/content/17/5/305






