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Executive summary
Dementia is usually only associated with the elderly. Tragically, hundreds of thousands of children
across the world suffer from dementia. It’s caused by more than 100 life-limiting neurodegenerative
disorders, many of which are not yet understood. A baby is born every 2 days in Australia with a
childhood dementia disorder from which they will die, most likely before their 18th birthday1. Children
with dementia live with chronic, increasingly severe symptoms as well as progressive intellectual and
physical disabilities, until they die prematurely. Childhood dementia causes 91 deaths in Australia every
year. This is a similar number to deaths from childhood cancer for patients aged 0-14 years2.

Yet most health professionals are unaware of childhood dementia. Correspondingly, finding care and
support is extremely difficult for families. Additionally, research is scant and there are no cures or
treatments.

Childhood Dementia Initiative (CDI) was formed in 2020 to transform this situation. Listening to
families is at the heart of CDI’s approach. In late 2023, CDI conducted a series of roundtable
discussions and interviews and a short follow up survey with parents and caregivers about their
experiences with health systems in New South Wales (NSW).

Key Findings
From this research, 2 key issues were identified: a severe lack of knowledge and understanding,
and chronic absence of expert care. These key issues have resulted in the following impacts for
families:

● increased parental burden
● disempowerment of families
● risk to children’s safety
● neglect and inequity of care

This report is intended to be used as input into further consultation and exploration by NSW Health
and other bodies to improve systems of care in NSW and ultimately deliver greater outcomes for
children with dementia and their families.
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Background
This report explores family experiences of the health system for children with dementia in New South
Wales, Australia. Through their voices, Childhood Dementia Initiative seeks to communicate how
families interact with the health systems in NSW, and to provide a basis for future improvements.

Childhood dementia is uniquely devastating and severely under-recognised. The condition is unknown
to most people, including health professionals. As such, there are tremendous unmet needs in
treatment, research and psychosocial support.

A baby is born every 2 days in Australia with a childhood dementia disorder from which they will die.
50% of these children will die before their 10th birthday and 70% of them before they reach
adulthood1. Nearly 100 will die every year. This is about the same number of children who will die from
childhood cancer (ages 0-14)2.

Childhood Dementia Initiative commends NSW Health for requesting this report and its commitment
to addressing the needs of families enduring this disease. NSW Health is undertaking further
qualitative research in this area with a broader stakeholder group. Once complete, these results, in
combination with this report, will form a comprehensive foundation for action.

About childhood dementia
Childhood dementia is caused by 100+ neurodegenerative genetic disorders. These conditions have
recently been grouped to define this unique and under-recognised cohort. All childhood dementia
disorders are life-limiting and there are no cures.
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The specific attributes of childhood dementia and the lack of a coordinated approach means the
children with dementia face a uniquely devastating situation in the Australian health system.

● There are no cures for childhood
dementia and it is life-limiting for all
affected children.

● Children experience chronic, increasingly
severe symptoms and their intellectual
and physical disabilities progress until
they die prematurely. Children suffer
from confusion, distress, unhappiness,
and pain. The complex childhood
dementia disorders can also cause
seizures, loss of vision and hearing, and
problems with bones, joints and
cardiovascular, respiratory, or digestive
systems.

● Due to the lack of awareness of the
disease, disability, health and education systems don’t cater for the unique needs of children
with dementia. This results in heightened carer responsibilities for families. The psychosocial
challenges they face are broad, encompassing physical, economic, social, emotional and
psychological implications4.

● Children with dementia are often excluded from essential services due to their dementia
symptoms.

● The challenges facing children with dementia are not currently addressed by any national
dementia policies globally.

● There is, and has always been, a complete inequity and underinvestment in research. This has
resulted in no notable improvement in survivorship for children with dementia5.

● Childhood dementia disorders are individually rare. Families report struggling to get
diagnoses3 4, and can subsequently go on to have more than one child without knowing about
their genetic risk.

The challenges described by families in this report accumulate and are exponential when there are
multiple children with dementia in a family. Given the genetic nature of childhood dementia, this is not
uncommon.

Education for health professionals about childhood dementia is urgently required, as is a commitment
to clinical trials and psychosocial support. Until then, children will continue to die and families will
continue to experience the ordeals outlined in this report.
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Childhood Dementia Initiative
Childhood Dementia Initiative is driving world-first action for every child with dementia,
bringing all the genetic conditions that cause dementia in childhood together under a single
umbrella.

Childhood Dementia Initiative works to
ensure that Australian children and their
families can access the treatments and
support they need. This will change the
lives of thousands of Australians now as
well as the lives of future generations.
Childhood Dementia Initiative’s work is
informed by the Framework for
Childhood Dementia Systems Change
and underpinned by the key principles of
evidence, people and co-design. The
framework aligns with the National
Strategic Action Plan for Rare Diseases
which recognises the need for research
into rare diseases to be collaborative,
person-centred and systematically
address gaps.

Established in 2020, Childhood Dementia
Initiative drives vital change by:

● Building evidence that is validated by families, experts and empirical data.
● Building networks. We bring cross-disciplinary experts together to enable change. This

includes families, researchers, health professionals and service providers, and policymakers.
● Enabling partnerships, collaborations and co-design. This ensures sustainable, effective

solutions are implemented.
● Advocating for enablers. This includes investment, policy and practice changes, as well as

greater awareness. Shifts in funding, policy and awareness are already having an impact.

Methodology
This report summarises key insights that emerged during a series of roundtable discussions and
interviews facilitated by Childhood Dementia Initiative at the request of NSW Health in late 2023.
Twelve parents and primary caregivers of children with dementia participated in this consultation. For
more information on the methodology, see Appendix 1.
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Key Issues
Two key issues emerged from the discussions.

Severe lack of knowledge and understanding across health
systems
The lack of awareness and knowledge of childhood dementia means that:

● Parents find it extremely difficult to find and use relevant, reliable information.
● Almost every health professional they encounter is unfamiliar with the disease and how it

should be managed.

Chronic absence of expert care and services
At a systemic level, where there are services, there are no care pathways or integration of services.
Additionally, parents report ‘cobbling together’ care teams across disciplines, geographies and the
public/private systems.

These issues result in the following impacts on families:

● Increased parental burden - In the absence of expert teams and defined care pathways,
parents act as researchers, care coordinators, advocates and project managers, further
increasing their stress. This burden is exacerbated for parents with multiple children with
dementia.

● Disempowerment of families - Parents report that the knowledge they have of their child's
condition is frequently dismissed and/or disrespected by health professionals, that they feel
disconnected from and unsupported by health professionals, and information is not made
readily available to them.

● Neglect and inequity of care - The level of care a child receives is dependent on their
family's geographic and socioeconomic circumstances, and whether they are treated in a
paediatric, specialist adolescent or an adult setting or access care in the private and/or public
system. The gaps in care as well as neglect and isolation reported by families are concerning.
When compared to other chronic paediatric conditions, they demonstrate significant inequity.

● Risk to children’s safety -When their child is being cared for by a health professional
unfamiliar with childhood dementia or their child’s specific condition, parents worry about risks
to the child's safety if they are not physically present and available to manage their care.

Each of these impacts are accumulative and inter-related. They are not isolated impacts and all
participants in this study reported experiences in each impact area.
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Impacts on families
There is a severe lack of knowledge and understanding across health systems and a chronic
absence of expert care. Families who care for a child (or children) with dementia reported the
following resulting impacts:.

Increased parental burden
In the absence of expert teams and defined care pathways, parents act as care coordinators,
advocates and project managers, further increasing stress and burden.

This study has found that parents are leading the investigation into their child’s dementia
condition, searching for answers with multiple healthcare professionals in different healthcare
settings, and over prolonged timelines. More than 50% of families consulted reported attending
over 15 appointments with different healthcare practitioners before receiving an accurate
diagnosis and 30% reported the diagnosis process took more than 5 years.

Parents reported being left to coordinate their children’s healthcare at all stages of their
conditions. This included needing to source clinicians and care, managing communication between
different specialties of care, managing medication and performing daily care. They also carry a
significant mental load, feeling they are solely responsible for getting their children and family all they
require. The burden of care falls predominantly on one parent.
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Parents need to be relentless advocates for their children to receive the care required. They
felt that they carried the sole responsibility of coordinating care for their child within a complex web of
clinical disciplines.
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In addition to coordinating the care for their children, responsibility for seeking clinical trials
for children’s dementia conditions and communicating this information with healthcare
professionals falls to parents. Participating in clinical trials is the only chance for families to access
treatment that can alter their child’s prognosis, as there are currently no curative treatments for
childhood dementia conditions. In some instances, families reported needing to travel over state and
territory borders to access clinical trials; this travel resulted in significant impacts on the family unit.

There is an absence of care coordination, despite children being diagnosed with conditions
that are genetic, progressive and life-limiting. Families whose children live long enough to
transition from paediatric to adult services reported additional challenges.
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There is insufficient collaboration and communication between clinicians, and families
experience additional challenges within health system hierarchies. Some parents shared that they
became the decision-makers for their children's care because of the health system's siloed nature.
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Parents called for care coordination implemented by multidisciplinary teams and better
coordination between intersecting systems, including the NDIS.

Disempowerment of families

Parents report that the knowledge they have of their children's conditions is frequently dismissed
and/or disrespected by health professionals, that they are disconnected from and unsupported by
health professionals, and information is not made readily available to them.

Parents shared examples of good practice, and nearly all parents had an example of individual
health professionals who had provided excellent care for their children. However, these
individuals were almost always stumbled upon by chance. Overall, parents reported a number of
challenges in their long-term experience of the health system.

Specific instances of poor, and at times offensive, communication with individual health
professionals were shared. These experiences increased stress and left parents feeling disrespected
and disempowered.
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Parents need to work in partnership with health professionals. Despite shouldering the burden of
care and becoming disease experts themselves, parents reported being unable to ask
questions or challenge decisions. They felt unable to make choices around preferred treating
clinicians and that they had to ‘keep doctors happy’ in order to get the care their children needed.
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Moreover, as well as describing challenges of feeling unsupported and misunderstood themselves,
parents reported a lack of continuity and connection between health professionals and their
children.
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Receiving a diagnosis is a life-changing event for both children with dementia and their families.
Seeking and receiving a diagnosis is confusing and fraught, and often exacerbated by delays
and inadequate information and communication.
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Sufficient information about their children’s diagnosis, dementia condition and prognosis is
not provided to families.

Neglect and inequity of care

Family insights indicate that the level of care a child receives is dependent on their family's geographic
and socioeconomic circumstances, and whether they are treated in a paediatric, specialist adolescent
or an adult setting, and whether they access care in the private and/or public system. The gaps in care
as well as neglect and isolation reported by families are concerning. When compared to other chronic
paediatric conditions, they demonstrate significant inequity.

Adequate psychological support is not provided to either parents or children at critical events,
such as receiving a diagnosis.

There was a notable lack of counselling and psychological support offered to families during the
diagnosis process. All participants in this study reported there was no counsellor or
psychologist present when their children’s diagnosis was delivered. None of the participants
reported being offered counselling or psychological support during any follow-up care.
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Experiences of palliative care and end-of-life care are varied and inconsistent. Some children
are ineligible for provision of palliative care due to their dementia condition and there are gaps in the
services available.
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Parents reported inequitable access to care across different healthcare settings. Access to
suitable care depends on their age (whether they are eligible for paediatric, young adult or adult
services) and the specific services available in their geographic location. Amajor factor in whether
they can access care is their parent’s ability to educate health professionals, coordinate care
and advocate for their child’s needs.
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Families are not always able to access care that is required in their local areas, this includes but
is not limited to, regional and rural areas. 25% of participants reported crossing state/territory
borders in order to access care and support for their child, including clinical trials.

Childhood Dementia: Family experiences of health systems in New South Wales 20



Follow-up care is inconsistent. This includes access to cascade genetic testing for siblings, referral
to post-diagnostic care, palliative and end-of-life care, and access to clinical trials.
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Risk to children’s safety

When their child is being cared for by a health professional unfamiliar with childhood dementia or
without deep knowledge on their child's specific condition, parents worry about risks to their child's
safety especially if they can not be physically present and available to manage their care.
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Parents are responsible for complex medication management, including communication of dose
changes and care team compliance. They felt they were not provided with adequate information or
support on this.
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Appendix 1 - Methodology

Overview
The study was undertaken in two steps: the first an online interview or face-to-face roundtable session,
this was followed up with an online survey to all participants.

Study Participants
All study participants were recruited from the Childhood Dementia Initiative Family Advocates
Program. They were parents of a child or children with a rare genetic condition that causes childhood
dementia. Representation included:

● Different diagnoses of conditions that cause childhood dementia.

● Residing in different locations across New South Wales and the Australian Capital Territory in
Australia, including metro, regional and rural settings.

● Bereaved families

● Families with more than one child with childhood dementia

● Primary carers (mothers and fathers)

● 12 participants (11 families represented)

Questions and topics from roundtable sessions and
interviews
Question areas

● What are some of the challenges you and your child experience with health systems in NSW? 

● What are some of the things that have worked well for you and your child in health systems in
NSW?

● What improvement would make the biggest impact for you and your child?

Topics explored
● seeking diagnosis

● receiving a diagnosis

● post-diagnostic support and services

● palliative care

● intersecting systems including disability, education, housing, social services.

● transitions in care
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Follow up survey questions

1. Please indicate the different health care practitioners you spoke to when seeking a diagnosis for
your child/children?

General practitioner
Paediatrician
Speech therapist
Occupational therapist
Neurologist
Genetic counsellor
Geneticist
Social worker
Psychologist
Psychiatrist
Early childhood nurse
Other (please specify)

2. How many appointments with health care professionals did you attend in seeking a diagnosis?

1 - 2 appointments
3 - 5 appointments
5 - 10 appointments
1 - 15 appointments
greater than 15 appointments
Other (please specify)

3. In what year did you receive your child/children's diagnosis?

4. How old was your child/children when they were diagnosed?

5. Please indicate the different health care practitioners who were present when you received the
diagnosis for your child/children:

General practitioner
Paediatrician
Speech therapist
Occupational therapist
Neurologist
Genetic counsellor
Geneticist
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Social worker
Psychologist
Psychiatrist
Early childhood nurse
Palliative care specialist
Counsellor
Other (please specify)

6. How long did it take for you to receive a diagnosis for your child/ren?
1 - 3 months
3 - 6 months
6 - 12 months
1 - 2 years
2 - 3 years
3 - 5 years
more than five years

7. Please indicate the different health care practitioners you speak to since your child/children's
diagnosis:

General practitioner
Paediatrician
Speech therapist
Occupational therapist
Neurologist
Metabolic
Genetic counsellor
Geneticist
Social worker
Psychologist
Psychiatrist
Early childhood nurse
Palliative care specialist
Counsellor
Ophthalmology

Other (please specify)
None of the above
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8. Which specialty has your child/children been referred to as their clinical lead?

9. Do you cross state/territory borders to access care and support for your child/children,
including clinical trials? If yes, please specify which states and territories you travel to to
access care and support, including clinical trials.

10. What are some of the greatest challenges you and your child experience with health systems
in NSW?

11. What are the most significant things that have worked well for you and your child in health
systems in NSW?

12. What improvement would make the biggest impact for you and your child?

13. Is there anything else you would like to add?

14. Please describe your connection to childhood dementia
mother of child/children with dementia
father of child/children with dementia
carer/guardian of child/children with dementia
Other (please specify)
none of the above

15. Are you a bereaved family member?

16. How would you describe where you live?
Metropolitan
Regional
Rural
RemoteOther (please specify)
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