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About Families Australia

Families Australia is a national, peak, not-for-profit organisation that strives to improve the
wellbeing of Australian families, especially those who experience the greatest vulnerability and
marginalisation. Families Australia does this by providing policy advice to, and working with, the
Australian Government and Parliament on behalf of more than 800 member organisations
around Australia.

Since 2007, Families Australia has coordinated the National Coalition on Child Safety and
Wellbeing, a consortium of over 230 major non-government community service organisations
and prominent researchers from across Australia who work closely with the Commonwealth,
State and Territory Governments to implement the National Framework for Protecting
Australia’s Children 2009-2020 and its successor plan.
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THINK HEALTH? THINK FAMILY.
WHAT WE HAVE LEARNED FROM THE COVID-19
PANDEMIC

Summary

Introduction
This report sets out the main themes from an online policy forum co-hosted with the Research School of
Population Health (RSPH) at the Australian National University (ANU) in Canberra on 22 June 2021. It was the
10th policy forum convened by Families Australia since 2015 as part of its Building Stronger Australian
Families (BSAF) policy forum series. Further information about this policy series is available on the Families
Australia website.

Families Australia began the BSAF policy forum series in 2015 as part of its mission to represent the interests
of families and children, especially those experiencing the greatest vulnerability and marginalisation. The
BSAF forums aim to assist both DSS and Families Australia to explore contemporary challenges facing families
in Australia and to help chart new ways of responding to them.

All policy forums are chaired by Families Australia. Most forums that are recorded and posted on the Families
Australia website. Families Australia works closely with DSS to ensure invitations to attend the forums are
extended to representatives of other Commonwealth agencies, the ACT Government, non-government
organisations and the research sector.

In this policy forum, a panel of four speakers addressed a range of issues relevant to families and the
concept of health work, including the impact of the COVID-19 pandemic:

1. Professor Lyndall Strazdins, Director of the RSPH at the ANU and Clinical Psychologist. Professor
Strazdins gave an overview of research on the role of families in health care and health outcomes.

2. Professor Emily Lancsar, Head of the Department of Health Services Research and Policy and
Associate Dean (Policy and Practice) in the College of Health and Medicine at the ANU.

3. Professor Emeritus Cathy Banwell who specialises in the socio-cultural contexts of population
weight gain and the nutrition transition in Australia and Asia, trends in culinary practices, and
socially embedded health risks.

4. Dr Christine Heyes LaBond, a Research Fellow and socio-cultural anthropologist, RSPH ANU.

Approximately 70 people registered for the forum representing a range of Australian Government agencies,
research and academic institutions and non-government organisations.

A video recording of the forum is available here. A background paper that was circulated with the forum
invitation can be found here. A copy of all presentation slides is at Attachment A.
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https://mcusercontent.com/61efdfe9e3c03ed2d6188fdb1/files/746b4c7e-97de-9af3-e013-8676171765d2/Professor_Emily_Lancsar.pdf
https://mcusercontent.com/61efdfe9e3c03ed2d6188fdb1/files/afd9bef9-13b4-9054-3bcd-3ecd8c11c568/Professor_Emeritus_Cath_Banwell_Bio.pdf
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Summary of main presentations and policy implications

Summary
Professor Strazdins introduced the concept of ‘health work’ in her opening presentation titled Health
Work — What Families Do.

Professor Strazdins outlined a number of key points in her opening remarks, including:

e Health work can be defined as the effort, time and actions taken to protect and support
health and wellbeing in families.

e Family wellbeing is integral to the way we think about health.

e The care and domestic work families undertake is well known. Despite the significant research
that demonstrates the profound impact family decisions and actions have on health and
health outcomes, health work is not sufficiently acknowledged.

e The pandemic has highlighted the critical role families play in health. Families have been the
‘mainstay’ of protecting the community by safeguarding health within the family and through that,
health outside the family, transmitting hygiene messages, and supporting one another.

e Technical conceptualisations that map the health system as a series of formal elements exclude
families however, the pandemic has demonstrated the integral role families play in health systems.

Professor Strazdins outlined some key examples demonstrating the critical influence of families to
members’ health and wellbeing. She cited work by Gross et al. (2002)* that discusses the role of families
in limiting health costs and the importance of family-centred approaches in health care. Five key areas
were emphasised in this work - families promote health and reduce risk of illness; supporting families can
help prevent disease onset; families influence health care and treatment decisions; families with acutely
ill members are highly susceptible to stress, and families are key players in care and recovery.

‘....Taken together, research findings show families are key sources of support
that can prevent and combat poor health. Without attention to family
concerns, many patients may not recover as quickly, and they run the risk of
recycling back into the health care system. If policies and practices provide
appropriate services and support, families may take on considerable
additional responsibilities that help contain costs.” (Page 2)

Professor Strazdins noted the value of the care and caregiving of families is well understood. She cited a
study by Reinhard et al. (2015)? that found in 2013, approximately 40 million family caregivers in the
United States provided an estimated 37 billion hours of care to an adult with limitations in daily activities.
The estimated economic value of their unpaid contributions was approximately US$470 billion in 2013.
The authors provided some context to this value, including that it exceeded spending on Medicaid and
equated to $1500 for every person in the US. Despite the enormous value of families’ contributions to
health budgets, Professor Strazdins argued it is not costed and often not recognised.

Further studies were cited to show:

e the impact of multiple family characteristics on health outcomes with the strength of family
relationships and the quality of family life influencing outcomes across a range of chronic health
conditions in both children and adults as well as child development (Garcia-Huidobro and
Mendenhall 2015)3.

1 Gross, B., Johnson, C., Bogenschneider, K., & Friese, B. (2002, November). Families are key to curbing health
care costs. Family Matters: A Family Impact Seminar Newsletter for Wisconsin Policymakers, 2(3).

2 Reinhard, S. C., Friss Feinberg L., Choula, R. and Houser, A. (2015). Valuing the Invaluable: 2015 Update.
Undeniable Progress, but Big Gaps Remain. AARP Public Policy Institute.

3 Garcia-Huidobro, D. and Mendenhall, T. (2015) Family Oriented Care: Opportunities for Health Promotion and
Disease Prevention. ) Fam Med Dis Prev 1:009
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https://mcusercontent.com/61efdfe9e3c03ed2d6188fdb1/files/31cc17ec-f2c3-e23a-9a0d-d8d82da6b132/Abstract_Health_Work_What_Families_Do.01.pdf
https://www.purdue.edu/hhs/hdfs/fii/wp-content/uploads/2015/06/fia_nlarticle_v2i3.pdf
https://www.aarp.org/content/dam/aarp/ppi/2015/valuing-the-invaluable-2015-update-new.pdf
https://clinmedjournals.org/articles/jfmdp/journal-of-family-medicine-and-disease-prevention-jfmdp-1-009.pdf
https://clinmedjournals.org/articles/jfmdp/journal-of-family-medicine-and-disease-prevention-jfmdp-1-009.pdf

e the positive association between frequency of family meals and the nutritional value of those
meals (Neumarck Sztainer et al. 2003).*

e higher levels of physical activity in children are associated with: parents who are physically active
(Moore et al. 1991)°; providing access to opportunities both physical and financial (Pyper et al.
2016)° and having siblings (Kracht and Sisson 2018)’.

e social support is the single most important health protective factor for mental health and recovery
from physical illness (Taylor et al 2011)® yet it is not paid nor visible in health system design.

e insubjects injected with a common cold virus, the rate of infection was lower in those with more
diverse social networks and supports (Cohen et al. 1997)°.

e family-centred interventions resulted in improvements in readmission rates, emergency
department presentations and anxiety levels in adults living with chronic conditions (Deek et al.
2015)*.

e having no family members to rely on or confide in is associated with a two to threefold increase in
risk of a major depressive disorder (Werner-Seidler et al. 2017)*.

e while the range of activities carers undertake to support a care receiver with a mental illness are
broad, around 68% of time is spent on efforts and work and behaviours that directly support,
ameliorate and regulate mental health of the recipient and this is not recognised (Hielscher et al.
2019)*.

e itis not easy work for families. Mothers (women) shoulder the bulk of household duties including
family food provisioning along with caring, despite increasing participation in the workforce. Time
scarcity is common and associated with stress and guilt in not meeting the health needs of children
despite the time and effort they invest (Mehta et al. 2017)*3.

Professor Strazdins concluded her presentation with a number of policy considerations to support families
in delivering health work. These are summarised in the Discussion Section of this report.

Professor Emeritus Cathy Banwell co-presented with Dr Christine Heyes LaBond on Family is the Fallback:
the health work of families in the COVID-19 pandemic. This presentation examined the outcomes of a

4 Neumark Sztainer, D., Hannan, P.J., Story, M., Croll, J., Perry, C. (2003). Family meal patterns: Associations
with sociodemographic characteristics and improved dietary intake among adolescents. Journal of the
American Dietetic Association - J AMER DIET ASSN. 103. 317-322. 10.1016/50002-8223(02)00084-6.

5 Moore, L., Lombardi, D., White, M.S., Campbell, J., Oliveria, S., Ellison, R. (1991). Influence of parents' physical
activity levels of young children. The Journal of pediatrics. 118. 215-9. 10.1016/50022-3476(05)80485-8.

6 Pyper, E., Harrington, D. & Manson, H. The impact of different types of parental support behaviours on child
physical activity, healthy eating, and screen time: a cross-sectional study. BMC Public Health 16, 568 (2016).
https://doi.org/10.1186/s12889-016-3245-0

7 Kracht, C.L., Sisson, S. B., Guseman, E.H., Hubbs-Tait, L., Arnold, S.H., Graef, J., Knehans, A. Difference in
Objectively Measured Physical Activity and Obesity in Children With and Without Siblings. Pediatr Exerc Sci.
2019 Aug 1;31(3):348-355. doi: 10.1123/pes.2018-0184. PMID: 30646816.

8 Taylor, S. E. 2011. “Social Support: A Review.” Pp. 189-214 in The Handbook of Health Psychology, edited by
M.S. Friedman. New York, NY: Oxford University Press.

% Cohen, S., Doyle, W. J., Skoner, D. P., Rabin, B. S., Gwaltney, J. M. Social Ties and Susceptibility to the Common
Cold. JAMA. 1997;277(24):1940-1944. doi:10.1001/jama.1997.03540480040036

10 peek, H., Hamilton, S., Brown, N., Inglis, S., Digiacomo, M., Newton, P., Noureddine, S., Macdonald, P. &
Davidson, P. (2016). Family-centred approaches to healthcare interventions in chronic diseases in adults: A
quantitative systematic review. Journal of Advanced Nursing. 72. n/a-n/a. 10.1111/jan.12885.

11 Werner-Seidler, A., Afzali, M. H., Chapman, C., Sunderland, M. & Slade, T. The relationship between social
support networks and depression in the 2007 National Survey of Mental Health and Well-being. Soc Psychiatry
Psychiatr Epidemiol. 2017 Dec;52(12):1463-1473. doi: 10.1007/s00127-017-1440-7. Epub 2017 Sep 9. PMID:
28889230.

12 Hjelscher, E., Diminic, S., Kealton, J., Harris, M., Lee, Y. & Whiteford, H. (2019). Hours of Care and Caring
Tasks Performed by Australian Carers of Adults with Mental lliness: Results from an Online Survey. Community
Mental Health Journal. 55. 10.1007/s10597-018-0244-x.

13 Mehta, K., Booth, S., Coveny, J. & Strazdins, L. (2019). Feeding the Australian family: Challenges for mothers,
nutrition, and equity. Health Promotion International, pii: daz061. doi:10.1093/heapro/daz061
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study conducted by the presenters and others at NCEPH at the ANU for the Australian Mental Health
Commission - Digging Deeper: Exploring the effects of the Coronavirus (COVID-19) on social connectedness
and mental health (unpublished).

The presenters discussed the multiple and varied ways families have supported one another through the
pandemic and proposed arguments that, under the particular social and economic pressures that have
arisen, people have fallen back on their families to safeguard the health of their members.

Professor Banwell spoke of the dearth of studies on the topic of health work in families. She described
health work as a highly gendered concept with various research suggesting that, in families, this work is
done mostly by women for children. In this context, she defined health work as unpaid work done by
family members, usually mothers and carers, to safeguard the health of family members.

Professor Banwell referred to other research specific to the work families do interacting with
institutionalised health care systems and advocating for family members. She stated this advocacy often
arises due to the biomedical model of health being at odds with family members’ lay knowledge of health
and /or their deeper understanding of their family members’ health histories.

While the definition of family was described as ‘contested’, Professor Banwell referred to the definition
cited by Weiss-Laxer et al. (2020)%** —

“Two or more persons related by blood, adoption, marriage or choice and whose
relationship is characterized by at least one of the following: social and/or legal rights
and obligations; affective and emotional ties; and endurance or intended endurance
of relationship.”

She argued that, in the Australian context, families tend to self-define due to the significant diversity that
exists. She noted however, that in terms of government payments and supports, families are most often
defined in terms of supporting children.

Professor Banwell spoke to the four interconnected ways identified by Weiss-Laxer et al. (2020) that
families contribute to health for individuals and communities — context, care, continuity and connection —
and argued these broader elements have been somewhat ignored in public health and health policy that
tend to be individual focussed, particularly in terms of data collection and when examining interactions
with the health system. She stated that, while most studies look at the everyday work of families in caring
for a member who is unusually sick, the study conducted for the Mental Health Commission and
discussed in this presentation, analysed the scope and extent of health work in a period of unusual stress
and disruption caused by the pandemic.

The study comprised 100 qualitative in-depth interviews targeting people who were considered to be
vulnerable to the mental health impacts of the lock down - parents with young children, survivors of
domestic violence and coercive control, people isolated by social and health issues, small business people,
guarantine residents and young people. Quarantine and survivors of domestic violence were selected via
Facebook and came from across Australia while other cohorts were primarily located in Victoria given that
it was most impacted by lock down. The majority of participants in the study were women.

Interviews focussed on social connectedness and mental health. Although not specifically asking about
families, Professor Banwell reported that families were at the forefront in interviews. Findings
demonstrated the way in which families negotiated contradictory forces between having to disconnect
from friends and community to protect their physical health while finding alternative ways to keep social
connections alive, so as to maintain families’ mental health. These competing forces demanded that these

14 Weiss-Laxer, N.S., Crandal,| A., Hughes, M.E. and Riley, A.W. (2020) Families as a Cornerstone in 21st Century
Public Health: Recommendations for Research, Education, Policy, and Practice. Front. Public Health 8:503. doi:
10.3389/fpubh.2020.00503
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health workers, mainly women, undertook a wide variety of tasks spanning physical, emotional and social
aspects of health work.

Dr Heyes LaBond presented a case study to highlight the interconnected, dynamic and complex nature of
health work (predominantly) women undertook during the pandemic, to protect the health of their family
members —elderly parents, children and partners. These activities included:

e Implementing and safeguarding infection control procedures.

e Ensuring regular access to phone contact with friends and family members.

e Staying home and giving up social and volunteering activities.

e Staying overnight in residential care with an elderly parent to protect their health.

e Keeping children at home and home schooling while also juggling paid work.

e Protecting their own health and mental health, including taking medications to boost the immune
system.

e Trying to maintain physical and emotional health for themselves and for family members while
restrictions were in place, particularly for children.

The creative ways in which health work was undertaken, due to COVID restrictions, was also discussed.
For example, some women reported connecting with telehealth services to maintain their own
psychological and emotional health in order to support the health needs of family members. It was noted,
however, that many indicated telehealth was less satisfying than a face-to-face consultation.

The study also highlighted that family is ‘not always the panacea for the world’s problems’ and not always
a reliable source of help and support. Under additional pressure due to COVID lockdown, some
relationships broke down and couples separated. For some participants whose emotional and physical
health was already damaged by a violent or coercive relationship, their health deteriorated further. In
contrast, some women with lived experience of violent or coercive partners felt safer because of the
travel restrictions.

In closing, Dr Heyes LaBond stated COVID had provided additional points of contention for families. It
appeared from this study that men were more likely to dismiss the need for COVID protection while
women were more likely to follow health advice. In addition, stresses related to the care of children were
exacerbated by COVID related delays to Family Court proceedings and the separation of parents from
extended family supports. Feelings of vulnerability for some women increased during COVID due to
separation from family supports.

Professor Banwell provided the closing remarks for the presentation. She stated that, as observed by
other academics drawing and on a social-ecological model of public health, most public health data
collection and interventions are targeted at the individual level. This approach to data collection in health
systems is transmitted into health policy leading to ‘families’ being somewhat ignored. A contributory
factor is the highly gendered nature of health work- both paid and unpaid - with the heaviest load falling
on women.

Professor Banwell argued that this concept of health work is part of a larger category of family care work
that is unpaid and largely unrecognised. She stated the findings of the study concur with other studies
and reports highlighting the increased burden on women arising from the pandemic, including the report
by Wood et al. for the Grattan Institute —-Women’s work: the impact of the COVID crisis on Australian
women (2021)%. Key findings in this report included:

e Remote learning and the loss of formal and informal childcare and household support services led
to a big rise in unpaid work during the lockdowns. This unpaid work was disproportionately borne
by women, and many found it impossible to juggle with their existing paid work commitments.

15 Wood, D., Griffiths, K., and Crowley, T. (2021). Women’s work: The impact of the COVID crisis on Australian
women. Grattan Institute. ISBN: 978-0-6488962-9-6



http://grattan.edu.au/wp-content/uploads/2021/03/Womens-work-Grattan-Institute-report.pdf
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o Unpaid work increased for both women and men — but especially for women, with women
doing an extra hour each day more than men, on top of their existing load.

e Mothers in couples, and single parents (80 per cent of whom are women), were more likely to
leave the labour force than other groups.

e Women of childbearing age gave up study in record numbers.

e Forsingle parents (predominantly women), paid hours remain substantially below pre-pandemic
levels.

e The economic effects of time out of the workforce are magnified for women, especially mothers.

e More direct support from the Government’s economic recovery package flowed to the male-
dominated construction and energy sectors than to all other sectors combined. While some state
governments delivered much-needed support for the female-dominated services sectors, it wasn’t
enough to redress the imbalance.

Professor Banwell also referenced an article by Dr Helen McArdle, Chair of the Australian Medical
Association Equity Inclusion and Diversity Committee that corroborated the disproportionate, negative
impact of the pandemic on women. Key points were:

Within the health care sector, nearly four in five health care workers in the front
line tasked with managing the pandemic were women, increasing their exposure
and potentially their family members to the virus.

As pandemic-related work responsibilities increased, women were more likely to
manage increased childcare and schooling obligations, coupled with
disproportionate household responsibilities, even among dual earning couples.

COVID-19 has not only exposed the comparative circumstances of women but has
exacerbated the gender gap. Having been re-engaged in the workforce post
COVID, women have lost superannuation contributions, wages and borne the
brunt of family responsibility stressors (including domestic violence).

A number of recommendations drawn from the literature were summarised to conclude the session.
These are included in the Discussion Section of this report.

Professor Emily Lancsar was the final forum speaker. She spoke primarily about the Tools for Outcomes
Research to Measure and Value Child Health (TORCH) study being conducted by researchers from a
consortium of Australian and UK-based universities and funded through a Targeted Health System and
Community Research Grant from the Australian Government Medical Research Future Fund.

Professor Lancsar began with some background information relevant to the study of economics and the
role of economics in health services and funding decisions where resources are scarce. She discussed the
concepts of economic evaluation, cost effectiveness analysis, opportunity costs and the role of ‘quality
adjusted life years’ (QALY) as a measure of the benefits of an intervention. Quality adjusted life years
were identified as a particular focus of the TORCH study that is looking at the ‘quality’ in quality adjusted
life years for children and seeking to measure - and then attribute value to - health related quality of life
(HRQol).

Professor Lancsar discussed the complexities associated with measuring and valuing HRQoL and QALY in
children: instruments and their age appropriateness; measurement and valuation methodologies and
algorithms; and the lack of validated Australian child-specific quality of life values. Further challenges arise
in relation to assessing the comparability of QALY in children with that of adults and questions about
whether QALY’s should be given equal value across adult and child populations, and even within child
populations. These complexities formed the basis of the research questions for TORCH, namely:

1. How should we value changes in child health for use in economic evaluation, as a part of public
deliberation on decision making?
a. What are the strengths and weaknesses of existing instruments?
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https://www.health.gov.au/initiatives-and-programs/medical-research-future-fund
https://mspgh.unimelb.edu.au/centres-institutes/centre-for-health-policy/research-group/health-economics/study/what-is-health-economics-and-economic-evaluation
https://www.who.int/heli/economics/costeffanalysis/en/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1115911/
https://academic.oup.com/bmb/article/96/1/5/300011
https://academic.oup.com/bmb/article/96/1/5/300011
https://www.healthypeople.gov/2020/about/foundation-health-measures/Health-Related-Quality-of-Life-and-Well-Being#:~:text=Health%2Drelated%20quality%20of%20life%20(HRQoL)%20is%20a%20multi,has%20on%20quality%20of%20life.

b. What is the appropriate method for developing valuation algorithms for paediatric health
states?
2. Are QALYs derived in paediatric populations comparable to those derived in adult populations?
How should policy-makers make decisions if the metrics are not comparable?

In addition to a number of key deliverables, Professor Lancsar stated a key aspiration of TORCH is to
provide decision-makers with a confident basis on which to consider and value health interventions in
children and young people; and to determine if QALY’s for children are valued more highly than for adults.

A previous study funded by the NHMRC, Values in Priority (VIP) setting study has informed the TORCH
project. An article about the VIP study can be found here. This study sought to ‘directly and systematically
explore whether the social value of a QALY is the same regardless of how it is generated across four QALY
types (life-extending QALYs; QolL-enhancing QALYs; QALYs generated as a mix of life extension and QoL
enhancement; and QALYs that extend life but simultaneously reduce Qol) and, if not, the magnitude of
the strength of social preferences across such QALY types.” While broader than children, Professor Lancsar
presented key findings from the VIP study in relation to children and age. These were that age was
deemed more important than the actual health gain; actual health gain was more important than the type
of health gain, and type of health gain was more important than severity.

These findings indicate that study participants (selected from the general public as well as health decision-
makers) care about how health is distributed more than just efficiency. Also, that they prioritise age
(dependent upon other factors such as severity and life expectancy), and in particular children, over the
amount of health gain and are willing to trade off health gain for decisions about who will benefit:

e The smallest weights are for gains for older age groups, and progressively so — for example:
* On average a gain for an infant is weighted almost 2.5 times that of an older senior
* Onaverage an adult is weighted more than twice that of an older senior.

e Preferences for age depended on life expectancy
*  When life expectancy is extremely short (0—3 months) infants and children prioritised
*  When life expectancy is relatively short (4 months—2 years) young adults prioritised
* When life expectancy is longer (3—5years or normal) teens are prioritised.

In closing, Professor Lancsar spoke to the design phase of the TORCH Study that will build on the VIP study
and seek to understand the normative reasoning behind these value judgements using both qualitative
work - to explore what those value judgements are and how people are arriving at them —and
guantitative data. TORCH will explore additional characteristics over which people may hold a differential
value of health outcomes, such as type of treatment. For example, is prevention valued more highly than
funding more chronic or curative conditions?

While the focus of the VIP study and previous studies has been on the individual level as a natural unit of
economic analysis, TORCH aims to shift this focus to looking at that individual as part of a family. While
noting that the research is still in the design phase, the aim is to elicit preferences and decisions from
both children and parents or carers in both a qualitative and quantitative setting.

Policy implications

A number of observations, recommendations and policy considerations were identified through this
forum. A key point of discussion was in relation to families being made visible as a fundamental
component of the health system. There has been an increasing trend of shifting time, costs and
responsibility away from health care systems and onto families, so as to improve health system efficiency,
reduce hospital lengths of stay (noting Activity Based Funding methods) and waiting lists, and in many
cases, support better individual health outcomes. The costs to families however — both financial and time
— have not been calculated and this is a gap in both funding decisions and in modelling. While challenging,
there has been parallel work in the field of prevention. Forum speakers supported the call for family time
and effort to be costed and factored in to policy decisions.
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Capturing costs to families and valuing the benefits generated by families in relation to health and
health work would provide a more complete set of evidence. Theory needs to be recast from the
individual to the family as the unit of analysis and family level data should be captured in the
health sphere (noting there is family level data captured in national data sets such as HILDA, LSAC
and LSIC).

A number of other comments and options for policy consideration were also made including:

Like hospitals and healthcare systems, families need resources and supports. The pandemic has
shown that when families do not have these resources and supports, their health-giving capability
frays.

Empower families as health producers of the nation by investing in simple, clear, easy health
messaging and supports that target families. It was noted that, during the pandemic, there were
very few messages targeting children or that were child friendly — the assumption was that
families would explain these health messages to children.

Programs and strategies are needed that support all families to have access to affordable, healthy
food.

Environmental health policies and strategies must support healthy environments such as green
spaces, fast transport, walkable neighbourhoods, physical activity, access to healthy food outlets,
personal safety.

There is a need for more government support for paid caring roles, ongoing support for early
childhood education and care and scrutiny of government policy to determine the gender impact.

* Policies should be evaluated to focus on families and gender.

More research is needed that examines health work in families, including those from culturally
and linguistically diverse backgrounds and Aboriginal and Torres Strait Islander families where
little is known.

Include unpaid family health work in health education.

Additional support is needed for people experiencing multiple indices of vulnerability (women in
DV, financial stress, precarious housing, fear of partners, concerns for effects on children).
Significantly, in the study described by Emeritus Professor Banwell and Dr Heyes LaBond, most of
the women in domestic violence situations experienced all of these.

Additional support for parents (mostly women) who are working while home-schooling — the
apparent assumption is that families will cope with whatever need arises however, the approach
to home schooling needs to be developed with family needs, characteristics and competing
demands in mind.

Improve internet and online support that is heavily relied upon for social connectedness, health
advice and family maintenance tasks such as accessing government websites for financial
assistance and maintaining income.

Speakers also reiterated the recommendations outlined by Weiss-Laxer et al. in their paper distributed as
background to the forum, namely:

1.

Teach public health, medicine, nursing and allied health sciences with a stronger focus on the
family.

Create an interdisciplinary research agenda to understand and promote family health.

Create nationally representative surveys of family health and functioning, and of adult capacities
related to family health

Advocate for, create and evaluate policies in terms of their family and family health impacts.

11


https://mcusercontent.com/61efdfe9e3c03ed2d6188fdb1/files/be3944f4-4e8a-d159-8bf0-467a8c6b4301/Families_as_a_Cornerstone_in_21st_Century_Public_H.pdf

THINK HEALTH
THINK FAMILIES

HEALTH WORK
22 JUNE 2021




Our
health
care
system

Allied
health




Families influence on health

Source: Gross et al. 2002

Families can help promote health and
reduce the risk of illness.

Supporting families can help prevent
disease onset

Families influence health care and
treatment decisions.

Families with acutely ill members are
highly susceptible to stress.

Families are key players in care and
recovery.




Families
and care

In 2013, about 40 million family caregivers in the United
States provided an estimated 37 billion hours of care to an
adult with limitations in daily activities. The estimated
economic value of their unpaid contributions was
approximately $470 billion in 2013

For context:

e More than total Medicaid spending in 2013 ($449 billion)

e More than total out-of-pocket spending on health care in 2013 ($339
billion)

e As much as sales of the world’s largest company (Walmart: $476.6
billion in 2013-2014)

e As much as sales of the four largest U.S. technology companies
combined (Apple, IBM, Hewlett Packard, and Microsoft: $469 billion in
2013-2014)

e About $1,500 for every person in the United States (316 million
people in 2013)




Family and
health
conditions

Multiple family characteristics have been related to
good and poor health outcomes

Positive family dynamics have been related to
improved outcomes:

In children: type 1 diabetes, asthma, obesity, delayed

child development, attention deficit and hyperactivity
disorder (ADHD), behavioral and sphincter control
disorders, and cystic fibrosis.

In adults: hypertension, diabetes, mood and anxiety
disorders, tobacco, alcohol and illicit substances use,
dementia, and physical functioning decline among
elders.




Families
and
healthy
eating

Frequency of family meals was positively associated with intakes

of fruits, vegetables, grains, and calcium-rich foods, and

negatively associated with soft drink intake. Youths reporting at
least seven family meals had lower intakes of snack foods than

youths reporting fewer family meals. (Neumark-Sztainer et al.
2003).

Its not easy.... It takes a toll




Families
and
physical
activity

Children of active parents are between 2-5 time
more likely to be active compared to children of
inactive parents (Moore et al. 1991)

Providing transportation and equipment, as well
as enrolling children in opportunities for physical
activity are associated with increased physical
activity in children (Pyper et al 2016)

Children with siblings had higher moderate-to-
vigorous physical activity relative to only
children. (Kracht and Sisson 2018)

]
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Social
Support
and health

Social support reduces psychological distress such as
depression or anxiety

Promotes psychological adjustment to chronically stressful
conditions, such as coronary artery disease, diabetes, and
HIV.

Social support also protects against cognitive decline in older
adults

One of the single most important
factors for mental health and
recovery from physical iliness.

Source: Taylor 2011 o



S O C I al TI e S -drir\]/ee rr;:; of colds decreased with increased social network
adjusted relative risk of 4.2 (95% CI 1.34-13.29), comparing persons with

a n d fewest (1 to 3) to those with most (6 or more) types of social ties.

Susceptibility

to the

Common
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Fam | I IeS Significant reductions in the readmission

rates for family centered interventions

an d compared to usual care at:
30 days: aOR 0.52 (95% ClI, 0.28-0.96)

C h rO n I C 90 days: aOR 0.43 (95% Cl, 0.25-0.72)
- 180 days: aOR 0.57 (95% ClI 0.36-0.92)
disease

Reduced time to rehospitalization HR=0.59
(95% C.I. 0.41-0.83, P = 0003)




Families,
emotional
support and
mental
health

Having no family members to confide in increases the odds of
the past year major depressive disorder: OR 2.64, 95% CI
1.84-3.81, p<0.001

Having no family members to rely on increases the odds of the
past year major depressive disorder: OR 2.47, 95% Cl 1.66—
3.72, p<0.001




It takeS tl me Australian Carers of Adults with Mental lliness

(1 1 hours)

1.3%
% (0.5 hours)
{1 0 hours)

2 2.9%
9% 7 (1.1 hours)

5.4%
% (2.0 hours)

___

_1#

Activities of daily living (ADL)

Other practical tasks

Transport

Literacy and communication

Health care coordination

7 // {1: frour ‘) Household tasks
/ tl;f:?uurs} Other emotional tasks
2
7 :Elgﬂslfcurs} Responding to behaviour

2%
1 hours)

24.3%
9.0 hours} Emotional support and encouragement

Supervising and monitoring

20‘%

B Percentage of carers performing task

40%

% Percentage of total caring hours

(Percentage applied to total hours of care estimate)
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Its not
easy

[P20] you feel guilty, you
do, you do spend a lot of
time feeling guilty and
even if you do you know, 5
out of 7 nights able to pull
off a meal that you do feel
IS um, nutritious enough,
you still feel guilty. You still
feel guilty that you don’t do
it enough that you don’t
live up to that um, like
everybody sitting down
together with lovely meals
that are you know 80%
veg and 20% meat or

however the breakdowns
supposed to go, you know
with lots of leafy green
vegetables. Um, | feel
guilty because [child’s
name] doesn'’t eat a lot of
stuff like that now.

Mother with young children:

Mehta, K., Booth, S., Coveny, J. & Strazdins, L.
(2019). Feeding the Australian family: Challenges for
mothers, nutrition, and equity, Health Promotion
International, pii: daz061. doi:10.1093/heapro/daz061.

—
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How can we
help this
Important
health
work?

Like our hospitals families need resources and
supports and when they don’t have them their
health-giving capability frays.

Make visible — families are fundamental to our
health care system, acknowledge this, thank them,
resource them.

Make health work easier - reduce the time shifting
onto families.

Empower families as health producers — invest in
simple, clear, easy health messaging and supports

Give time - help families have time together, don’t
just ask them, help them.

Affordable (healthy) food.

Give them healthy environments — green spaces,
active, fast transport, walkable neighbourhoods,
food outlets, safety.
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Overview

1. Context - role of economics in medicine and health services funding
decisions

2. TORCH study — measuring and valuing health outcomes for children
(and families)

- Eliciting social values regarding health care resource allocation — VIP & TORCH

3. Some thoughts on family centred economics

terch
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Context

 Australia — first jurisdiction to require cost effectiveness to inform
public funding of medicine and medical technology

* [tems must be safe, effective and cost effective to be listed on the PBS
and MBS

e Cost effectiveness — one form of economic evaluation

terch
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Economic Evaluation

* Problem helps solve: finite resources but unlimited calls on
those resources

=> Scarcity
=> Need to make decisions on how to allocate resources
=> Opportunity cost

=> Require information to help make decisions that are “optimal” (e.g.
efficient and equitable)

=> Economic evaluation provides evidence to feed into decision making

terch
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Role of Quality Adjusted Life Years

* Cost effectiveness analysis compares incremental costs and incremental
benefits of the intervention and the comparator

* Benefits often measured in the form of QALYs => incremental cost per QALY
* QALYs = length of life x (health related) quality of life

* 1 QALY can be generated in many ways, e.g.
e 1 vyearin full health
e 2vyearsin “0.5” health

 TORCH focuses on the “Q” in QALYs for children
e => Measure and then value health related quality of life (HRQoL)

terch
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TORCH - Background

* Measuring and valuing HRQoL and QALY in children is complex

* Practical and methodological challenges:

Which HRQoL instrument/s to use in children of different ages

Whose preferences “should” be captured

Recognition of importance of children’s values but impeded by methods that require developed
cognitive abilities and linguistic skills

Appropriate method to develop valuation algorithms in this context is unclear

Lack of validated Australian child specific QoL values

* Additional challenges:

Whether QALYs derived in child populations are comparable to QALYs derived in adult populations

Whether QALYs, ‘should’ be valued equally across children and adult populations, or indeed within child

populations, in resource allocation decisions ! |
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Research Questions

* Targeted MRFF call from PBAC/ MSAC to address specific questions:

1. How should we value changes in child health for use in economic evaluation, as a part of
public deliberation on decision making?

1.A What are the strengths and weaknesses of existing instruments?
1.B What is the appropriate method for developing valuation algorithms for paediatric health states?

2. Are QALYs derived in paediatric populations comparable to those derived in adult
populations? How should policy-makers make decisions if the metrics are not comparable?

Tereh
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Expected outputs from the program of work

* Provide decision-makers with a confident basis to consider and value
health interventions in children and young people

* Specific deliverables include:

* Evidence on appropriate HRQoL instruments to measure child health at
different ages

* Evidence on methods for valuing health change in children and use of those
methods to generate Australian specific HRQoL values

* Evidence on comparability of QALYs derived in child and adult populations

 Social values and relative distributional weights for QALYs by age and other

characteristics
terch
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Overview of Work Packages

Q1. Valuing changes in
child health for economic
evaluations

Q1a. Strengths
and weaknesses

WP1
Systematic reviews

) wP2
Comparative performance of

HRQoL instruments

\:'/

) WP3-5
Evidence from cohorts

and trials

Knowledge

Exchange

Q2. Comparability of
QALYS for child & adult
populations

Q1b. Appropriate
evaluation
methods

WP6
Stuctured review of valuation

methods

Children ,
® Regular meetings

General

with end-users and

Mixed method & valuation study e
(pref and non-pref based)

population advisory group

Proxy

* Knowledge

Exchange

WP9-11
Social value of a QALY

workshops

1\

WP8
Evidence synthesis

\:'/

!

WP12
Comparison of values
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Social Value of a QALY

* NHMRC funded ‘Values in Priority Setting’ (VIP) study

* TORCH social values

treh
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Are equal sized health gains ‘worth’ the same regardless of who
benefits?

1 QALY 1 QALY =1 QALY =1
QALY?

Q

e.g. 1 year in full health

terch
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The Values in Priority Setting Study

Funded by a National Health and Medical Research Council
project grant

Emily Lancsar, ANU
Yuanyuan Gu, York University & Macquarie
Dorte Gyrd-Hansen, University of Southern Denmark

Jim Butler, uc

Julie Ratcliffe, unisa
Liliana Bulfone, Deakin
Cam Donaldson, Gccu
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Social value of a QALY - VIP

* Two main studies:
(1) with members of the general public and
* (2) with decision makers (PBAC, MSAC and their subcommittees)

* => elicited social values and generated relative weights for QALYs
based on

* Age
* Severity

* Type of QALY (QALYs generated from increase in survival, increase Qols mixed
survival and QoL gain, increased survival with reduced Qol) YCV’
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Contents lists available at ScienceDirect

Journal of Health Economics

journal homepage: www.elsevier.com/locate/econbase

Child/Age related results

The relative value of different QALY types n

Emily Lancsar®*, Yuanyuan Gu®, Dorte Gyrd-Hansen®, Jim Butler¢,
Julie Ratcliffe€, Liliana Bulfone!, Cam Donaldson 2

e Age > QALY gain > type of QALY gain > severity

* Smallest weights are for gains for older age groups, and progressively so —
e.g.

* On average a gain for an infant is weighted almost 2.5 times that of an older senior

* On average an adult is weighted more than twice that of an older senior

* Preferences for age depended on life expectancy
* When LE extremely short (0—3 months) infants and children prioritised

 When LE relatively short (4 months—2 years) young adults prioritised
 When LE is longer (3—5years or normal) teens are prioritised T”ch'
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TORCH Social Values Study

* Extending VIP

* Understanding normative reasoning for value judgements

» Type of treatment — prevention, cure, chronic

e Shifting focus from just individual to individual as part of a family

e Currently at design stage...
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Thank you!

e Emily.Lancsar@anu.edu.au
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Instruments

* Preference based measures:

* Health Utilities Index Mark 2 (HUI2)
Health Utilities Index Mark 3 (HUI3)
Child Health Utility Instrument (CHU9D)
Assessment of Quality of Life - 6D (AQoL-6D)
EuroQol 5D Youth (EQ-5D-Y)

* Non-preference based measures:
e Pediatric Quality of Life Inventory (PedsQL)
* Generic Children’s Quality of Life Measure (GCQ),
e Child Health Questionnaire (CHQ-CF87, CHQ-PF28, CHQ-PF50)
e KIDSCREEN (KIDSCREEN-52, KIDSCREEN-27, KIDSCREEN-10)



VIP study design

This shape
represents data

collection
Qualitative phase | - Focus
Systematic Groups: | Developing
Literature Review General Public o avatars
(N=24)
h 4
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Interviews: Decision Makers Experimental
(N=12) design
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¥ (N=300)
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General Public (N=20)
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 \What is health work?

* What is the family?

“Two or more persons related by blood, adoption, marriage or choice and whose relationship

Is characterized by at least one of the following: social and/or legal rights and obligations; affective and
emotional ties; and endurance or intended endurance of relationship” (Weiss-Laxer 2020)
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Digging Deep: Exploring the effects of the Coronavirus (COVID-19
on social connectedness and mental health

Participants Males Females
N N
Parents with young children 1 17
Survivors of domestic violence and coercive control 24
People isolated by social and health issues 1 10
Business people 6 10
Quarantine residents 5 17
Young people 2 7
TOTAL 15 85

Cathy Banwell!, Rebecca Williamson?, Philip Batterham?, Liana Leach?, Christine LaBond?, Alison L. Calear!, Anna Olsen?2, Christine Philips?, Yixuan Zhao, Tinh Doan?, Erin Walsh?
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Protecting health: connecting & disconnecting

She's 93, and we're caring for her 24/7. there's seven of us daughters, and we're
taking it overnight each. So we stay there for ... | stay from four o’clock ‘til four
o'clock on Thursday, Friday, and she lives in Melbourne.
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... because if we put her in a nursing home | would imagine she’d be dead.

o,

And then | was more worried here that if I got it and brought it to Mum, so | was
super careful, ridiculously careful. Like, no one came to my house, and if they
did, | would do the doorknobs, and everything they touched, they had to sanitise
before they came in, wear a mask inside, yeah, absolute ... almost a phobia
about it...
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She’s in a Flemington hotspot, so no one went to the shops anywhere near
there.

I've tried four different styles of cloth ones, I've tried the disposable ones. | hate
them. But we religiously wore them, of course
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Disconnecting

 We love going to the movies and having dinner. Couldn't
do either. We did miss that as a couple.

« We did use the phone a lot because it's very isolating not
seeing people,

« S0 main part for me was the grandkids, | really
desperately missed then. And even though | could get
Into Melbourne, | wasn't willing to go and see them
because again, protecting Mum because my grandson's
very sick, he’s anaphylactic got asthma and all that sort
of stuff so | don’t want to give it to him
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Disconnecting

And my daughter works, and still worked 50, 60 hours
a week, even from home because she can do that.

But doing the home schooling | know the first week she
was in tears every day. Then they finally worked out
with the help of the teachers who were amazing,
worked out how to do it, and she did her ... lucky she’s
only got one child at school, did her schooling from six
o'clock at night until 8:30, got all her work done.




Australian

< National
=23 University

Protecting physical health

LLERRE

« Hand sanitiser, use of phone, staying home, giving up social activities

| ”Illiil“ﬂ
F RN

« Keeping children at home and home schooling

« Taking medications to boost the immune system, e.g. vitamin C and
pro-biotics.

« Trying to maintain physical health even though restricted — particularly
for children.
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Emotional and social health

“My youngest, the 10-year-old, | think has really struggled. She's quite il
extroverted, and she's really, really close to her best friend. [...] Yeah, she’s ’
struggled a bit, and she kind of withdrew for a little while, it got quite concerning.
And | engaged the help of the school chaplain just to assist a bit there, but she
seems to be doing better now. The middle one, the 11-year-old’s loving it, best
thing ever. She's a full-on introvert, and she couldn't care less. [Laughs] | don't
have to talk to people — great!” (Interview 20)

“Certainly my partner | feel has been affected by COVID and the lockdown, |
think that he's ... how do | term it, but | guess just his mental brightness, you
know, has definitely been affected”. (Interviewee 50)
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Emotional health — connecting

« ‘I know physical activity is really good for my mental health and emotional
wellbeing, like, if I'm feeling flat and shitty and I'm stuck inside then | was
allowed to go out and exercise | would do that. “Come on, kids, let go take
the dog for a walk.” (interviewee 60)

* Finding time to try and connect with family and friends has helped my mood,
So trying to schedule in a Zoom catch-up or a trivia night. That's the thing,
when we do make the time for it, it does lift our mood.” (Interviewee 27)

« “..five of my friends all had babies this year as well, so we kind of did our
own one [mother’s group] that we all talk to each other and support each
other. So that honestly has been a big help.

» Our kids had a school disco by virtual, a virtual disco. Yeah, so that's
sort of .... | guess a bit more positivity towards it for community.
(Interviewee?2)
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Emotional health - services

‘Il talk to a psychologist once every few weeks, so that's
been over Zoom. | prefer to be ... | prefer to do that in
person, because | tend to ... sometimes, depending on the
mood I'm in, | get a bit ... | think, oh, | can’t one bothered

with that today,

“I've got three children, two of them have special needs, and
their services have not been able to ... like, it's been
extremely restricted in the way of the telehealth, and
telehealth doesn't work majority of the time. Like, there's no
face-to-face contact, which is quite important for children

with special needs.
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“More arguments, there was more arguments, and the arguments became more and more
physical, there was just ... yeah, just because of the lack of being able to just walk away.”
(Interviewee 7)

“You're not really sure where you stand, like, you know, if he says, “I don't believe in it, the
kids don't really need to wear masks,” but | prefer that the kids wear masks, you know, it will
just ... they will become bigger things.

‘l had a really, really rough period during COVID of just feeling really isolated. There was a
point where | was having thoughts of harming myself or suicide, and | would never...“And |
think just the, you know, the mixture of my trauma, and, you know, everything from my ex,
plus COVID, | think was really difficult to manage” (Interviewee 10)

“l suppose for me, I've had some other stresses in my life during this period as well in terms
of Family Court proceedings. So it's hard to know ... Those stresses have probably been a
little bit higher, but not directly associated to COVID-19.” (Interviewee 55)
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...they still work to protect health

* So yeah, we were moving, and | was trying to just, | suppose, create
some normality for my son and make sure he wasn't exposed to too
much of what was going on behind the scenes with all of that going on.

« If | get sick, who's going to look after my son, and kind of all that stuff
started playing in my head a little bit, being a single mum and ... yeah, |
guess the responsibility that is, you know, | am a hundred % carer for
my child. So we didn't end up going [interstate to visit mum].

« But | guess a symptom or, you know, he's been diagnosed now with
complex separation anxiety

« .. justone person who has, | suppose, taken over the Nanna role in his
life. It's one of my mum's best friends who lives in Brisbane, and yeah,
they have a really special little bond, which | love. So she comes to
look after [child] one day a fortnight, and | go and have counselling and
trauma therapy and things like that (interviewee 3).
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* Family ignored in public health research and health policy
« Gender inequalities

“This is due to the financial and public health impact from women participating less in the workforce during COVID-19 (and
hence having poorer health outcomes/poorer health outcomes for their families), and the compounding effect of career breaks
and gender-based discrimination on career progression. ” Dr Helen McArdle AMA Equity Inclusion and Diversity

» Policies should be evaluated to focus on families and gender
* more research that examines health work in families.

* Include unpaid family health work in health education.

» Little known about CALD and Indigenous families

« Additional support for people experiencing multiple indices of vulnerability (women in DV, financial stress, precarious
housing, fear of partners, concerns for effects on children).

« Additional support for parents who are working while home-schooling
* Improve internet and online support
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