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Research context — University of Warwick

CEDAR is an independent department in the Faculty of Social Sciences at the University of Warwick.
CEDAR is a research-only department — carrying out funded research, evaluations of policy and

practice, and supervising PhD students. Thus, CEDAR staff focus 100% of their time on research and
the dissemination and use of research evidence (Research Impact) to influence policy and practice.

The University of Warwick was the 7t highest scoring UK University (based on overall Grade Point
Average scores across all units of assessment submitted) in the 2014 Research Excellence Framework.
CEDAR’s research was included in an Education research submission from Warwick. CEDAR
researchers comprised approximately one sixth of the Education submission in terms of staff
numbers. Warwick’s Education REF submission was 3 in the UK for grade point average weighted by
proportion of submitted staff, and 9t in the UK for Research Power (grade point average multiplied
by total number of staff submitted). There were 76 submissions in Education across the UK. The
overall quality profile for Warwick’s Education submission showed 76% of activity at 3*/4* level (i.e.,
internationally excellent or world leading).

In addition to consistent performance as a top 10 UK research intensive University, the University of
Warwick is a world-leading institution; currently ranked as: the 19t most international University in
the world (Times Higher Education), and 62" in the world in the 2020 QS World Ranking.

Professor Richard Hastings (currently Cerebra Chair of Family Research) is one of the world’s leading
researchers in intellectual and developmental disabilities. He is currently the Editor-in-Chief of the
leading international research journal in the field (the Journal of Intellectual Disability Research).
Richard’s total citations (Google Scholar, 9 February 2020) number 22,399 and he has an H-index of
83 (Google Scholar). In subject categories on Google Scholar (note - not all academics are listed on
Google Scholar), Richard is 1%t in the world in “Special Educational Needs” and in “Intellectual
Disabilities”, 2" in the world in “Intellectual Disability” (the person first in this category is an error),
4t in the world for total citations and 3™ for H-index in “Developmental Disabilities”, and 3" in the
world for total citations and 2™ for H-index in “Special Education”. Only senior USA-based
researchers are in the latter three Google Scholar subject category lists above Professor Hastings.

Why our research is important

One of the biggest influences on the development of all children is their family. Children with brain
conditions are no different to all other children in this respect — their development is also affected by
what happens within their family. The context of the family affects all children’s development in at
least three ways:
1. Parents and carers approach parenting in different ways, and how parents raise their children
can affect how children develop
2. The economic context in which families live has a big impact on children’s development. This
includes poverty, parents being out of work, and factors such as the quality of the housing in
which families live
3. Parents and other family members who are under significant stress may affect the well-being
of children within the family



Within this context, the research carried out by the team at Warwick focuses on three big issues for
families of children with brain conditions, specifically children with a learning disability and/or
autism:

e Exploring whether the same family factors that influence the development of all children
affect the development of children with learning disability and/or autism. We do this by
focusing on analysis of large UK national studies of thousands of children that also include
some children with learning disability/autism (e.g., the Millennium Cohort Study). The Cerebra
1,000 Families Study is also designed to contribute to this area of research as we can now
start to follow these families over time to generate new research findings that can be used to
improve family life.

e How can parents and other family members can be supported to maximize positive
developmental outcomes for their children with learning disability and/or autism? We
address this issue by developing and/or testing interventions that can give parents key skills to
be more effective in their task of raising children with learning disability/autism. We also
develop and/or test interventions designed to directly improve parents’ well-being and
mental health.

e Attempting to redress the balance for families of children with learning disability and/or
autism. Parents and other family members of children with learning disability/autism are
typically portrayed as suffering significant stress when raising their children. This is perhaps
true, but misses the fact that raising a child with learning disability/autism is also a positive
experience and results in many rewards for families. In our research, we explicitly study family
members’ (especially parents’) positive perceptions and experiences when raising children
with learning disability/autism. The Cerebra 1,000 Families Study has been designed from the
start to capture positive experiences as well as the challenges of raising children with learning
disability/autism.

Progress summary - January 2014 to December 2019
Some key indicators of progress from the Cerebra Family Research group are:

e Recruitment of 1,184 families of children with learning disability (ages 4-16 years) into the
Cerebra 1,000 Families Study.

e We are also half way through the first follow-up of the 1000 Families Study, approximately 2.5
years after the families first took part. This second wave of the study will be completed by the
end of the calendar year 2020 (and is supported by PhD scholarships, partly funded by
Cerebra, that extend beyond our first Cerebra grant that ended in December 2019).

e We have grown the research group so that by December 2019 there were 15 team members
working actively on family research. Since 2014, 23 researchers have worked as a part of the
Cerebra Family Research Group.

e From a total Cerebra investment of £270,000 over six years (to December 2019), we have
attracted approximately £5.9 million by December 2019 to support or part-support additional
family research (see Appendix 2 for grants including at least some family research element,
plus external PhD funding).

e Our funding initially included two full time PhD studentships from 2014-2019, and we have
used that funding to part-support and attract a total of 10 PhD students (full and part time) —
contributing significantly to the size of the future family research community in the UK (see
Appendix 2 for details of full-time funded PhD studentships).
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We have published 63 scientific research papers/chapters (and three Reports) (see Appendix
1), and at least a further 19 outputs disseminating information about family research to family
members.

We have given over 85 conference and other presentations on family research, at least 20 of
which were to audiences of family members.

We have developed active partnerships on family research with at least 24 UK and
international Universities, and have provided training and internships for eight researchers (in
addition to our PhD students).

Longer term impact of the Group’s research for families

Our research team’s work is always designed from the start to achieve longer term impact for
families. We work with parents and external partners to use the findings from our research to
influence policy and practice, and we use our research findings to develop interventions to directly
support family members (especially parents). By December 2019, the following illustrate the impact
of our research for families:

We have partnered with at least 21 non-government and government organisations in the UK
and internationally to carry out and use family research. Notable successes include: the use of
our family research findings in two NICE guidelines and influencing a further NICE Quality
Standard, several reports and guidelines produced as a part of the Transforming Care Policy
Programme, influencing (with Mencap) the Public Health Agency in Northern Ireland to
include children with learning disability and their families in their early intervention policy,
and since 2018 working with the children and people’s learning disability team at NHS
England on understanding and using research evidence to support families and young people.
Our research group has pioneered the development and testing of mindfulness-based
interventions to improve well-being for parents of children and adults with learning disability
and/or autism. We have completed one Randomised Controlled Trial [RCT] (Lunksy et al.,
2017), and successfully completed a study of 60 parents in a RCT testing whether an online
mindfulness intervention can help to improve parents’ well-being (funding from the Baily
Thomas Charitable Fund).

We have also tested an early intervention to increase the skills of parents of children with
autism (funded by Autistica — Williams et al., in press), and have an ongoing project to test an
early intervention for families of children with learning disability (Early Positive Approaches to
Support, developed by a team that included Professor Hastings, and funded by the National
Institute for Health Research Public Health Research Programme). We successful recruited 74
families to the E-PAtS study in England and Northern Ireland and we are currently analysing
data and writing a final report.

Working with Cerebra (and Mencap and the Challenging Behaviour Foundation) and closely
with parents, Drs Totsika and Flynn from the Warwick team developed a booklet translating
our research findings into practical advice for families (funded by the Economic and Social
Research Council) — A parents’ guide: Improving the well-being of young children with
learning disabilities (available for free download:
https://warwick.ac.uk/fac/soc/cedar/parentsguide/a parents guide -improving the well-
being of young children with learning disabilities.pdf). This resource is also available in
Welsh.



https://warwick.ac.uk/fac/soc/cedar/parentsguide/a_parents_guide_-improving_the_well-being_of_young_children_with_learning_disabilities.pdf
https://warwick.ac.uk/fac/soc/cedar/parentsguide/a_parents_guide_-improving_the_well-being_of_young_children_with_learning_disabilities.pdf

e Working through his leadership role with the Positive Behavioural Support Academy, Professor
Hastings collaborated with the Challenging Behaviour Foundation to launch a series of five
free resources for families about PBS, see: http://pbsacademy.org.uk/family-carers/



http://pbsacademy.org.uk/family-carers/
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Appendix 2. Research and Impact grants and PhD studentship funding awarded with a focus on, or significant
elements of, research on families of individuals with LD/autism

Research grants

National Institute for Health Research (Programme Grants for Applied Research) 2020-2025

Hassiotis, A., Ali, A., Cooper, S-A., Melville, C., Jahoda, A., Strydom, A., Taggart, L., Rapaport, P., Hastings, R.
P., Chauhan, U., Cooper, V., Hunter, R., Marston, L., & Ross, J. Personalised treatment packages for adults
with learning disabilities who display aggression in community settings (PerTA-LD). £2,316,140.

The Sharland Foundation 2020-2022
Hastings, R. P., Hughes, J. C., Denne, L., Baker, P., Gore, N. J., Grindle, C. F., McDowell, C., & Tyler, E.
Developmental Disabilities ABA Research and Impact Network Phase 3. £274,663.

National Institute for Health Research (Research for Patient Benefit) 2019-2021

Denne, L. D., Hastings, R. P., Grindle, C., Hughes, J. C., Gillespie, D., Coulman, E., Taylor, Z. Teaching early
reading skills to adults with intellectual disabilities (READ-IT) using a support worker/family carer mediated
on-line reading programme — a feasibility study. £248,478.

Institute for Advanced Study, University of Warwick, Fernandes Fellowship 2019-2020.
Hastings, R. P., & Heppe, E. Using “Big Data” and data linkage to understand the needs of family carers and
young people with intellectual disability or visual impairment. £10,000

Ambitious about Autism 2019.
Hastings, R. P., & Totsika, V. Right from the Start: Early Years’ support for families of children with autism.
£41,937

National Institute for Health Research (Public Health Research) 2018-2019

Hastings, R. P., Gore, N. J., Bradshaw, J., Gillespie, D., Hood, K., Jahoda, A., Lindsay, G., Lugg-Widger, F.,
McNamara, R., Petrou, S., Robling, M., Segrott, J., Shurlock, J., & Totsika, V. Early Positive Approaches to
Support (E-PAtS) for families of young children with intellectual disability: Feasibility study. £531,235.

The Sharland Foundation 2018-2019
Hastings, R. P., Hughes, J. C., Denne, L., Baker, P., Gore, N. J., Grindle, C. F., McDowell, C., & Tyler, E.
Developmental Disabilities ABA Research and Impact Network Phase 2. £180,774.

Baily Thomas Charitable Fund 2018-2019
Hastings, R. P., Flynn, S., Burke, C., Howes, S., Lunsky, Y., & Weiss, J. Mindfulness Online STress intervention
for family carers of children and adults with Intellectual Disability (MOST-ID). £53,055

National Institute for Health Research (Health Technology Assessment) 2017-2019

McNamara, R., Delport, S., Busse-Morris, M., Gillespie, D., Randell, E., Brookes-Howell, L., Hastings, R. P.,
Knapp, M., Romeo, R., McKigney, A-M., Ahuja, A., Thornton, J., Smith, K., & Warren, G. A pragmatic
Randomised Controlled Trial of Sensory Integration Therapy versus usual care for sensory processing
difficulties in Autism Spectrum Disorder in children: impact on behavioural difficulties, adaptive skills and
socialisation (SenITA). £1,193,163.

Baily Thomas Charitable Fund 2017-2019

Cebula, K., Riby, D., & Hastings, R. P. The role of family systems factors in psychological outcomes for
children with rare genetic syndromes associated with intellectual disability. £90,860
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Economic and Social Research Council, University of Warwick Impact Acceleration Account 2017-2018
Totsika, V., Hastings, R. P., Kelly, M., Cooper, V., & Elliott, T. A resource to help parents of young children

with developmental delays promote their child’s well-being. £9,941.

National Institute for Health Research (Research for Patient Benefit) 2016-2018

Cook, T., Noone, S., Hastings, R. P., Slowie, D., & Cooper, V. Family based support to build capacity and
resilience in family carers of adults with learning disabilities and challenging behaviours: Collaborative
research. £149,996.

Autistica 2016-2018
Hutchings, J., Hastings, R. P., Charles, J., Evans, S., & Parry, G. A pilot Randomised Controlled Trial of the
Incredible Years Autism programme for parents of young children with autism. £149,947.

Australian Research Council 2016-2018
Melvin, G., Gray, K., Tonge, B., Hastings, R. P., Heyne, D., & Totsika, V. School non-attendance in students
with intellectual disability. $392,507.

Baily Thomas Charitable Fund 2016-2018
Totsika, V., Hastings, R. P., Emerson, E., & Hatton, C. Early years’ parenting and the behavioural
development of children with an intellectual disability. £44,038.

The Sharland Foundation 2015-2017
Hastings, R. P., Denne, L., Tyler, E., & Hughes, J. C. Developmental Disabilities ABA Research and Impact
Network. £129,808.

Economic and Social Research Council, University of Warwick Impact Acceleration Account 2015-2017
Hastings, R. P., Totsika, V. & Elliott, T. Cerebra Family Research Ambassadors. £18,540.

Funded PhD Studentships

Warwick Collaborative Postgraduate Research Scholarship/Cerebra 2017-2020
Hastings, R. P., & Totsika, V. The family context for the development of children with Down’s syndrome and
rare genetic syndromes. Approx. £60,000.

Warwick Collaborative Postgraduate Research Scholarship/Mencap, Cerebra, and Ambitious about Autism
2017-2020

Totsika, V., & Hastings, R. P. Early Intervention and Early Years support for young children with intellectual
disability and/or autism: Facilitating access. Approx. £60,000.

ESRC Collaborative Studentship/Sibs 2016-2020
Hastings, R. P., & McCaffrey, M. Well-being and educational outcomes for siblings of children with autism
and/or intellectual disability. Approx. £80,000.

ESRC Collaborative Studentship/Autistica 2015-2018
Totsika, V., Hastings, R. P., & Elliott, T. Mental health problems in children with autism and intellectual
disability. Approx. £60,000.

ESRC Collaborative Studentship/Cerebra 2014-2017
Hastings, R. P., Totsika, V., & Elliott, T. Positive perceptions in parents of children with intellectual disability.
Approx. £60,000.
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ESRC Collaborative Studentship/Cerebra 2014-2017
Hastings, R. P., Totsika, V., & Elliott, T. Impact of raising children with intellectual disability on the family

system. Approx. £60,000.
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