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Martin House Children’s Hospice



History of Martin House & Research

Involved in research for many years
Funded research since 2007
Trustees very supportive of research → 

Research Active Hospice



“The Martin House Research Centre”

 a multi-disciplinary centre for research on the care and 
support of children and young people with palliative 
care needs, their families and the palliative care 
workforce. 

 The Centre will be holistic in its scope, recognising that 
the care and support needs of children and families 
span clinical/medical, social, parenting/caring, spiritual, 
financial and practical domains.

 To undertake high quality research, the outputs of 
which, should be the evidence which will help to ensure 
that all children and families receive equitable, high 
quality care



Aims

 to undertake and effectively disseminate world leading research on the care of 
children and young people with life-limiting conditions and the provision of 
children’s palliative care.  

 to build research capacity within children’s palliative care within the context, and 
active support, of one of the UK’s prestigious Russell Group of universities.  

 to act as ‘hub’ and facilitator for children’s palliative care research within the fields 
of epidemiology and health & care services research in the UK and internationally.

 to carry out the groundwork needed to develop a workstream of research on ‘clinical 
interventions’ 

 to offer a ‘responsive research facility’ to Martin House and the region in terms of 
data / evidence needs;

 to maintain and develop Martin House as a research-active organisation and 
stimulate and support the involvement of Martin House staff and service users in the 
Centre’s research where appropriate.

 to represent Martin House (and the region) at regional and national children’s 
palliative care research forums;



Launch Event-January 2017



Team

Dr Lorna Fraser Prof Bryony Beresford

Dr Roger Parslow Dr Jan Aldridge

• Lecturer
• 3 research fellows
• Administrator
• 1 part time PhD 

student
• 2 fulltime PhD 

students



Governance
Martin House Board of Trustees University of York: Departments of Health 

Sciences, Social Policy and Social Work

Partnership Committee

Advisory Board Centre Management Team



Patient, Parent & Public Involvement

• FAB ( Family Advisory Board)



Workstreams

Health & Care 
Services 
Research

Clinical Epidemiology



Core Funded Studies (n=8)
Title Lead Team Methodology Status Outputs Funding

Research Prioritisation Exercise Bryony Beresford Lorna Fraser
Alison Booth
Jane Maddison

Review and 
Consultation 
Exercise.

Complete Conference presentation x2
Palliative Medicine paper in press

MHRC

GP Involvement Lorna Fraser Stuart Jarvis Secondary Data 
Analyses

In Progress Rome PPC Conference MHRC/HERC

Bereavement Support for parents 
whose child has died

Lorna Fraser/ 
Bryony Beresford

Tom Ainscough
Jo Taylor

Systematic Review In Progress Rome PPC Conference MHRC

The Early Days Project: parents’ 
experiences of the early days of 
bereavement and the support they 
receive from children’s hospices

Bryony Beresford Julia Hackett Survey
Interviews

In Progress Rome PPC Conference MHRC

Informing staff support interventions 
and practices in children’s hospices: a 
mixed methods study

Jo Taylor Lorna Fraser
Jan Aldridge
Bryony Beresford

Mixed Methods Start Dec 
2018

MHRC

Psychological Health of Children with 
a LLC

Mary Barker (PhD) Lorna Fraser/ Bryony 
Beresford

Quantitative In Progress Nottingham PHD conference
Rome PPC conference

MHRC

Psychological Support Services for 
Siblings of Children with a LLC

Liam Robson (PhD) Lorna Fraser/ Bryony 
Beresford

Mixed Methods In Progress Rome PPC conference MHRC

Advanced Care Planning Debbie Box (PhD) Lorna Fraser/ 
Bryony Beresford

Qualitative In Progress Nottingham PHD conference MH



Externally Funded Studies (n=6)
Title Lead Team Methodology Status Outputs Funding

Specialist Paediatric Palliative Care 
Input for Children with Malignancies 

Lorna Fraser Jo Taylor
Alison Booth
Bryony Beresford
Bob Phillips

Systematic Review 
and Consultation 
Exercise.

In Progress Childhood Cancer Conference
Rome PPC Conference

Paper in preparation

Centre for Future 
Health

Updating the Prevalence of children 
with LLC utilising multiple data 
sources 

Lorna Fraser Stuart Jarvis Secondary Data 
Analyses

In Progress True Colours Trust

Evaluation of the Transition Award 
pilot Martin House/St Leonards

Bryony Beresford Jo Taylor
Tom Ainscough

Qualitative In Progress TFSL

Crisis prevention rather than crisis 
management: the health of mothers 
of children with a life-limiting 
condition

Lorna Fraser Jan Aldridge Mixed Methods Starts Jan 
2019

NIHR Trainees Centre

Transitioning from paediatric to adult 
healthcare with a life limiting 
condition

Stuart Jarvis Lorna Fraser Secondary Data 
Analyses

Starts Jan 
2019

NIHR Trainees Centre

The role of different diets in children 
who are gastrostomy fed

Lorna Fraser Jo Taylor
Bryony Beresford

Qualitative + 
prospective cohort

Starts Feb 
2019

NIHR HTA 
Commissioned



Capacity building

Twitter journal club



Collaboration

Academics

Clinicians

Parents

Children/

Young people

Service 
Providers

Policy Makers

Key third 
sector 

organisations



Publications



www.york.ac.uk/mhrc

http://www.york.ac.uk/mhrc


Today


