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View from the Cerebra Chair on 2016  

 
The theme of this introduction to our seventh Annual Report is our desire to 
celebrate the involvement of families in PenCRU. We are so grateful and feel 
privileged that families continue to want to work with us given their busy 
and often complex lives. 

 
Having families work with us completely changes the feel of doing research. This year I have had the 
pleasure of being with parents in research meetings, in interviews for new staff, and of course 
meeting their families at our Family Fun Day at Paignton Zoo. A highlight for me was the visit we 
hosted of some of the Cerebra staff and trustees. Several parents from the Family Faculty took part, 
talking to our visitors about research they have been involved in, what they got out of it, and how 
they enjoyed working with us.  
 
It has also been gratifying to see the impact of some of our projects. Notably, the priority setting for 
childhood neurodisability research, which we carried out in collaboration with the James Lind 
Alliance and British Academy of Childhood Disability, appears to have had a major impact on 
research funded by the National Institute for Health Research. Commissioned and researcher-led 
projects, funded by the Health Technology Assessment and the Health Services and Delivery 
Research programmes, directly linked to topics that we prioritised with families and clinicians are 
now underway. 
 
Our series of ²ƘŀǘΩǎ ǘƘŜ 9ǾƛŘŜƴŎŜ? summaries, focusing on treatments and therapies that families 
and clinicians asked us about, continues to receive a lot of attention on our website. We assume that 
if one family asks about something then other families are probably also considering the same issue. 
It is also apparent that clinicians (like me) find these summaries useful too, as a way to discuss 
therapies with families in clinic. One such summary that stood out for me this year focused on ways 
to reduce distress and encourage cooperation when children have to undergo invasive medical 
procedures. Lots of practical tips gleaned from published research on this topic! 
 
The PenCRU programme of research includes a diverse portfolio of studies, but all are addressing 
topics that attract families to want to be involved. Of particular interest to me is a programme 
focusing on improving parent carer health and wellbeing. This work has been driven by a number of 
members of the Family Faculty, working with PenCRU staff. Thus far we have completed a study to 
test the feasibility and acceptability of a new parent-led group intervention and are looking to take 
this work further this next year. Another highlight has been research work we are supporting, led by 
Nicole Thomas, mother of a child with autism and a dental hygienist, investigating experiences of 
families of children with autism using high street dentists, perhaps emblematic of the PenCRU ethos 
of family-focused research. 
 
We are pleased to have succeeded in securing funding for new projects starting in 2017. These 
include research studies focusing on children with epilepsy, brain tumour survivors, and feeding 
issues for children with neurodisability. All of these are collaborative projects with research 
colleagues in universities across the UK, and are testament to the reputation of PenCRU expertise, 
particularly involving families as meaningful partners in research. 
 
L ƘƻǇŜ ȅƻǳ ŜƴƧƻȅ ǊŜŀŘƛƴƎ ǘƘƛǎ ȅŜŀǊΩǎ ǊŜǇƻǊǘ ǘƻ ŦƛƴŘ ƻǳǘ ƳƻǊŜ ŀōƻǳǘ ƻǳǊ ǿƻǊƪΦ 
 
Professor Stuart Logan  
Cerebra Chair in Paediatric Epidemiology 



3 

 

Mission statement 

PenCRU carries out a broad programme of applied health research that 
aims to improve the health and wellbeing of disabled children and their 
families.  

The meaningful involvement of families affected by childhood disability 
in all aspects of our research and related activities is a key factor in the 
way the unit functions, and is central to our ethos. We encourage 
family involvement ǘƘǊƻǳƎƘ ƻǳǊ ΨCŀƳƛƭȅ CŀŎǳƭǘȅΩΤ ŀƴŘ ǇŀǊŜƴǘǎ Ǉƭŀȅ ŀ ǇŀǊǘ in setting our research 
agenda and deciding how to carry out specific research projects. There are many examples of how 
families are involved in our work in this report. 

In addition, we work in partnership with clinicians and agencies providing health, social and 
education services for children in Devon, Plymouth and Torbay. We also pursue research with 
colleagues engaged in childhood disability research across the UK and worldwide. We believe that 
the partnership between families, service providers and researchers is vital to improving the lives of 
people affected by disability.  

 

How we are funded 

Cerebra is a UK charity that aims to improve the lives of 
children and young people with brain-related and other 
neurological conditions. PenCRU is one of several academic 
centres to receive funding from the Cerebra charity. 
Professor Stuart Logan is the Cerebra Chair in Paediatric 
Epidemiology.  

The charitable funding from Cerebra supports the core 
activities of the research unit, principally building partnerships with local families and service 
providers, identifying issues and research questions and reviewing the evidence, and then designing 
research studies to address these questions. PenCRU also receives support from the National 
Institute for Health Research (NIHR) Collaboration for Leadership in Applied 
Health Research and Care for the South West (PenCLAHRC).  For major research 
projects we require substantive additional funding for which we apply to 
programmes operated by the NIHR, Medical Research Council and charities that 
fund research. PenCRU has been successful in securing funding from NIHR to 
support various studies. 

PenCRU is an independent academic research unit at the University of Exeter Medical School. The 
views and opinions expressed by PenCRU do not necessarily represent the views of the National 
Institute for Health Research or the Cerebra charity.  
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PenCRU team 

Stuart Logan MB ChB MSc (Epidemiology) MSc (Politics) MRCP FRCPCH  
Cerebra Professor of Paediatric Epidemiology 
Stuart is the Director of the Institute of Health Research at the University of Exeter 
Medical School and Honorary Consultant in Paediatrics in the Royal Devon and Exeter 
Hospital. His particular interest is the generation of research of direct relevance to 

policy and practice and useful to practitioners and to families. His major areas of research are the 
evaluation of complex interventions, and on the effects of social inequalities on child health.  
 
 

Chris Morris MSc DPhil 
Senior Research Fellow in Child Health 
Chris had 20 years clinical experience as an orthotist and now 18 years in childhood 
disability research. He was awarded Masters and Doctoral degrees by the University 
of Oxford for research about children with cerebral palsy. His main research interests 

include strategies to involve families in research, epidemiology, qualitative research with children, 
and the appraisal and use of patient-reported outcome measures. 
 
 

Katharine Fitzpatrick BSc (Hons) PhD 
Family Involvement Coordinator  
YŀǘƘŀǊƛƴŜΩǎ ŀŎŀŘŜƳƛŎ ōŀŎƪƎǊƻǳƴŘ ƛǎ ƛƴ tƘȅǎƛŎŀƭ Geography and she also has 
experience as a learning advisor for young people with learning disabilities and 
additional needs in a Further Education College. Her work focuses on widening 
participation of Family Faculty members and strategies to involve children and 

young people.   
 

 
Sharon Blake LLB (Hons) MA 
Associate Research Fellow in Child Health 
Sharon trained as a social worker and has worked with children and families across 
social care, fostering, youth offending, early years and youth action work with 
young people with disabilities. Her degrees are in Law and Social Studies and her 

research interests include listening to children, ŎƘƛƭŘǊŜƴΩs rights and integrated services. 
 
 

!ƭŜƪǎŀƴŘǊŀ .ƻǊŜƪ .! όIƻƴǎύ a! 
Associate Research Fellow in Child Health 
!ƭŜƪǎŀƴŘǊŀ όhƭŀύ ƧƻƛƴŜŘ tŜƴ/w¦ ƛƴ нлмр ŀǎ ŀƴ !ǎǎƻŎƛŀǘŜ wŜǎŜŀǊŎƘ CŜƭƭƻǿ ǘƻ ŘŜǾŜƭƻǇ 
ŀ ƎǊƻǳǇπōŀǎŜŘ ƛƴǘŜǊǾŜƴǘƛƻƴ ŦƻǊ ǇŀǊŜƴǘ ŎŀǊŜǊǎ ǘƻ ƛƳǇǊƻǾŜ ƘŜŀƭǘƘ ŀƴŘ ǿŜƭƭōŜƛƴƎΦ IŜǊ 
tƘ5 ŀƴŘ ǇƻǎǘŘƻŎǘƻǊŀƭ ǿƻǊƪ ƛǎ ƛƴ ǘƘŜ tǎȅŎƘƻƭƻƎȅ !ǇǇƭƛŜŘ ǘƻ IŜŀƭǘƘ όt!ǘIύ ƎǊƻǳǇ 

ǿƛǘƘƛƴ ǘƘŜ aŜŘƛŎŀƭ {ŎƘƻƻƭ ŦƻŎǳǎŜǎ ƻƴ Ƙƻǿ ƎǊƻǳǇǎ ǿƻǊƪ ƛƴ ƘŜŀƭǘƘ ƛƴǘŜǊǾŜƴǘƛƻƴǎΦ  
 

 
IŀƴƴŀƘ aƻǊǊƛǎ .aŜŘ{ŎƛΣ a{Ŏ  
Associate Research Fellow in Child Health 
IŀƴƴŀƘΩǎ ōŀŎƪƎǊƻǳƴŘ ƛǎ ƛƴ ǇǳōƭƛŎ ƘŜŀƭǘƘΣ ǇǊŜǾƛƻǳǎƭȅ ǿƻǊƪƛƴƎ ƻƴ ŀƭŎƻƘƻƭ ƘŀǊƳ 
ǊŜŘǳŎǘƛƻƴ ŀƴŘ ǎŜƭŦπƳŀƴŀƎŜƳŜƴǘ ŦƻǊ ƭƻƴƎ ǘŜǊƳ ŎƻƴŘƛǘƛƻƴǎΦ IŀƴƴŀƘ ƧƻƛƴŜŘ tŜƴ/w¦ ƛƴ 
нлмс ŀƴŘ ŦƻŎǳǎŜŘ ƻƴ ǳǇŘŀǘƛƴƎ ŀƴŘ ǊŜƻǊƎŀƴƛǎƛƴƎ ƻǳǊ ²ƘŀǘΩǎ ǘƘŜ 9ǾƛŘŜƴŎŜΚ 

ǎǳƳƳŀǊƛŜǎΦ 
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Astrid Janssens BSc (Hons) MSc PhD  
Senior Research Fellow in Child Health 
Astrid has a aŀǎǘŜǊΩǎ degree in Experimental Psychology and Anthropology, and a 
Doctorate in Medical Sciences. Her research background is in child and adolescent 
mental health and the organisation of services taking care of them. Astrid leads the 
CATCh-uS study evaluating transition to adult services for young people with ADHD. 

 
 
Anna Stimson BA (Hons)      
Research Administrator 
Anna provides part-time administrative support to the unit. As a mother to three 
children (one with ASD), and a secondary school governor, she has an active interest 
in our work. 

 
 
Nicole Thomas     
Research Associate 
Nicole is a 5Ŝƴǘŀƭ IȅƎƛŜƴƛǎǘ ŀƴŘ ŀ ƳƻǘƘŜǊ ƻŦ ŀ ǎƻƴ ǿƛǘƘ ŀŘŘƛǘƛƻƴŀƭ ƴŜŜŘǎ ŀǎǎƻŎƛŀǘŜŘ 
ǿƛǘƘ ŀǳǘƛǎƳΦ bƛŎƻƭŜ ƛǎ ōŜƛƴƎ ǎǳǇǇƻǊǘŜŘ ōȅ tŜƴ/w¦ ǘƻ ŎƻƳǇƭŜǘŜ ǘƘŜ !t9Ȅπ5 !ǳǘƛǎƳ 
5ŜƴǘƛǎǘǊȅ ǇǊƻƧŜŎǘΦ 

 
 
 

Team news updates 

Sharon Blake left PenCRU in September to pursue a postgraduate research degree with the Law 
Department of the university. However, Sharon continues to be a research associate with the unit 
and is supporting Nicole with her work on our APEx-D Autism Dentistry project. We are very grateful 
for all her contributions to the unit over the past couple of years. 
 
Hannah joined this year and then began her maternity leave at the end of November and we wish 
her well of course as we await her news! 
 
We interviewed for new researchers at the beginning of December and look forward to Dr Gretchen 
Bjornstad and Dr Helen Hambly joining us as Postdoctoral Research Associates in February 2017. 
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Family and Community Involvement  

The ethos of the unit is to involve families in all aspects of our research and related activities. We 
achieve this through our Family Faculty which is made up of families of disabled children who are 
interested in our work. Our members are mainly parents living in Devon, or elsewhere in the south 
west, with a few from further afield. 

 
Family Involvement in PenCRU activities  

We held several project working group meetings in 2016 where we invited Family Faculty members 
to participate. These included meetings for the following research projects: 

¶ CATCh-uS: ADHD Transition 

¶ Cerebral Visual Impairment 

¶ Healthy Parent Carers 

¶ Mac Keith Press Handbook 

¶ Oral Health and Dentistry 

¶ Specialist Seating Systems 

We also held a meeting specifically for our more experienced members to work with us on creating 
resources for the PenCRU website, to reflect on our engagement with the Family Faculty and to plan 
for upcoming conferences and meetings. Currently we have a core group of 12-15 Family Faculty 
members that attend project meetings regularly and other members that dip in and out when they 
can, in line with our code of flexible involvement to accommodate busy family lives.  

We also have members who are unable to attend project meetings due to work commitments, 
distance to travel or various other reasons. However they contribute remotely to our work, for 
example by reviewing and commenting on plain language summaries and evidence summaries. We 
would like to thank everyone that has been involved in our research activities this year! 

We have recently been piloting a new way of seeking 
feedback on our Ψ²ƘŀǘΩǎ ¢ƘŜ 9ǾƛŘŜƴŎŜ?Ω summaries. 
Members of our Family Faculty who express an interest in 
reviewing an evidence summary are now asked to 
complete a feedback form and are reimbursed £10 for 
their time. We prioritise Family Faculty reviewers who 
have direct experience of the summary subject and who 
are unable to attend project meetings to give them an 
opportunity to be involved in PenCRU research activities.  

While our Family Involvement Coordinator, Katharine, was on maternity leave, one of our Family 
Faculty members, Jane Ring, worked with Dr Kath Maguire, a PenCLAHRC researcher, to consult 
Family Faculty members to explore how to improve the partnership. Jane also undertook a City and 
Guilds Award in Education and Training at Exeter College, supported by PenCLAHRC, to help develop 
her knowledge of inclusive learning. Using the information, Jane and Kath then developed and 
delivered 2 training workshops for PenCRU staff and the Family Faculty so they could work together 
more effectively.  
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ά.ŜƛƴƎ ǇŀǊǘ ƻŦ ǘƘŜ CŀƳƛƭȅ CŀŎǳƭǘȅ Ƙŀǎ given me a different focus and a 
ǇƭŀŎŜ ǿƘŜǊŜ L ŀƳ ƳƻǊŜ ǘƘŀǘ ΨƧǳǎǘ ŀ ǇŀǊŜƴǘΩΦ ¢ƘŜ ǇƘƛƭƻǎƻǇƘȅ ƻŦ ǘƘŜ ǘŜŀƳ ƛǎ 

that we are the experts and our voice, our experiences, can be used to 
influence the lives of disabled children and young people in the future 

througƘ ǊŜǎŜŀǊŎƘέΦ ς Jane Ring, Family Faculty member. 

 

Katharine returned to work after maternity leave in July 2016 and was invited to attend several 
events in the community which helps us to understand issues that families are faced with in their 
day to day lives, and also gives us the opportunity to tell them about PenCRU and what we do. Many 
attendees were interested in PenCRU and Katharine was able to help encourage and support 
families to come and get involved in research. 5ǳǊƛƴƎ YŀǘƘŀǊƛƴŜΩǎ leave, Chris Morris and Hannah 
Morris attended events run by Devon Parent Carer Voice, to allow PenCRU to still be represented. In 
2016 we welcomed 28 new members to the Family Faculty and we look forward to continuing and 
widening our involvement in 2017.  

 

Staff recognition in public engagement 

We were proud to see Sharon Blake awarded a University of Exeter Postgraduate and Early Career 
Engagement Award. These awards recognise and celebrate high quality public engagement 
undertaken by Postgraduate and Early Career Researchers.  

Family Fun Day 2016 

We had a brilliant day out in September at Paignton Zoo for our Annual Family Fun Day. The purpose 
of the day is to say thank you to members of the Family Faculty who have been involved in our work 
ŀƴŘ ǘƻ ƪŜŜǇ ƛƴ ǘƻǳŎƘ ǿƛǘƘ ǎƻƳŜ ƳŜƳōŜǊǎ ǿƘƻ ǿŜ ƘŀǾŜƴΩǘ ǎŜŜƴ ŦƻǊ ŀ ǿƘƛƭŜΦ 20 families joined us for 
the day and as usual the amazing Vinny was there to entertain us and get us juggling and spinning 
plates, much to everyone's delight, and a great day was had by all.  
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Communicating about research 
 
PenCRU aims to provide accessible information for professionals, families and people with brain 
injury and neurological disorders. We try to help families obtain the best current evidence to help 
them in making decisions. We want to involve families in setting the research agenda and enable 
active engagement of parents and young people in all aspects of the research process. We want to 
inform clinicians and commissioners about research findings to enable them to make their decisions 
based on evidence as well as their experience and family preferences. 
 

²ƘŀǘΩǎ ǘƘŜ 9ǾƛŘŜƴŎŜΚ  

PenCRU responds to questions received directly from families and professionals about the 
effectiveness of treatments and therapies. To ensure that research evidence is available to families 
and practitioners in a form that is comprehensible and accessible we appraise and summarise the 
ǊŜǎŜŀǊŎƘ ŀǾŀƛƭŀōƭŜ ƻƴ ŀ ŎƘƻǎŜƴ ǘƻǇƛŎ ƛƴ ƻǳǊ Ψ²ƘŀǘΩǎ ǘƘŜ 9ǾƛŘŜƴŎŜΚΩ ǎǳƳƳŀǊƛŜǎΦ ²Ŝ ǇǊƻŘǳŎŜ ǊŜǇƻǊǘǎ 
about both NHS and alternative therapies. The summaries are published electronically on our 
website and are widely accessed. They aim to help families make informed decisions about care for 
their child. We hear that some clinicians find them useful for directing parents to the evidence. 

In 2016 we produced four new ²ƘŀǘΩǎ ¢ƘŜ 9ǾƛŘŜƴŎŜ? summaries. These summaries were all 
reviewed by both experts in the field and members of our Family Faculty. Our summaries are all 
published on our website and publicised through our Facebook and Twitter accounts.  
You can read our new evidence summaries by clicking on the links below: 
 

¶ Reducing distress and improving cooperation with invasive medical procedures for children 

with neurodisability 

¶ Brain Surgery to Reduce Seizures in Children with Sturge-Weber Syndrome 

¶ Psychotherapy and the Frankish model for children and young people with learning 

disabilities 

¶ Speech and Language Therapy & Occupational Therapy for children and young people with 
autism and/or learning disabilities 

 
We have also updated these summaries:   
 

¶ Selective Dorsal Rhizotomy for children with cerebral palsy 

¶ Probiotics for children with Autistic Spectrum Disorder 

¶ Siblings of children with a disability 

 
Following feedback from our Family Faculty, we have redesigned the ²ƘŀǘΩǎ ǘƘŜ 9ǾƛŘŜƴŎŜΚ pages on 
our website to improve navigation. We have categorised our summaries by both condition and in an 
A-Z format for therapies so that they can be browsed more easily. We have also revised the 
presentations of all our evidence summaries with the webpage for each topic providing a short 
bullet point overview of what we were asked and the key findings. For those that want to find out 
more details, a link is provided to a downloadable PDF document that provides the full report.  
 
 

http://www.pencru.org/evidence/invasivemedicalprocedures/
http://www.pencru.org/evidence/invasivemedicalprocedures/
http://www.pencru.org/evidence/brainsurgerytoreduceseizures/
http://www.pencru.org/evidence/psychotherapyandthefrankishmodel/
http://www.pencru.org/evidence/psychotherapyandthefrankishmodel/
http://www.pencru.org/evidence/speechasd/
http://www.pencru.org/evidence/speechasd/
http://www.pencru.org/evidence/dorsal/
http://www.pencru.org/evidence/probioticsandautism/
http://www.pencru.org/evidence/siblings/


10 

 

Social media  

Over the past year we have continued to developing our online social networking to raise awareness 
of our work, build relationships with related individuals and organisations, and share ideas with 
others in the childhood disability research community. We have both a Twitter account and a 
Facebook page to communicate our news and link with others.   
 

 
Twitter @Pen_CRU 

This year we were pleased to exceed 1000 followers of our Twitter feed. A big Thank You to all our 
followers and those who engage with us to help to get our messages out and share information. 

Our most popular tweets in 2016 ranged from amusing photos of the PenCRU team and other 
colleagues from the Exeter University Medical School participating in the Cerebra Head Awareness 
campaign, to information about the invasive medical procedures summary and resources for parents 
of disabled children publication. 

 

  

https://twitter.com/Pen_CRU
https://twitter.com/Pen_CRU
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Facebook 
 

5ǳǊƛƴƎ нлмсΣ ǿŜ ƘŀǾŜ ŀƭǎƻ ƎǊƻǿƴ ƻǳǊ CŀŎŜōƻƻƪ ŀǳŘƛŜƴŎŜ ŦǊƻƳ мпо ΨƭƛƪŜǎΩ ƛƴ January to 177 in 
December. Our Facebook page has continued to be used primarily to communicate directly with 
families, but we have also made efforts to network with other organisations through this channel.  
As well as posting our news, we post information we think will be helpful from other organisations 
such as Cerebra. This year we have focused on communicating directly with other organisations and 
replying to comments made on posts. Posts that were popular with people commenting and sharing 
include posts about resources, (such as CanChild ASD communication tool and resources for healthy 
ǇŀǊŜƴǘ ŎŀǊŜǊǎύΣ ƻǳǊ Ψ²ƘŀǘΩǎ ǘƘŜ 9ǾƛŘŜƴŎŜΚΩ ǎǳƳƳŀǊies (the Sturge-Weber summary in particular), and 
posts about free local events. The Cerebra Head Awareness campaign photos also attracted a lot of 
views!  
 

Featured  
 
The new Healthcare Play Specialist Education Trust (HPSET) website have suggested a link to our 
ΨReducing Distress & Improving Cooperation with Invasive Medical Procedures for Children with 
NeurodisabilityΩ ²ƘŀǘΩǎ ¢ƘŜ 9ǾƛŘŜƴŎŜΚ summary: http://hpset.org.uk/publications/ 
 
Our Cochrane review of sleep positioning systems for children with Cerebral Palsy has been included 
as a reference on the main Cerebral Palsy Wikipedia page ς in the assistive technology section: 
https://en.wikipedia.org/wiki/Cerebral_palsy 

 
Chris Morris was invited by Cochrane UK to write a blog for their award-winning Evidently Cochrane 
series. The piece is titled Evidence for Everyday Orthotists. Chris reflects on his 20 years working as 
an orthotist and his experience in research. The blog is featured in their campaign Evidence for 
Everyday Allied Health (#EEAHP). 
 
The JLA Childhood Disability Research Priority Setting Partnership project has been featured as an 
example of how the National Institute for Health Research is Adding Value In Research as a case 
study to illustrate that questions should be relevant for users of research. 

 
 
 

 

  

https://www.facebook.com/Pencru
http://hpset.org.uk/publications/
http://www.pencru.org/projectsmeetings/researchprojects/sleeppositioningsystems/sleeppositioningsystems/
https://en.wikipedia.org/wiki/Cerebral_palsy
http://www.evidentlycochrane.net/
http://www.evidentlycochrane.net/evidence-everyday-orthotists/
http://www.evidentlycochrane.net/category/evidence-everyday-allied-health/
http://www.evidentlycochrane.net/category/evidence-everyday-allied-health/
http://www.nihr.ac.uk/about-us/our-purpose/principles/adding-value-in-research.htm
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Collaboration with Cerebra  
 
PenCRU continued to enjoy working supportively with the team at Cerebra throughout the year. 

PenCRU was very pleased to be able to once again support a group of Family Faculty members to 
attend /ŜǊŜōǊŀΩǎ !ƴƴǳŀƭ /ƻƴŦŜǊŜƴŎŜ ŀǘ ǘƘŜ wƻȅŀƭ {ƻŎƛŜǘȅ ƻŦ aŜŘƛŎƛƴŜ ƛƴ [ƻƴŘƻƴ ƻƴ ΨLƳǇǊƻǾƛƴƎ 
Mental Health and Well-being for Young People with Autism, !5I5 ŀƴŘ [ŜŀǊƴƛƴƎ 5ƛǎŀōƛƭƛǘƛŜǎΩ. The 
conference was Chaired by Stuart Logan, and Tamsin Ford and Astrid Janssens presented details of 
the CATCh-uS project focusing on what happens to young people with Attention Deficit Hyperactivity 
Disorder (ADHD) iƴ ǘǊŀƴǎƛǘƛƻƴ ŦǊƻƳ ŎƘƛƭŘǊŜƴΩǎ ǎŜǊǾƛŎŜǎ ǘƻ ŀŘǳƭǘ ǎŜǊǾƛŎŜǎΦ 
 
In mid-June PenCRU welcomed Luke Clements, the Cerebra Professor of Law 
at Leeds University, alongside Beverley Hitchcock and Lisa Reakes from 
Cerebra, to run a session with members of the Family Faculty to 
demonstrate and gain feedback on their Problem-Solving Toolkit. 15 parent 
carers, and representatives of the local Scope and Contact a Family groups, 
came to learn more about the resource to support disabled people and 
carers who are encountering difficulties with the statutory agencies in 
relation to the provision of health, social care and education support 
services. We received very positive feedback from the parents who 
attended, with one informing us that she had subsequently used the 
¢ƻƻƭƪƛǘΩǎ ŘƻŎǳƳŜƴǘǎ ǘƻ get additional support for her son to arrange an 
apprenticeship, that she had previously been told was impossible.                                   

²Ŝ ƘŀŘ ŀ ƭƻǘ ƻŦ Ŧǳƴ ƧƻƛƴƛƴƎ ƛƴ ǿƛǘƘ /ŜǊŜōǊŀΩǎ IŜŀŘ !ǿŀǊŜƴŜǎǎ ŦǳƴŘǊŀƛǎƛƴƎ ǿŜŜƪ ƛƴ hŎǘƻōŜǊΣ ōƻǘƘ 
wearing silly headwear ourselves and encouraging others to do likewise, while collecting donations. 
The photos (see above) that we shared via social media were very popular with our followers!  
 
Katharine also attended a Cerebra sleep event in Exeter where she was able to see some of 
/ŜǊŜōǊŀΩǎ ƻǳǘǊŜŀŎƘ ǿƻǊƪ ƛƴ ŀŎǘƛƻƴΣ ŀƴŘ ƛƴǘǊƻŘǳŎŜ tŜƴ/w¦ ǘƻ ƳƻǊŜ ǇŀǊŜƴǘ ŎŀǊŜǊǎΦ 
 
In December we hosted /ŜǊŜōǊŀΩǎ IŜŀŘ ƻŦ wŜsearch & Education Tracy Elliot; Sleep Practitioner 
Sarah Coldrey; Legal Entitlements Development Officer Derek Tilley; Corporate Fundraiser Garth 
Owen and Chair of Trustees David Rose in Exeter to meet with members of the Family Faculty and 
the team. The parents who attended shared their experiences of working with PenCRU, and wowed 
everyone with their dedication and enthusiasm. We explained how the core funding from Cerebra 
for PenCRU enabled collaborative research across UK and worldwide. 
 

 

https://www.youtube.com/watch?v=QyIDSRQS1zU
https://www.youtube.com/watch?v=QyIDSRQS1zU
https://www.youtube.com/watch?v=QyIDSRQS1zU
http://w3.cerebra.org.uk/practical-help/problem-solving-toolkit-for-families/

