
Welcome to our third biennial Mary Kitzinger Trust newsletter.  
The Mary Kitzinger Trust aims to meet the objective of advancing 
and furthering education, training and research in the psychology 
of children with visual and/ or other developmental difficulties.  
The focus of the current newsletter is on assessments for children 
with visual impairment. In clinical and educational practice, the 
importance of accurate assessment in measuring change and 
outcome, highlighting needs, and guiding intervention has long 
been recognised.  However, the assessment of children with visual 
impairment has been fraught with challenges.  In this newsletter, 
we hear from researchers who are developing ways to assess 
visual difficulties in children who are not yet able to report on 
what they can and cannot see.  The newsletter also covers the 
issue of assessing cerebral visual impairment, which has been 
more poorly defined and as such difficult to assess and diagnose. 
Another challenge being addressed regards the topic of rarity 
and heterogeneity in childhood visual impairment and the lack 
of assessments with appropriate normative data.  New measures 
for children with visual impairment for assessing quality of life, 
tactual skills and social interaction, which are validated specifically 
for this population are introduced. We hope that you will find the 
newsletter a stimulating and informative read.  
Thank you to you all for your support of the trust over the years 
and we hope to see many of you at our next event in Spring 2016, 
which we will be circulating details of shortly.
Rebecca and Elena

Mary Kitzinger Trust, Organising Team
www.marykitzingertrust.org
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Welcome to our fourth biennial Mary Kitzinger Trust newsletter.  The 
focus of the current newsletter is on mental health following on from 
our international conference ‘Childhood Visual Impairment and Mental 
Health: Science into Practice’ which took place on 2nd-4th July 2018. 
The Mary Kitzinger Trust and Royal Society for Blind Children came 
together with Great Ormond Street Hospital (GOSH) and University 
College London (UCL) to host this conference. The Organising Chair 
was Dr Naomi Dale (Consultant Clinical Psychologist, GOSH/ Reader 
UCL and trustee of the Mary Kitzinger Trust). A scientific committee was 
chaired by Dr Alison Salt (Honorary Consultant Paediatrician, GOSH). 
It was a great success with over 200 participants from UK, Europe and 
internationally and we would like to extend our thanks again to all the 
speakers and attendees. 

The aim of the conference was to present innovative research and 
evidence-based practice and to bring clinicians, practitioners and 
educators together to establish best practice to support children from 
birth to young adulthood.  The conference highlighted the mental health 
challenges faced by children and young people with visual impairment 
and their families. It was opened by Mr Matthew Shaw (Medical Director 
of GOSH; now Chief Executive) who emphasized the importance 
of recognising and addressing the mental health needs of children 
with long term needs and disabilities, including visual impairment, 
and the hospital and NHS commitment to improvements in this area.  
New research presented at the conference suggested that eight to 
eleven-year-old children with a visual impairment and no additional 
intellectual disability are three times more likely to develop a mental 
health problem than their sighted peers.  We heard from internationally 
renowned speakers who presented on topics including needs, early 
intervention, sport, anxiety and mood, social challenges and habilitation, 
see conference programme here http://www.marykitzingertrust.
org/mkt-conferences/. As well as identifying needs, the conference 
showcased some of the areas where children and young people with 
visual impairment excel when given the opportunity, including sport, 
as evidenced by the medal-winning skier Millie Knight who gave an 
inspiring talk about her journey to Paralympic success.

The conference and the network established through it are hoping to 
now start driving forward the development of better mental health 
support for this vulnerable group of children and young people. This 
is an initiative that is growing in strength and some next steps will be 
considered for later this year. Please let us know if you have ideas of 
what you feel could be useful.

Welcome

Promoting positive mental health 
and wellbeing in children with visual 
impairment
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From page one
In this newsletter, we are continuing the theme of mental 
health and we hear from Dr Lisa Visagie a psychologist 
who has carried out research into the fears of children 
with visual impairment and implemented and evaluated 
a CBT intervention for anxiety specifically tailored 
for children with visual impairment in South Africa.  
Following this we hear from Dr Emma McGibbon, 
Clinical Psychologist who discusses an event she held 
at Great Ormond Street Hospital exploring how to 
support the emotional-wellbeing of children with visual 
impairment and the themes that emerged. Next, we 
have an interview with Professor Liv Berit Augestad from 
Norway, who has published extensively on mental health 
and physical activity. Finally, we have the recent press 
release from the now completed OPTIMUM Project, a 
longitudinal national study of early development and 
support of babies and young children.  Several of the 
speakers at the conference highlighted useful resources 
for supporting children and young people, many of 
which are available online, we have included a list of 
these at the end of the newsletter. 

Tell us a little bit about yourself and how you got 
interested in conducting research and a PhD on the 
mental health of children with visual impairment.

I actually landed up in the field by a lucky accident… In 
my 4th year of psychology studies at the University of 
Stellenbosch, we were randomly assigned to supervisors 
for our research projects. My assigned supervisor, Prof 
Helene Loxton, is an expert in the field of childhood fears 
and anxiety. I myself have a visual impairment, and Prof 
Loxton asked if I thought that children with and without 
visual impairments experienced fear differently? I was not 
sure.  Research on this topic was very limited, this question 
intrigued me, thus my first step into the exploration of 
fear and anxiety in the population of children with visual 
impairments. In an attempt to answer my supervisor’s 
question, I undertook a small, qualitative project which 
aimed to explore fears expressed by children with visual 
impairments. Results showed that fears do play a role in 
the lives of South African children with visual impairments. 
Following these findings, I wanted to determine 
empirically if there were differences in the fears expressed 

by South African children with visual impairments and 
their sighted peers. Comparative research of this nature 
was almost non-existent, and approx. 7 international 
studies mentioning fear/anxiety in children with visual 
impairments had been conducted over the past 30 years. 
Thus, this was clearly an under-researched area. One 
important factor which arose from my research was the 
need for a suitable, accessible anxiety intervention that 
could be used with children who have visual impairments, 
and it is exactly such an intervention that my PhD research 
aimed to develop. Having a visual impairment myself 
fueled my interest in the mental health and well-being of 
children with visual impairments. I was fortunate to receive 
support and guidance from my parents, but this is not 
the case for all children with visual impairments. With my 
research I would like to motivate visually impaired children 
to do well! Thus, the intervention which I developed in 
my doctoral research makes use of cognitive behaviour 
therapy (CBT) techniques to teach children practical skills 
to deal with anxiety, worry and change.

Photo of Millie Knight presenting at the conference

Anxiety in children with visual impairment 
and cognitive behavior therapy intervention 
approaches
Interview with Dr Lisa Visagie, Stellenbosch University
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In your 2014 paper in BJVI you describe the 
adaptations, accommodations and sensitivity 
required when conducting research with children 
who have a visual impairment.  Can you describe for 
us some of the factors a researcher has to consider 
when conducting research with this population?

Besides the generic factors to consider when conducting 
research with children (i.e. confidentiality, child-
friendliness, consent etc.) in my opinion the most 
important factor to consider is access to information 
in a ‘readable’ format. It is very important that 
visually impaired children have access to the research 
information in a medium that works best for them, be 
this braille, large print, or in an electronic or auditory 
format. Getting together all this information can require 
a lot of planning and time. 

You have recently conducted a CBT intervention 
study where you addressed anxiety in children with 
visual impairment.  Can you briefly tell us about the 
study and its main findings?

My doctoral research focussed on the development, 
implementation and evaluation of a cognitive 
behavioural therapy (CBT) programme for the 
management of anxiety symptoms in South African 
children with visual impairments. In my research I 
developed a child-friendly, “new” and interactive 
programme which integrated the key concepts of 
CBT. The programme tries to improve on existing CBT 
interventions which have proven successful in treating 
childhood anxiety but unfortunately are not suitable for 
use with children who have visual impairments, as their 
content (i.e., cartoons, colouring-in pictures, workbook 
and visual-based activities) and mode of delivery is not 
very accessible to children with visual impairments. 

Fifty-two children aged 9-13 years with varying degrees 
of visual impairment from two special schools in the 
Western Cape, South Africa, were delivered the anxiety 
intervention programme. They were monitored over 
a course of ten months during which their anxiety 
symptoms were assessed at various intervals. Instead 

of using a workbook to teach children CBT skills (which 
is the norm in CBT interventions), each participant 
received a tangible soft-toy dog (named PAM) which 
they could hold and feel. PAM represented my first 
guide dog called PAM (Positive and Motivating) after 
which the intervention programme was also named. I 
chose to use the metaphor of a guide dog as it was felt 
that this would be a familiar symbol for children who 
have visual impairments. The PAM dog had a collar 
around its neck to which eight symbolic charms were 
attached throughout the programme to remind children 
of significant steps and skills which they were taught 
during the programme’s 10 sessions. Children were 
taught practical skills to help them identify their feelings 
and thoughts; to learn to relax; to identify unhelpful 
thoughts and replace them with more helpful thoughts; 
and how to face and overcome daily problems and 
challenges. This range of anxiety skills provided children 
with an emotional toolbox which they could use in their 
everyday lives. 

Contrary to what was expected, initial statistical results 
indicated that the PAM programme did not bring 
about a significant reduction in symptoms of anxiety 
within the sample of children with visual impairments. 
Although desired statistical effects were not obtained, 
it is suggested that the PAM programme holds promise 
for preventing the development of anxiety symptoms 
in children with visual impairments. No children who 
reported sub-clinical symptoms of anxiety before 
starting with the PAM programme had moved into 
the clinical range (children that can be diagnosed with 
anxiety disorder) after its completion. 

How well did children respond to the intervention?  
Did they find the intervention programme accessible 
and enjoyable, and did you have to adapt it for 
certain ages?  How did parents find the intervention 
programme?

Qualitative findings from participants were very 
promising. Overall, participants in the present study 
reported positive results relating to the likeability of the 
PAM programme, with the majority (76.9%) being able 

Photo of Dr Lisa Visagie with her guide dog (photo by Stefan Els, Stellenbosch University)
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to name something that they enjoyed about the PAM 
programme. Furthermore, it also seems as if the PAM 
programme was helpful, as once more the majority of 
participants (76.9%) were able to name at least one 
thing which the PAM programme had taught them. 
The children frequently expressed their enthusiasm 
for the programme in their spontaneous descriptions 
of their experiences throughout the programme’s 
implementation and in their disappointment when they 
heard that the programme was close to conclusion. For 
example, towards the end of the programme one of the 
children asked if they could start the PAM programme 
from session 1 again, another child had said that 2014 
was the best year ever because of the PAM programme 
and another child said that the last five weeks (referring 
to the duration of the PAM programme) had been the 
best weeks of her life! 

How do you hope to follow up the study and are the 
methods likely to be implemented with children with 
visual impairment in South Africa? How transferable 
are the findings and the intervention programme to 
children with visual impairment in other countries?

At present I am still writing up articles (with co-authors 
professors Helene Loxton and Leslie Swartz from 
Stellenbosch University, as well as Professor Paul Stallard 
from the University of Bath) reporting on the findings 
relating to the quantitative and qualitative outcomes 
of the intervention. I hope to make various adaptations 
to the PAM programme and re-evaluate it with a larger 
sample of children who have visual impairments. It is 
exciting that the PAM programme could also be helpful 
for use with, for example, children who are illiterate, 
or those with learning disabilities as children are not 
required to read any material to benefit from the 
programme’s content. I hope that in the future the PAM 
programme can be expanded to reach and help more 
children who need it.

What new research are you working on currently and 
where do you wish to go from here?

I am currently taking a short break from doing new 
research and I am focusing on being a full-time mommy 
to my busy toddler and running a part-time psychology 
practice. However, in the near future I would like to 
make various adaptations to the PAM programme and 
re-evaluate it with a larger sample of children who have 
visual impairments. I would also like to evaluate the PAM 
programme with other vulnerable groups.
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On 15th June 2017, Dr Emma McGibbon, Principal 
Clinical Psychologist and Darzi Fellow, organised and 
hosted “What more can we do together to support 
children with a vision impairment” at Great Ormond 
Street Hospital.  The event brought together young 
people with visual impairment, parents, professionals 
from schools, hospitals and charities all interested in 
working together to support children with a vision 
impairment. Here she tells us more about the event.

Could you tell us more about how this day came 
about?

This day was put together as part of my Darzi 
Fellowship, which was a one-year course during which 
I had the opportunity to work on a project within the 
Developmental Vision Clinic at Great Ormond Street 
Hospital. In particular, I was tasked with developing 
something that supported children and young people 
who have a vision impairment with their emotional well-
being and mental health. I began the project by talking 
to as many people as I could who either worked with 
people who have a vision impairment or had a personal 
connection or experience. I quickly realised that there 
was so much experience and knowledge out there, and 
so the best people to develop services and initiatives 
were these people I was talking to. So I arranged a day 
at which all of these people could talk together about 
the issues that they felt were important to them, and 
work out what the next steps would be.  

What was different about the day to other events 
and conferences?

The main difference about this day was that we invited 
a mixture of so many different people! Also, there were 
no ‘talks’ or information given. I carefully designed 
the day so that the people who were there could have 
conversations about the issues that mattered to them, 
and then work together to come up with solutions that 
they felt could happen. It was a bit like when you have a 
conference and meet people during the break, and have 
really productive conversations, but for the whole day! 
There was a lot of energy and excitement in the room 
and a lot of creativity. 

It made a big difference having a large proportion 
of people who had personal experiences of vision 
impairment. I aimed to have around half to a third of 
people who were young people with a vision impairment 
or were a parent or carer. This was important as I think 
in an environment such as a hospital or conference 
room, young people and parents/ carers can feel too 
intimidated to share their true experiences and feelings, 
and professionals may take over. Having larger numbers 
of people with lived experiences meant that the issues 
and experiences were grounded in their reality and 
meant that ideas were very practical. 

What were the benefits of having young people with 
visual impairment at the event?

I think that services are often set up around the 
convenience of professionals, and we can forget to 
check out with young people who use services what is 
really important to them. In the NHS we are required to 
measure outcomes, but do these outcomes really matter 
for the children and young people the services are for? 

What more can we do together to support 
children with a vision impairment?
Interview with Dr Emma McGibbon, Great Ormond Street Hospital

Portrait photo of Dr Emma McGibbon

Photo of a large group of people having conversations 
and taking part in activities in small groups during the 
event organised by Dr Emma McGibbon
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Often we don’t stop to ask. Also, we tend to see service 
developments through the lens of what we can offer. We 
can only know how services should evolve and improve 
by asking the people using them what is important to 
them. And them being involved as much as possible in 
service design and evaluation. This is a big ask, but I 
think that by taking the time to work in this way, services 
will be better and can be more efficient. This way of 
working is often called Co-production.  

What themes emerged throughout the day?

Seven groups of people worked together to come up 
with ideas about what they would like to take forwards. 
They were:

1.  Organising an annual ‘Sight Village’ for children and 
young people and their families.

2.  Designing a questionnaire about ‘What good looks 
like for children and young people with a vision 
impairment’. 

3.  Peer support for parents, to be facilitated by 
Specialist Vision Impairment Teachers.

4.  Developing a model for emotional wellbeing and 
mental health support.

5.  Using evidence-based research to support early 
intervention.

6.  Explaining what it is really like to be a child or young 
person who is visually impaired.

7.  Lobbying government to ensure that equality of 
provision is a statutory requirement. Supporting the 
development of and using the voices of children and 
young people to guide this work.

What were the outcomes of the event?

I asked people for feedback on the day and an 
overwhelming majority said that they felt able to 
say what they wanted to say, and also that they had 
learnt something new. They were interested in the 
possibilities and ideas that were discussed at the day, 
and importantly were willing to make them happen. So 
that was great to hear.
 

Tell us a bit about yourself? 

I am a fulltime Professor at the Department of 
Neuromedicine and Movement Science, at the Faculty 
of Medicine and Health Sciences, Norwegian University 
of Technology and Science (NTNU), Trondheim, Norway. 
My main research area at NTNU is physical activity and 
health.

In addition, since 1994 I have had a part-time position as 
senior adviser at the Department of Visual Impairment, 
in Statped Midt, Heimdal, Norway. My research at 
Statped focused on mental and physical health among 
people with visual impairment. In Norway, all students 
with visual impairment are fully integrated in mainstream 
schools. Statped’s regional offices provide advice and 
support in special education for students with visual 
impairment. 

I have published handbooks, and peer-reviewed 
papers in international journals, as well as the results 
of population-based epidemiological studies and 
systematic reviews in the field of vision and health.

Physical activity and mental health in children 
with visual impairment
Interview with Prof. Liv Beret Augestad, Norwegian University of Technology and Science

Portrait photo of Professor Liv Beret Augestad
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You have broad research interests, when and why did 
you first become interested in carrying our research 
with individuals with visual impairment?

I have always been involved in sport and physical 
activity. After working at the university for some years, I 
figured out that I would like to be more involved in the 
practical field. From my work and experiences, I knew 
that children with different disabilities participated less 
in sport and leisure time activities compared to their 
classmates in school. Therefore, I wondered why these 
children were less active, and how we could eliminate 
barriers and motivate them to be more active and enjoy 
different types of activities, to get a better quality of life.

You have recently published two systematic reviews 
on mental health, self-esteem and self-concept in 
children and young adults with visual impairment.  
What did you conclude?

I was interested to summarize the scientific knowledge 
to get a better understanding of the topic.  The reviews 
concluded that to best support children with visual 
impairment we need more knowledge and high-quality 
studies to better understand the association between 
self-esteem and mental health among children with 
severe vision loss. Collaborations between countries 
will be a good optional approach. Often there is a 
need for larger sample sizes, so we can get stronger 
power in the statistical analysis.  Then we could 
avoid using convenience sampling as a method for 
subject selections.  The clinical trials need to include 
interventions for the prevention and treatment of 
mental health disorders.  Well, there is a lot we can do if 
scientists from different countries collaborate. We have 
the same goals; to increase quality of life for all people, 
including those with vision loss.

You have published widely on physical activity in 
different study populations.  Your population-based 
studies enabled you to explore variables relating to 
physical activity and mental health in adolescents 
with and without visual impairment.  What findings 
were specific to those with visual impairment?

Yes, I have published on different areas related to 
physical activity and the associations to fertility, eating 
disorders, osteoporosis, obesity, and diabetes. In 
addition, I have been involved in the ongoing HUNT-
study, a population-based study.  The data-collection for 
the fourth-wave is now in progress in Trondelag county 
in Norway. The first data-collection was in 1984. We 
were the first scientists that used data from people that 
reported vision loss. The HUNT-research center, that is 
responsible for the data-collection, were pleased that 
I had a PhD student, Audun Brunes, involved in this 
project. Audun defended his doctoral thesis in June 
2017. This consisted of three internationally published 
papers co-authored by Prof. Dr. W.D Flanders, Rollins 
School of Public Health, Emory University, Atlanta, USA 
and myself.  Audun’s PhD findings support the findings 

of previous studies that people with visual impairment 
have lower physical activity and poorer health-related 
outcomes (anxiety and/or depression symptoms and 
mortality) when compared to those without visual 
impairment.  However, the associations between 
factors were complex and more research is needed, see 
publication citations below.

Your research has clear implications for practice, 
what are the take home messages for researchers 
and practitioners working with children with visual 
impairment. 

How do children with visual impairment perceive 
themselves? What is the best way to reduce the barriers 
and increase their quality of life? Children with vision 
loss may have reduced mobility, fewer opportunities 
to learn social skills, greater dependency on help, and 
experience loneliness. Moreover, less participation in 
leisure-time activities with their significant others may 
contribute to them having an increased risk of mood 
disorders. Additionally, children with severe vision loss 
may find it hard to predict other people’s behavior, 
reactions, and emotions from their facial expressions. 

A person’s self-esteem may depend on their 
psychological adjustment, quality of life, adaptive 
behavior, relationships with friends, motivation 
and success in life, among other factors. Low self-
esteem may ensue if there is a discrepancy between 
a person’s expectations and their perception of their 
adequacy. Children with vision loss may have lower 
self-esteem if their challenges in life differ from those 
of sighted children. However, the self-evaluation, social 
comparison, and identity of children with different visual 
status may vary.

Photo of a girl with visual impairment smiling in a 
Taekwon-Do uniform and Taekwon-Do mitts  
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It is important that children with visual impairment 
develop appropriate coping strategies, and for their 
teachers to detect whether some students show signs 
of behavior that could increase their risk of developing 
mental and physical health disorders.  Additional 
information about the age of onset of visual impairment 
and the prognosis of the diagnosis may be important 
for teachers and service providers. Early detection of 
potential health problems among children with visual 
impairment may contribute to the children’s mental well-
being if appropriate interventions are put in place.

More cooperation between caregivers, parents, 
teachers, and health professionals, and more 
opportunities to attend different activities, are important 
for children with visual impairment. Furthermore, there 
is a need for better evidence-based understanding of 
the emotional and social needs of children with visual 
impairment, in order to improve their mental health 
and to enhance their psychological well-being. Through 
successful development, it is more likely that children 
can become well-adjusted and emotionally balanced 
individuals. 
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Those of you who have attended our workshops or 
conferences may well have heard Dr Naomi Dale, trustee 
of the Mary Kitzinger Trust, or her colleagues present 
on the OPTIMUM Project.  This project is now complete 
and you can read about the primary findings in the 
research paper referenced below.  Other papers are in 
publication or in preparation regarding the development 
of the babies with congenital visual disorders who 
were followed up from 8-15 months for two years.  The 
100 children and parents in the OPTIMUM study are 
a unique national longitudinal cohort leading to very 
rich new insights which will underpin the practice of the 
future.
Dale, N. J., Sakkalou, E., O’Reilly, M. A., et al. (2018). 
Home-based early intervention in infants and young 
children with visual impairment using the Developmental 
Journal: longitudinal cohort study. Developmental 
Medicine & Child Neurology, (DOI) - 10.1111/
dmcn.14081

OPTIMUM Project press release:

A major national study into the development of babies 
and young children with severe visual impairment has 
shown the efficacy of an early intervention programme 
for the first time, supporting them to reach important 
developmental milestones and experience fewer mental 
health issues, compared to those receiving other types 
of support in the community. 
The study, led by Great Ormond Street Hospital (GOSH) 
and the UCL Great Ormond Street Institute of Child 
Health (ICH), found important improvements for babies 
and young children whose community healthcare 
and sensory impairment education teams used the 
Developmental Journal for babies and young children 
with visual impairment (DJVI). 

The results of this research, published in Developmental 
Medicine and Child Neurology, demonstrate the 

Tool for babies with visual impairment shown to 
improve development and reduce mental health 
issues
Press release from OPTIMUM Project, Great Ormond Street Hospital/UCL GOS Institute of 
Child Health
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benefits of DJVI; a set of developmental monitoring 
and interventionist guidance materials designed by 
GOSH consultants in 2005 specifically for babies and 
young children with visual impairment. The materials are 
designed to be used by local practitioners in partnership 
with parents to help their child through everyday 
interactions and tasks at home. This has the potential to 
support up to 450-500 babies born per year with severe 
visual impairment; of these at least 200 have rare eye 
disorders (as in this study).  
The study was commissioned by the Royal National 
Institute of Blind People (RNIB), which jointly funded 
the research alongside leading medical charities Fight 
for Sight and Great Ormond Street Hospital Children’s 
Charity (GOSH Charity). 
The study followed 100 babies with rare inherited eye 
disorders and severe visual impairment. The children 
receiving the DJVI made promising clinically relevant 
improvements in nonverbal cognition and in expressive 
language compared with those who received other types 
of support. In addition, both patients and parents using 
the DJVI showed significant improvements in behavior 
and mental health, including a reduction in stress for 
parents.
RNIB originally developed the project as part of its drive 
to support effective early years services for babies and 
young children with visual impairment, and build an 
evidence base for best practice.  GOSH Charity’s funding 
comes as part of its ongoing commitment to improving 
the quality of life for children with rare and complex 
conditions at GOSH and across the UK, which recently 
included the commitment to fund the brand new GOSH 
Sight and Sound Centre, supported by Premier Inn, due 
to open in 2020. The new centre will be tailored to the 
specific needs of this patient group, and its clinical staff 
will work closely with local services to support patients 
with sight and hearing loss, including using the new 
guidelines to benefit patients. Fight for Sight provided 

a significant financial contribution for this study as a 
charity dedicated to funding impactful research with 
clear benefits for patients.
Dr Naomi Dale, Consultant Clinical Psychologist and 
lead investigator of the research at GOSH and ICH, 
said, “Finding out a baby has a visual impairment can 
have a deep impact on an entire family, and can present 
challenges to learning, development and mental health 
for the baby. Until now, we’ve lacked the research to 
show what kind of intervention and support for babies 
and parents is most useful.  This study is important 
because it has shown that the Developmental Journal 
is a promising method for assisting the baby and 
young child across the early years and supporting their 
parents too. These findings will help inform how we 
work with families at GOSH, and their local practitioners 
to provide the best possible care and support at our 
hospital and in the patient’s local community.”
Sarah Lambert, Head of Social Change at RNIB, said: 
“We are delighted that this research confirms what we 
have long known; structured, high quality intervention 
- delivered with the support of trained professionals - 
gives babies and young children with vision impairment 
the highest chance of achieving their potential. RNIB 
believes that all children should have access to the best 
possible support at the earliest opportunity, and that 
statutory services should be adequately resourced to 
provide this.” 

Dr Neil Ebenezer, Director of Research, Policy and 
Innovation at Fight for Sight, said: “We focus on funding 
research that will have a positive impact for patients, 
so we’re delighted that this project could support 
the development of babies and young children with 
congenital vision disorders. We hope that this home-
based early intervention can be widely adopted in the 
future to offer direct benefits for children and their 
parents.”

Photo of the OPTIMUM Project’s principal investigator Dr Naomi Dale (left) and OPTIMUM team members (from left 
to right: Sarah Glew, Dr Michelle O’Reilly, Clare Springall, Dr Elena Sakkalou, Dr Alison Salt)
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At our international conference in July, several of the 
speakers highlighted useful resources for supporting 
children and young people, many of which are available 
online, we have listed the resources discussed/ 
presented below. 

Recreation, leisure and sports resources 

•  CampAbilities: 
  www.campabilities.org. Camp Start Up Manual under 

”Media” 
•  Free books:
 1.  Going PLACES: A Transition Curriculum for 

Children who are VI or Deafblind
 2.  Gross Motor Development Curriculum
 https://www.aph.org/manuals/#alpha-g
• Balance Interventions:
  Adults with visual impairments can improve their 

balance with balance programming Haibach, & 
Lieberman in press. Balance video may help families - 
www.campabilities.org (media)

Habilitation

• HabilitationVIUK:
 https://habilitationviuk.org.uk/

Anxiety and mental health in children with visual 
impairment and autism

• Emotional Wellbeing Strategies:
  https://www.rnib.org.uk/insight-online/vision-

impairment-autism-tips-classroom 
• National Autistic Society: 
 www.autism.co.uk

Early intervention for young children with visual 
impairment

•  Materials and license to use Developmental Journal 
VI available from https://xip.uclb.com/i/healthcare_
tools/DJVI_professional.html

Behaviour

• Early support: guidance regarding behaviour, 
  See Developmental Journal VI (above) for advice for 

parents for managing behaviour of babies and young 
children with visual impairment

  Early Support Information on Behaviour booklet, see 
e-learning for health (below) 

• Challenging Behaviour Foundation:
 www.challengingbehaviour.org.uk

Sleep

• Sleep Scotland:
 www.sleepscotland.org
• The Children’s Sleep Charity:
 http://www.thechildrenssleepcharity.org.uk/
• Cerebra:
  Sleep: A Guide for Parents, https://www.cerebra.org.

uk/help-and-information/guides-for-parents/sleep-a-
guide-for-parents/

Other relevant resources/ e-learning for health 

•  Early Developmental Support learning portal 
available through:

  https://www.e-lfh.org.uk/programmes/early-
developmental-support/

•  Free access via NHS register if NHS healthcare 
clinician or eIntegrity website

  Includes learning resources for the Developmental 
Journal VI (Programme 1 and 2), to accompany 
usage. 

  Also includes all other e-journals and resources of 
the original Early Support programme including 
information booklets on sleep, behaviour, 
autism spectrum disorder, speech, language and 
communication needs, deafness and hearing loss.

List of resources for improving mental health 
and wellbeing shared at conference


