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A message from the President

Dear Friends and colleagues,

Our last Management Committee (Man Com) and Board meeting were held in
Belfast during the ADBN conference in November. Some of us also attended the
Usher Syndrome pre-conference. As usual ADBN'’s conference was packed with
interesting presentations and workshops. A great week all round. There is more on
the conference in this edition so | will leave you to read for yourself.

Dbl was delighted to welcome Lord Low, President of ICEVI to our meeting. We
were grateful for Lord Low’s contribution to our Board and his presentation at the
AGM. The World Federation of Deafblind invited us to their meeting but
unfortunately our dates clashed. Nevertheless it's great to be ever developing links
with our partners.

We are currently looking at our budgets for next year and in particular sponsorships.
We have a very small budget but are all too aware that the demands for people to
attend events and conferences are increasing. Fundraising remains a struggle and
there are no easy answers here I'm afraid.

It was also good to welcome James Thornberry from Sense International and Tony
Best, chair of the scientific committee for the Dbl world conference in Romania in
May 2015. The abstracts are coming in and Tony is delighted with how the
programme is shaping up. The registrations are also coming through. Those of you
who have organised Dbl conferences will remember only too well how important it is
to get this right. Congratulations to Denmark for organising the next Dbl European
conference in 2017. They have already started their work which is fantastic.

The Man Com is equally interested in the progress of nominations for 2015. Huge
thanks must go to Cathy Proll and her team for guiding Dbl through the process. We
are really keen that our members take an active interest and vote for their officers
and Board membership. | offer many thanks to the Board members who contributed
to a review of the strategic plan. Carolyn Monaco and Matthew led this session. It
will be the job of the new/refreshed Board in 2015 to check they are happy with the
draft strategy or make their changes.



We take our responsibilities for Networks very seriously and Lucy Drescher gave an
interim report. The annual reports will be available in January 2015 and we look
forward to hearing from all our colleagues and getting the up to date news.

It's important that Dbl recognise the contributions that so many of you make. Without
your commitment we wouldn’t be able to have such an energetic and inspirational
organisation. So if you haven'’t sent your nominations for awards to Bernadette and
her team, please do so now.

So indeed it’s a busy time with lots going on and as ever our Review will bring you
up to date with all the activities. Finally Sense is delighted to be following in the
footsteps of Royal Dutch Kentalis and sponsoring this edition. Happy reading and all
the best from everyone at Dbl.

Kind Regards
Gill Morbey
President

Editorial

Welcome to the 54th edition of Dbl review.

This edition begins with the theme of conferences. Just around the corner is the 16th
Dbl World Conference, hosted by Sense International and Sense International
Romania during the last week of May 2015. Conference Chair Tony Best has an
interesting update that should entice potential participants to register soon to attend
this — the first world conference held in Eastern Europe!

In early November, Sense Northern Ireland hosted the Usher Syndrome Conference
(the first since 2010) followed by the 10th ADBN Conference. Both were smashing
successes. This edition features a sampling of the many practical and provocative
plenary and workshop presentations featured during the full five days of these
events.

Several articles featured from the Usher preconference included: Emma Boswell’s
overview, a shortened version of Megan Mann’s brilliant presentation about the
personal Emotional Journeys experienced by several individuals from the UK; and
from Mark Dunning, parent of Bella with Usher Syndrome (who was in attendance
with her Dad) and Chair of the USA based Usher Coalition, an emphatic declaration
of how important family members are in fostering key genetic research into Usher
Syndrome.

This edition also presents just a few of the ADBN Conference presentations,
including: a brief overview from the editor; Dbl President Gill Morbey’s welcoming
address; a philosophical plenary from Henrik Brink about ‘working as professionals’
in the field of deafblindness; and a detailed description by Angela Wills of a trekking
adventure in Western Australia undertaken by a group of adventuresome individuals
with Usher Syndrome.



Once again, Dbl Review magazine features another paper in the series of CHARGE
Syndrome articles from Dr. Tim Hartshorne and his associates. It should be noted
that Dr. Hartshorne is another parent of an individual with a sensory related disability
who has taken on a significant professional role in the deafblindness field.

Sense International, a co-sponsor of the upcoming Dbl World Conference, has
several international and ground-breaking articles featured in this edition. Two
articles in particular report on the long awaited introduction of the rubella vaccine in
the sub-continent of India and in Tanzania, East Africa. Other articles include: a
report on educational programs for deafblind children in East Africa; a highly
successful approach in Peru that resulted in deafblindness being now recognised by
law in that country, and Cristiana Solomie’s inspiring story (see Country reports)
detailing the journey taken by Sense International (Romania) to improve the lives of
children with deafblindness in her country.

It's always special to read the Country Report section to hear about the significant
progress taking place. Take Brazil for example, with the report from Grupo Brasil
that explains how their efforts led to an important public policy change in the large
state of S&do Paulo that ensured that deafblind students have the right to a guide
interpreter or an intervenor to support their inclusion in regular schools throughout
the state. In Hungary, through the efforts of the Hungarian Deafblind Association
(SVOE), the government included deafblindness as a category in their 2011 National
Census. Consequently, they were able to determine the number of individuals with
deafblindness in the country necessary to provide necessary information for
developing their service plans. Similarly, the Republic of Ireland published an article
titted ‘Deafblindness in Ireland’ providing the Anne Sullivan Centre with the
opportunity to raise awareness of Deafblindness in Ireland and to campaign for the
improvement of services.

The magazine would not be complete without reports from the various Networks.
Check out new plans for a conference in the report from the Communication
Network. Follow the activities of one of our newest networks, the Youth Network.
Don’t hesitate to contact Simon to obtain a copy of their recent publication ‘A
Collection of Inspirational Stories’ which was launched at the recent ADBN
conference. Their Network production of the Helen Keller story provided the
entertainment for the opening night of the conference.

Special honours were bestowed on two past members of Dbl who represented the
Perkins School for the Blind. The late Michael Collins, former President, was
posthumously enshrined in the Hall of Fame for Leaders and Legends in the
Blindness Field. Aubrey Webson, who served briefly on the Dbl Board, was named
Antigua and Barbuda’s Permanent Representative to the United Nations and Head
of the Antigua and Barbuda Office in New York. We thank them both for their
contributions to Dbl.

Finally, Dbl Review is pleased to once again have a sponsor — this time Sense (UK)
supported the publication and distribution of this edition. Check out their colourful
advertisement near the end of the magazine. We hope other organizations may offer
some degree of sponsorship for future editions.



On a personal note, this is the 10th edition that | have had the privilege of being
editor. Thanks so much to the many contributors and to the Dbl Board for its
continued support.

Stan Munroe

Vice Presidents’ Messages

Bernadette M. Kappen reports:

We are in the process of preparing for the World Conference in Romania in 2015.
This will be an exciting time to renew friendships, make new friends and gather new
ideas to make our programs better. The program and venue for the Conference is
outstanding and | encourage you to try to be there. In an effort to support individuals
to attend the Conference, Dbl will provide a limited number of sponsorships. If you
are interested in sponsorship, you can find the application form on the Dbl website
(http://www.deafblindinternational.org/sponsorship.html).

| want to remind you to consider nominating a colleague for one of the Dbl Awards.
People working with individuals who are deafblind are outstanding. They go about
their work and never ask for praise but this is the time we should honor individuals
and share their achievements with others. The nomination form is on the website
(http://www.deafblindinternational.org/awards.html) for the Young Professional
Leadership Award, the Distinguished Service Award and the Lifetime Achievement
Award.

At the Board meeting in Belfast, the strategic plan for the past four years was
reviewed. It was so encouraging and motivating to see how many of the activities
have been completed. As with any strategic plan — we are never finished. When we
meet again in Romania it will be a time to celebrate the accomplishments of Dbl and
to wish the new Board and ManCom the best in continuing the work of making the
world a better place for individuals who are deafblind.

Bernadette M. Kappen

Carolyn Monaco reports:

With the four-year term of the present Man Com and Board ending at the Dbl
International conference in Bucharest, Romania in only four months our more recent
efforts have evolved around assessment and review of our accomplishments to date
and those tasks still to be completed. Board members responded to a survey as
part of our strategic plan evaluation and engaged in further discussions on this topic
at our meeting in the fall. Preliminary ideas were discussed and documented so that



the 2015-2019 Board will have an initial frame of reference upon which they can
build their new strategic plan.

| had the pleasure of attending the ADBN conference in Belfast in November and it
was not only informative but inspirational. The opportunity to network with so many
people working within an area of our field that | am a little less familiar with was
wonderful. | hope that in the future Dbl through the use of technology will be able to
make at least portions of the scientific programs of events like this available to
persons around the world who are unable to attend in person.

| am especially looking forward to the conference in Bucharest in May where | will be
joined by at least a few of my students graduating in April from the Intervenor
Program here in Toronto. The enthusiasm with which they anticipate their
attendance reminds me of my first international conference in the early 80’s and of
which | wrote in my first message on this page four short years ago. Sometimes life
IS just ironic!

Carolyn

Conference Itinerary Update

16th Dbl World Conference Programme update

The Scientific committee has recently held its 2nd meeting and finalised all the
planning for the conference programme?!. We are now busy putting the plan into
action, contacting speakers, inviting participants to chair sessions and will soon be
arranging the presentations into the daily sessions.

Keynote speakers have just been announced and information about them is now on
the conference website. As previously advertised, the conference will include
plenary sessions on Education & Learning, Identity & Belonging, and Advocacy &
Campaigning.

Plenary discussions

Suzanne Zeedyk? (Dundee University) will introduce the topic of Identity &
Belonging, focussing on the vital role emotional connection plays in all human
functioning. Her new book on the topic will be published in May, 2015.

Lars Bosselmann, Director of Christian Blind Mission’s (CBM)? Department for
International Alliances and Advocacy, will talk about the principles of Advocacy.* His
work on the Millennium Development goals and the UN Convention on the Rights of
Persons with Disabilities®, gives him invaluable experience which will be relevant to
national and local campaigning.



All the plenary sessions will included presentations and discussion by respondents
who will describe how they have found local solutions, appropriate to their region
and culture, to meet the needs described.

Workshops and posters - the heart of the conference

The Scientific Committee has developed a programme that emphasises interactivity,
and the workshops and poster sessions will be a central part of the programme.
Both of these will include the opportunity to discuss presenter’s ideas, to ask
guestions and to share experiences. We anticipate this being a highly valued
element in this conference with over 100 presentations to choose from.

Further details of the programme will be available on the conference website, when
it is finalised in March.

Opportunity for all

The conference will give an opportunity for small groups with a special interest to
meet outside of the main programme times. These groups can create their own
agenda, for example, they may explore one problem, or plan future projects or
simply exchange information to help with future contacts.

In addition there will be the ever popular Dbl Network afternoon. Each network
focusses on a specific topic, and has its own priorities. The World Conference is a
unigue opportunity to meet people from throughout the world who share a specific
interest, and these sessions can be used to plan, create, develop and enjoy. This
should be a truly personal and interactive experience.

Final deadlines are NOW!

Please note the final deadline for submitting an application for a workshop or poster
session is 30 January 2015, and it is vital to register before the end of January 2015,
to secure the low registration fee.

For the latest information about the conference visit the Dbl conference website:
www.dbi2015romania.com

Tony Best
Chair Scientific committee
Email: tonybest987@agmail.com

L A draft of the conference program was published in Edition 53, Dbl Review, July 2014.
2 http://lwww.educationscotland.gov.uk/

8 www.cbm.org

4 www.un.org/millenniumgoals

5 www.un.org/disabilities/convention/conventionfull.shtml
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Welcoming speech by Gill Morbey, CEO Sense and President Dbl

I’m delighted to be part of the opening of the tenth Acquired Deafblind Network
Conference here in Belfast, Northern Ireland, entitled Life, Love and Laughter. Dbl is
grateful to the ADBN Network for putting the spotlight on Acquired Deafblindness. |
attended the last ADBN conference in Lund Sweden in 2012 and was impressed
with the quality of the program and the new thinking that was coming out of that
conference and | know from the program here that this one won'’t be any different.
Your plenary speakers on this opening day, Professor Richard Schoch and Henrik
Brink, will bring to you thoughtful presentations.

Yesterday | was able to attend several excellent presentations of the Usher
Syndrome preconference. While sitting there | was reminded of the late Mary Guest
and her huge commitment to Usher Syndrome. | felt Mary on my shoulder a couple
of times. | went with Mary in the mid 1980’s to Louisiana (USA), an area with a high
incident of Usher Syndrome, and was reflecting on that as | was listening to
yesterday’s presentations. At the preconference we also had a clown. Those of you
who weren’t there might not know what I'm talking about. But if you don’t know,
could you ask Megan Mann! And last night wasn'’t it special to be entertained by this
wonderful group of young people from the Youth Network, spearheaded by Simon
Allison?

As | welcome you today, | take the opportunity for some reflections. First, | feel that
the future of Dbl and our organizations and deafblind services is safe as | look
around at the more youthful faces that are in the audience.

Secondly, these periodic conferences and meetings are further justification for why
we need to get together! It is important to get together; to renew and refresh our
friendships and share knowledge. Ours is a large and dispersed community not able
to come together often enough. When we do meet, we pick up where we ended the
last time; a sure sign of a tight community. It's important to renew our faith and
remind ourselves why we are here.

| want now to speak from the point of view of CEO Sense to say “it's tough out
there”. I've been in this field for over 35 years and I've never seen so many
challenges facing us. Funding for services in the UK is being cut from all sides
despite the fact that the need for services is not diminishing. Organisations outside
the UK are experiencing similar difficulties. So, it is important to get together and
gather strength from each other.

The population of individuals that we’re working with is not diminishing. Many of us
are working with children and observing the growing population of children with
CHARGE and other rare syndromes. Furthermore, there is an ever growing elder
population with which we are working. Like those with Usher Syndrome, this growing
population of the elderly facing isolation caused by sensory impairments is an issue
that we need to become more focussed on.

An issue that | am proud to have with our ‘community’ is our worldwide perspective.
At this conference we are pleased to welcome over 150 delegates, from over 14
countries. Despite this, in Dbl we still have huge gaps in terms of representation
from many parts of Asia, Africa and Russia. It's a huge task to get representation



from those populations. I'm delighted that we have a delegate from Ethiopia with us.
Take a moment to talk to him or see his workshop to see his fantastic work.

| was in India recently, and | was interested in the debates that they were having.
More and more they are talking about inclusive education which is interesting for
such a huge country where half of the children are not going to school at all. There
are absolutely massive challenges there. For example, | went to see a school where
there were still many children who were deafblind through rubella. Indian children
and those from the African countries as well, are still being damaged needlessly by
rubella. We still have massive work to do on prevention of sensory disabilities.
Further to the subject of the international perspective, | want to mention that earlier
in the week the Dbl Board was privileged to have in attendance, Lord Colin Low,
President of the International Council for Education of Visually Impaired (ICEVI). |
mention this since Lord Low is influential in the development of the United Nations
Post-Millennium goals. It may be surprising to know that when the initial Millennium
goals were set , there were goals stated for gender equality, poverty and education,
etc but not a single mention of disability. Can you imagine?

| know this might seem a long way from your day jobs. The reason this matters is
that inevitably when the UN looks at new goals for post 2015, funding is expected to
follow. So we need to pay attention to this issue as funding is also necessary for the
important research that is required for Usher Syndrome, as an example.

Beginning next week | will be in London because I'm going to be part of the ‘Bond
for International Development Conference’ which for the first time will be looking at
disability. So we have a real chance to get the word ‘disability’ in the post—
millennium goals and that is really critical for us, because in a year’s time, we will
see whether this eases our flow of policy and funding. We don’t expect to get
deafblindness or hearing impairment included in the goals. Since individuals with
visual impairment represent a huge population in the developing world, we might
see vision included. What we are hoping for at a minimum is the recognition of
disability. Even with this recognition we could observe some positive improvements.
| know that | stand between you and Professor Richard Schoch so I'm not going to
speak for much longer. I'm not surprised by the ADBN’s title: Life, Love and
Laughter and | fully agree with it. | turn to India the Indian guru and spiritual leader
Sai Babba for a quote which aptly reflects the theme of this conference: “Life is a
song-sing it; Life is a game-play it; Life is a challenge-meet it; Life is a dream- realise
it; Life is a sacrifice-offer it; Life is love; enjoy it”. Have a great conference folks!

ADBN Belfast, 2014 was full of ‘Life, Love and Laughter’

Congratulations to the ADBN Coordinating Committee and the Local Sense
Northern Ireland Planning Committee for the successful 10th Dbl Acquired
Deafblindness Network Conference held in Belfast, November 4-7, 2014. This



marked the first time since the 5th ADBN Conference was held in Harrogate, North
Yorkshire in 2004 that this event has occurred in the UK.

The conference got off to a special start with a very touching performance of the
Helen Keller story performed by some of the members of Dbl Youth Network under
the direction of Simon Allison.

The committee worked their magic with their six plenary sessions together satisfying
the conference theme: ‘Life, Love and Laughter’. The Day One Opening Plenary
kicked off with Professor Richard Schoch, from Belfast, suggesting “What the Art of
Happiness and Well-being means for all of us”. Later in the day, Henrik Brink from
Sweden provided some insight into self-examining oneself as a professional and
helping built a toolkit for new ways of working.

Paul Hart from Scotland primed everyone on Day Two with an inspirational plenary
‘Exploring the meaning of Happiness developed through building Relationships
through Trust and Communication’. This thoughtful presentation was followed by two
young ladies from the Netherlands, Afroditi Manolaki and Hedda de Roo who ‘put
themselves out there’ explaining their personal life experiences with Usher
Syndrome.

Day Three started out with a plenary from Canada, presented by Jane Sayer and
Bonnie Heath. They traced how a group of individuals who are deafblind formed
their own organization in the Province of Manitoba and successfully obtaining
government funding for services. The conference ended with a plenary from Collette
Gray and Martin Quinn (Sense Northern Ireland) describing the prevalence, profile
and needs of people who are deafblind in Northern Ireland.

To complement the plenaries, a complex array of 30 workshops were held
throughout the three days on topics that varied from: Stress in People with Usher
Syndrome, Creating Social Networks, Motivating Others, Bushwalking in Australia,
Orientation and Mobility, Living and Working With a Rare Condition, Facing Death —
Choosing Life, From Life Support to Supporting Others, to name a few.

And who can forget the climax evening event at the Belfast Castlel, including the
double decker bus trip, the excellent meal and the traditional Irish entertainment?
The conference was well attended, with over 170 persons registering from:
Australia, Brazil, Canada, Denmark, Ethiopia, France, Germany, Ireland,
Netherlands, Norway, Russia, Sweden, Switzerland and the UK (Northern Ireland,
England, Scotland and Wales).

The conference venue, the Holiday Inn Belfast, was an excellent location. The food,
including the breakfast and lunch buffets and coffee breaks ensured that many
returned home suffering from excess calories.

Congratulations again ADBN Network organizing committee for another excellent
event.

Stan Munroe
Dbl Information Officer



To work in a professional way’

Henrik Brink

This Plenary is designed to be a practical session mixed with some of my ideas and
theories that | will hope will provide some useful tools.

| open my presentation with a series of paragraphs? taken from the writings of
Danish philosopher Séren Kierkegaard’'s which illustrate his thoughts on the art of
helping.

“If one is truly to succeed in leading a person to a specific place, one must first and
foremost take care to find him where he is and begin there. This is the secret in the
entire art of helping.

Anyone who cannot do this is himself under a delusion if he thinks he is able to help
someone else. In order truly to help someone else, | must understand more than he
— but certainly first and foremost understand what he understands.

If I do not do that, then my greater understanding does not help him at all. If |
nevertheless want to assert my greater understanding, then it is because | am vain
or proud, then basically instead of benefiting him | really want to be admired by him.
But all true helping begins with a humbling.

The helper must first humble himself under the person he wants to help and thereby
understand that to help is not to dominate but to serve, that to help is a not to be the
most dominating but the most patient, that to help is a willingness for the time being
to put up with being in the wrong and not understanding what the other
understands.”

| am often reminded of these words when | am working and things not working
according to the plan. What is wrong? Could it be what is mentioned above?
Basically, you and | have a need for confirmation and we get confirmation through
others. | have a need to feel needed and useful. Am | good enough? Do | have what
it takes? Do | find meaning in my work? Can | be there for another person?

“People want to be loved; failing that admired; failing that feared; failing that hated
and despised.

They want to evoke some sort of sentiment. The soul shudders before oblivion and
seeks connection at any price.”

Hjalmar Soderberg, Doctor Glas®

Why did you choose your profession?

Perhaps through different circumstances, you just ended up where you are. What is
the drive behind your work? What is your engine, what are you fueled by? Many



would answer: I'd like to help. I'd like to help people and I think | have something to
contribute.

What makes you skilled in your profession?

Think for a moment, what quality or character you possess that makes you
especially good in what you are doing? Has it always been there or has it developed
throughout time?

Knowledge is something that grows through time.

Learning about deafblindness takes time. There are many different kinds of
knowledge, both theoretical and practical, that we need to learn. We all acquire the
knowledge in our own different ways. Some of us are visual learners; others may be
auditory, kinesthetic or tactile learners. Despite our different learning modes, the
categories of learning are the same: unaware ignorance — aware ignorance; aware
knowledge — unaware knowledge.

| relate this to my personal journey of learning about Deafblindness: 1) First, | don'’t
know that | don’t know much about Deafblindness; 2) As | started working | became
very aware of my ignorance; 3) As time went on | realized | understood about
viruses and audiograms and different types of Usher Syndrome; then, 4) | became
no longer aware of my knowledge.

What makes a person with a profession, professional?

| believe that most of us think of professionals as people having a profession. But
why are these two words the same? | believe this is because we are meant to do
work in professional way. The question is what makes our way of working
professional? Looking the other way around, people in our work who don’t do good
work are considered as not being professional. The meaning of the word
professional is: to work professionally in contrast to those who are laymen/amateurs
or doing something as a hobby. It is also defined as a way of working that can be
described as conduct between a client and a professional and not as a friend. It is a
way of listening and being empathetic while keeping a distance to enable the client
to find his or her own solutions.

Let’s get the tools out!

The basis of this Plenary is boiled down into one question: How can | become better
equipped in to do good professional work? | will present a few essential tools that
should help in our daily work. For some of you, this may be well known information;
for others it might be new. Personally, the day | say that | know it all is the time for
me to move on.

Empathy

Many clients coming to us are usually dependent upon others. First, how can we
perceive a dependent 18-year old in various situations where normally we wouldn’t
be? Have we ever tried being deafblind? How hard was that? For a better way



understanding of that person we should go back to the Kierkegaard quotes
mentioned earlier. We need to be empathetic as a professional.

When one thinks about the deafblind person’s dependency, we should look at this
from personal perspectives. Am | an independent person? How often do | ask for
help? If | receive support from another, how does that feel? Or do | avoid asking
because of my pride? What would happen if we would allow a client to teach us, to
feel dependent on him/her?

Timing

While timing is important, there are questions to consider. If | start a process with an
individual, will | be able to finish a session with an agreement with the person? What
if I leave the session when the person needs more time together? Session times
need not be fixed but experience suggests that one hour is sufficient. At the same
time we need not to make ourselves indispensable. As professionals we must strive
to be respectful of our time, the time spent with our client and our time schedule with
other clients.

Awareness of the personal needs of each individual deafblind person is important.
Recognizing when to act is just as important. In our business we are committed to
helping when we observe individual’s immediate needs. My advice is not to rush the
process as their needs will not go away. As professionals we should give ourselves
time to think about our best practises; then make an individual plan for the deafblind
person through a collegial team effort. This will ensure that their need will be met in
good time.

Dare to be silent

One of the hardest things | find during a session with an individual is to be quiet or
silent. We should let silence work for us; wait for things to sink in for the person. In
my opinion it is an awkward situation when guiding someone; we want to chat and
be social since this is what we are used to. | need to allow myself to be quiet while
guiding/walking with the client; letting him/her focus on their walking which is
comforting for the individual.

Seeking approval

Approval from our clients for our work is important; we all need confirmation. It's a
good feeling knowing one has done a good job. But, personally, this does not
motivate my work; nor should it be the driving factor for any professional in the field.
People who are deafblind or their family members might dislike me as they will other
colleagues. For example, | had a mother recently who indicated she wanted to
exchange me for one of my colleagues as she didn’t trust me anymore. While | didn’t
like this | consider it a part of the work.

Recently a colleague told me he had a two hour session with a couple. The session
was initially planned for one hour; but because they were on the verge of separation,
the colleague felt he could not leave them. | questioned why he participated alone



and his answer was that the wife wanted the meeting but the husband refused to
meet if someone else was joining. This type of session should not have been held
with one colleague; especially when in fact the couple needed marriage counselling
instead. While my colleague was motivated to help the couple, he was affected by
the potential lack of approval from the couple had he said no. In my opinion this was
a mistake by my colleague.

Using the right words!

This is professionalism for me.

For example, how often do you use the word ‘we’? "We have decided ...”; “When we
last met ...”; "Right, so we’re finished...”

‘We' is a very complicated word. For me, | rarely use the word ‘we’ with my clients.
There is ‘you’ and ‘I'. Using the word ‘we’ is confusing for anyone. Honestly, who
else is included? ‘We’ suggests that ‘you’ and ‘I’ are in agreement on the same level.
Actually, using ‘I' make ‘us’, as professionals more distinct and is more respectful to
our clients as well as they become an individual on their own.

Using the proper word in the correct context mentioned above is the same as in any
organization. It is not correct for a supervisor to say that: “we’ decided in our last
meeting...” We don'’t ever decide here, but ‘we’ can have a discussion; it's the
supervisor (you) who makes the decisions.

More could be said about this topic of being professional. My aim with this Plenary is
to start a process of talking about Professionalism. | am sure you have different
perspectives and that is good. Acknowledging that | don’t know everything and that |
am keen on learning more is elementary. What do | have in my toolbox and what is
still missing?

Henrik Brink

Social Worker/Counsellor

Deafblind Unit, Region of Skania, Sweden
(email: Henrik.Brink@skane.se)

! Plenary Presentation, 10th ADBN Conference, Belfast Northern Ireland, November 04-07, 2014

2 The Essential Kierkegaard by Sgren Kierkegaard (Author), from Chapter A2, Volume 22 translated by
Howard V. Hong and Edna H. Hong

8 en.wikipedia.org/wiki/Doctor_Glas

Deafblind bushwalkers in Western Australia’

Research has suggested that a person who is deafblind is at greater risk of
developing conditions affecting their physical and mental health. Studies have



identified a greater mortality risk to people who are deafblind compared with the
general population.

For a person who is deafblind there is often limited opportunity for physical activity
impacting on their overall health with the potential over time of developing health
conditions such as diabetes, hypertension and heart disease.

Likewise depression, anxiety and other mental health conditions can be attributed to
the social isolation that many people with deafblindness experience.

Sharyn Mitchell (age 50) has Usher Type Il and is an active member of the Usher
Syndrome Support Group in Western Australia (USSGWA). Early in 2013 Sharyn
set herself a challenge to walk the Bibbulmun Track end-to-end that would take
between 7 and 8 weeks to complete.

The Bibbulmun Track? is listed in the top 20 World Best Hikes: Epic Trails in the
National Geographic. “South Western Australia’s answer to the Appalachian Trail...’
Officially opened in 1998 following an extension and upgrade, the Bibbulmun Track
was named after an Aboriginal sub-group of the Noongar people in the South West
of Australia. Winding through State Forrest the Track covers almost 1000 km (over
600 miles) of isolated, rugged bushland, in the largest state of Australia, starting in
Kalamunda (near Perth) and finishing in Albany on the Southern Ocean.

Other members of the USSGWA expressed an interest in joining Sharyn. This was
not a Senses Australia initiative and the deafblind walkers took the lead in planning
and organising the challenge under Sharyn’s leadership calling themselves the
Usher Army! Their goal:

. To walk the Bibbulmun Track

. To raise awareness of Usher Syndrome

I To raise funds to support the USSGWA

... and to Defy Adversity!

The group were soon to be joined by two other deafblind walkers.

Greg (age 36, previously from Western Australia, now living in New South Wales).

...and Rita (age 53 — Usher II) who joined July 2013 having emigrated from the UK
to Perth

What preparation was required to make this dream a reality?

Some difficult decisions were made along the way. Due to personal circumstances
Sharyn decided that she would not continue with the walking, however, she and her
partner would remain involved in the planning and practical support needed on the
walks.

The other decision made due to the logistics of coordinating walkers and volunteers
around work commitments was to walk the track in sections (there are 9 sections in



total) rather than walking end-to-end in one go. One section has now been
completed. The next trek is planned for April 2015.

Fund raising was a must. Sharyn and her partner were involved in fund raising,
securing small grants and sponsorship and Senses Australia also supported in
applying for grants.

Guidance was sought from local “experts” who provided their knowledge of practical
skills needed and advising of numerous risks associated with the bush walking,
some seasonal such as snakes, spiders and ticks. Other risks included potential falls
and rough terrain, dehydration and availability of water. Walking during summer
months was avoided due to extreme weather conditions and potential of bush fires.

Sighted guide volunteers were recruited including a number of staff from Senses
Australia. Training started in May 2013 with practice walks initially every 2 to 3
weeks eventually becoming weekly training walks averaging around 8 km gradually
increasing in length up to 25 km to build up fitness levels.

Sighted guide volunteers were recruited including a number of staff from Senses
Australia. Training started in May 2013 with practice walks initially every 2 to 3
weeks eventually becoming weekly training walks averaging around 8 km gradually
increasing in length up to 25 km to build up fitness levels... ... and stepping it up to
the bush walks practising the real thing with back packs weighted as this would be a
requirement when camping.

Sighted guiding required lots of concentration, as seen with Don and Kirsten-Lee
supporting George to negotiate a deep drop using tactile signs agreed beforehand to
deal with tricky terrain.

Health benefits of Bushwalking

As time went on some positive changes in the Usher walkers were observed
including increased confidence, and evidence of health benefits. There was also a
social aspect to the walking, meeting at the pub afterwards!
Beyond Blue, a national depression initiative in Australia promotes the benefits of
bush walking to improve mental health, stating that contact with nature and green
spaces is a key to aid physical and psychological well-being (Beyond Blue to Green:
The benefits of contact with nature for mental health and well-being, 2010 |
.beyondblue.org.au)

Questionnaires and Interviews

After completing the first section of the Bibbulmun Track recently, all six deafblind
walkers were approached to complete a questionnaire and to be interviewed on their
personal experience of bush walking.

Six out of six questionnaires were completed and five interviews took place (one of
the walkers was about to move to the Eastern States).



Summary of responses to the questionnaire:

Although Sharyn was no longer walking with the group she reported that she was
walking most days along the beach in her local area.

Having individual personal goals and the overall goal of walking the track gave the
deafblind walkers a sense of achievement that motivated them to increase their
exercise routines.

Question Answer

All six respondents started other forms of

Have you been
involved in other
forms of exercise?

exercise to build up stamina eg.
e Swimming

e Gym

o Additional walking

Was the bushwalking
related to a goal you
wanted to achieve?

e Overall goal - to walk Bibbulmun Track
e To lose/maintain weight
e To have a healthy lifestyle

Question Answer

Have you been bush
walking regularly?

Five deafblind walkers answered yes.

When did you
start regular
bushwalking?

15 - 18 months ago

How often have you
been bushwalking?

Started fortnightly building up to weekly walks
in preparation for “big walk”

Physical Health:

All six deafblind walkers reported an improvement in their physical health and all
reported weight loss.

At time of interview Rita was recovering from major cancer surgery. Medical staff
indicated that Rita’s recovery was aided by her fitness levels associated with
walking.



Mental Health

All six deafblind walkers said they had experienced depression. Sharyn was open in
her experience of depression saying that “In the past, and absolutely in the present
and | would say in the future, it's one of those constant effects because in particular
with Usher Syndrome it's a constant degeneration. You are always worsening.”

Five of the walkers acknowledged the benefits of bush walking in reducing mental
health and a positive attitude. Likewise Sharyn felt her involvement in the project at
an organisational level was also beneficial by having something to focus on.

The goal of completing the Bibbilumun Track is ongoing.

Emotional Health

All deafblind walkers reported learning new skills such as leadership skills,
teamwork, organisational skills in addition to the practical skills required such as
packing a back pack, bush etiquette, erecting a tent and survival in the bush.

Social Participation

All deafblind walkers said their social network had extended through the walks,
meeting other walkers on the way, connecting with the community through fund
raising and building friendships with volunteers.

Walkers were asked one final question. Were there any additional challenges you
faced?

Rita of course had serious health problems that had challenged her recently.
David’s moved to Victoria just after the first walk may present challenges for him to
join treks in the future.

Question G E

e Having good fitness levels aided recovery
from major surgery for cancer

e Reduced blood pressure
o Reduced breathlessness
o Improved stamina

Have you

experienced an o Increased energy levels

improvement in e Physical strength aided recovery following
your health since knee replacement surgery

being involved in e Healthier eating

bushwalking? » Reduced risk of diabetes

o Recognition from GP of benefits of walking
o Improvement in asthma symptoms

o Reduced stress

o Improved concentration




All reported having falls at different times George said “When you walk along the
bush and you fall, the challenge is to get back up and you do that time and time
again”.

On one of the practice walks Eddie fell 2m from a bridge while walking ahead of the
group to take photos, with little peripheral vision he missed the bridge fracturing his
scapula. He returned to walking soon after. Limited access for emergency services
meant it took 50 minutes for an ambulance to arrive.

To summarise:
Through their involvement in the walks all deafblind walkers experienced:

. Weight loss

. Improved confidence and self-esteem

. Health benefits

. Motivation to continue

. Working as a team

. Support and encouragement from family and friends
. Reduced isolation

and they said walking helps:

. To take your mind off things

. Socialising and interacting with other people
. To feel part of a team

. To sleep better

. To reduce stress

. Increase independence in orientation and mobility
. Influenced decision to have a guide dog

. To keep active

. A sense of belonging

. Reducing isolation and loneliness

. Having fun!

As David said “The social element was a huge part of building a strong bond to
facilitate safety, enjoyment and laughter”

Angela Wills
Deafblind Consultant, Senses Australia
Email: angela.wills@senses.org.au

Usher Syndrome PreConference
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An unforgettable two days, November 03 and 04, 2014, the Usher Network Pre-
conference successfully achieved all the committee set out to do. Held in Belfast
Northern Ireland, with ten excellent presenters, the Usher Network brought together
over fifty people from around the world?! to meet, learn and listen to some of the most
cutting edge thinking in the field of Usher. One prominent member of our committee,
Dr.Nadja Hogner from Humboldt-Universitat zu Berlin was able to attend and give an
insightful presentation on the role of humour and the Usher community. Attendees
ranged from Usher professionals, medical consultants and specialists, family
members, language professionals and more importantly several Usher people who
served as great role models for the overall event. The seminars were held in the
backdrop of a relaxing and welcoming venue and participants were treated to topics
as far ranging as Mental Health, Stress, lifestyle factors of Usher people, as well as
in-depth medical information.

Medical expertise from the likes of the prominent Professor Andrew Webster and the
latest in stem cell research from Professor Maria Bitner-Glindzicz provided much
food for thought and after dinner discussions. Of course no Usher Conference would
be complete without an appearance from Megan Mann’s alter ego and Megan did
not disappoint! She provided a humerous start to her presentation by providing
those who wanted to, a tactile tour of her clown’s outfit, followed by an extremely
engaging presentation representing the theme of ‘Love, Life and Laughter’ perfectly.
The network were extremely grateful that Mark Dunning from USA, and his
daughter, Bella could spend some time with us in Belfast giving an informative talk
on how things are progressing stateside and with respect to the Usher Syndrome
Coalition?. At the end of the two days, the audience participated in group discussions
about the future of the Usher Network, giving the committee members lots of ideas
to work and develop on. Watch this space in the near future. Also, Watch for activity
on our site on the Dbl website: http://ushersyndrome.deafblindinternational.org

On behalf of the committee | would like to say a huge thanks to everyone for being
an enthusiastic and engaging audience, as well as special thanks to our presenters
and the other members of the network. This has been my first taste of being on the
committee and | have to say it has been an overwhelming experience, and on a
personal level | found it to be a rewarding and empowering conference.

For more information, contact Emma Boswell, Chair Usher Network
(Emma.Boswell@sense.org.uk)

1 Countries represented included: Australia, Brazil, Canada, Denmark, Ethiopia, Germany, Ireland, Netherlands, Norway, Sweden, Russia, UK and USA
21 .usher-syndrome.org

Usher, an Emotional Journey'
Quentin Crisp?, the English writer once described life in the following way,



“You fall out of your mother’'s womb, you crawl across open country under fire, and
drop into your grave.”

What a jolly chap he must have been. However, his comments must be considered
in the light of his experiences in life. He was a controversial character who was
subject to bullying and prejudice as well as fame and fortune. Did his experiences
colour his view of life? From birth we start a journey, an emotional journey through
life and we will all, to some degree, face adversity. How we cope with adversity will
depend on many factors: our personality, our relationship with others, our
upbringing, our support networks, our emotional and intellectual development.
Those factors determine the difference between having a positive or negative
response to those difficult situations. The theme of the Usher conference focused on
life, the emotion of love and the physical reaction of laughter. Does having limited
sight and hearing mean that love is more elusive and that there is very little
opportunity to laugh? Should that person’s journey be seen through the eyes of
Quentin Crisp, as an arduous journey constantly under fire?

| spent some time with four people with Usher — Ann, James, Angela and Jeremy
who described their different journeys through life experiencing love, life and
laughter3.

Love and relationships

| heard from them first about their different experiences with parental love and
relationships. In English we have one word for love, in sign language there is one
sign for love but going back in history to the ancient Greeks, it is worth noting that in
their language they had at least five different words for love?, depending on the type
of love that was being shown. There was Agape love, which was love based on
principle, an unconditional, selfless love extended to both friends and strangers.
Storge love referred to the love shown between family members. Philial love was
love felt between friends, when that special connection is made between two people
resulting in a friendship that lasts a lifetime. Eros was the romantic love in a
partnership which would hopefully, in time, turn into Pragma love. This was a mature
love born out of tolerance and compromise leading to a deep understanding and
respect for each other.

Finding a partner, someone to share your life with is a tricky business for most
people. Developing that close bond takes time and patience. It's not easy is it? The
psychologist Erich Fromm® said,

“We spend too much energy on falling in love and need to learn more about how to
stand in love.”

Once you have found a partner, at some point you might want to consider having a
family. Parenting is the most demanding, confusing, challenging job that anyone



could undertake. We seem to think that parenting difficulties are a modern
phenomenon but John Willmot®, a satirist and friend of King Charles Il once said,
“Before | got married | had six theories about bringing up children, now | have six
children and no theories.”

Laughter

It is often said that laughter is the best medicine. There have been conferences on
laughter, research on humour and articles on how it can have a positive impact on
mental health. There’s no doubt about it, having a good belly laugh can be good for
the soul. However, psychologists would say that humour can also be used as a
defence mechanism against negative feelings. An example of this is making a joke
about something that has happened to you, when the real feelings might be deep
shame or embarrassment. It may not be appropriate to use humour if the problem
really needs to be dealt with and handled, rather than minimized or ignored. Some
people might use humour to make the unbearable bearable. It can be a useful
coping strategy, as several of my contacts indicated, to see the funny side of Usher
and not to take one self too seriously.

Life

The Quentin Crisp quote highlighted the fact that life has its challenges. There are
times when it’s difficult to laugh, when love is tested, when we are hurt and
disappointed, and when we experience loss. There are times when life throws a
curved ball, when life seems to be upside down, back to front and inside out.

Life with Usher Syndrome presents unique challenges. Parents who have that first-
hand knowledge of their children must be listened to. Information given at the time of
diagnosis must be clear. Ann, James, Angela and Jeremy have talked about those
challenges, how at times humour has helped, and how they have experienced
different kinds of love.

Forget Quentin Crisp and his painful trek through life | much prefer the quote from
William Purkey who urged us all to:

“Dance like there’s nobody watching,
Love like you'll never be hurt,

Sing like there’s nobody listening,
And live like it's heaven on earth.”

Megan Mann
Senior Practitioner Acquired Deafblindness Sense UK (Megan.Mann@sense.org.uk)



1 Paper presented at the Usher Syndrome PreConference, Belfast Northern Ireland, November 03-04, 2014

2 en.wikipedia.org/wiki/Quentin_Crisp

% For the complete transcripts of their journeys, see the text of full paper “Usher, An Emotional Journey” on the Usher Syndrome Network subsite
of the Dbl website (http://usher.deafblindinternational.org)

* http://en.wikipedia.org/wiki/Love
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The Importance of an Usher Syndrome Community’

Usher syndrome is the most common cause of deafblindness. It is an emotionally
devastating and socially isolating disease. The vision loss is progressive so families
deal with an ongoing sense of grief. As vision declines in adults with Usher
Syndrome, fewer of them are able to work in competitive jobs, causing a reported an
82% unemployment rate among those individuals. Such an example leads to a loss
of identity and self-esteem leading to increased feelings of worthlessness and higher
rates of depression and suicide.

But while the disease may convey a sense of worthlessness, people with Usher
syndrome could not be more valuable to society. People with Usher syndrome are
critical to finding treatments for Usher syndrome. Clinical trials on treatments for
Usher syndrome would be suspended, abandoned, or simply not begun without the
involvement of people with Usher syndrome. People with Usher syndrome are, quite
literally, the cure!

Usher Families are Key

Families with Usher syndrome are THE experts on the disease. We experience
Usher, day and night, month after month, in every possible life scenario and
condition. We are the holders of the genetic cause of the disease. We raise the
awareness and the money that provides the funding for research. Without the
participation of Usher families, researchers would know nothing about the disease.
Yet we are in constant danger of losing that connection between researchers and
families because the scientific process is onerous. Researchers spend much of their
time in the lab, studying proteins, observing mice, writing and reviewing papers. It is
trial and error. It takes a long time to get from the lab to something worth testing in
the clinic. So it is easy for researchers to become estranged from the very families
they are working to help.

The nature of Usher syndrome doesn’t encourage engagement from families either.
Families are devastated by the diagnosis. Transportation is more difficult for
individuals; it is hard to navigate crowds. Social interaction in dark or loud places is
next to impossible. Families with Usher are prone to withdrawal from the rest of
society.

The Usher Syndrome Coalition? seeks to build an Usher syndrome community that
brings together the passion and expertise of families and prominent researchers
from around the world in an urgent movement to find a cure. We serve as a vital
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resource for people affected by Usher syndrome, their families and researchers. Our
mission is to raise awareness and accelerate research for this most common cause
of deafblindness. An Usher syndrome community is our most powerful tool.

International Symposium at Harvard Medical School

In July 2014 we saw the power of the Usher community at the International
Symposium on Usher Syndrome held at Harvard Medical School. The Symposium,
July 10 and 11, brought together the leading researchers in the world and Usher
syndrome families from around the globe for a two day scientific conference and a
one day family conference, July 12. It was a huge success. Families called it “life-
changing”. Researchers said “the presence of families was excellent and achieved
just the right balance and perspective.”

One of the main outputs from the symposium was a roadmap to help guide
investment in Usher syndrome research. As part of the roadmap discussion the
Usher Coalition asked the researchers in attendance what was the greatest barrier
to treatment development. Their answer was unanimous and it was not what you
might expect. They didn’t say that they lacked funding or that there were
insurmountable scientific hurdles. No, when asked the greatest barrier to treatment
development, the leading Usher syndrome researchers in the world said “We are not
in touch with enough families with Usher syndrome.” The reasoning is simple.

So where does the Usher Syndrome Coalition come into this?

The science is advancing. We are reaching the point where potential treatments can
move from the lab to clinical trials. But clinical trials cannot be conducted without
enough candidates. Candidates mean people with Usher syndrome and a huge pool
of people is needed to find enough candidates for even a single trial. Just because
you have Usher doesn’t mean you are a candidate for a particular clinical trial. You
have to have the right genetic cause, be of the right age, have the right amount of
vision, and have the ability and the desire to participate. It takes hundreds of
potential candidates to find just a few that are appropriate.

So one of the main goals of the Usher Syndrome Coalition is to identify everyone in
the world with Usher syndrome. We maintain an international voluntary, Health
Insurance Portability and Accountability Act (HIPAA)3 compliant, online registry* that
contains more than 700 families from 40 countries. The registry is available in
several languages. Joining the registry doesn’t mean a person is volunteering for
clinical trials; it ensures that we can inform them about any trials. Researchers have
no direct access to names in the registry. Information about trials is shared by the
Coalition on behalf of the researchers. It is then up to the families to contact
researchers if they are interested in a particular trial.

Keep in mind that everything about the disease, from the way the diagnosis is
delivered to the psychosocial impact, drives families in to seclusion. So the Usher
Syndrome Coalition also provides information and support to individuals and families
affected by Usher syndrome. We run an annual Family Conference, the next of



which will be held in New Orleans on July 11, 2015. We have organized an
International Family Network that connects families from over 20 different countries.
We run monthly conference calls featuring talks from the world’s leading experts live
captioned and open to anyone that wants to attend. The notes from the call are read
by almost 1500 people world-wide. We have a 5-star Facebook® page with more
than 1,000 likes, a Twitter® account with hundreds of followers, and a blog’ called
‘the most thoughtful exploration of Usher syndrome on the internet.’

The Usher Syndrome Coalition is there for families because families are critical to
finding treatments. The Usher Syndrome Coalition is there for researchers because
researchers need a means to connect with families. But most importantly the Usher
Syndrome Coalition aims to provide a better quality of life for people with Usher
syndrome by building a community that encourages ownership of the scientific
process and provides them with the hope they deserve.

Mark Dunning

Chair Usher Syndrome Coalition
Parent of a child with Usher syndrome
(M.Dunning@lek.com)

1 Article based on presentation at Dbl Usher Network Pre-Conference, Belfast, November 03-04, 2014
2 |usher-syndrome.org

3 en.wikipedia.org/.../Health_Insurance_Portability_and_Accountability_Act

4| .usher-registry.org

5 https://l .facebook.com/UsherSyndromeCoalition

5 https://twitter.com/ushercoalition
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Self-Regulation of emotion in CHARGE Syndrome

Benjamin Kennert!, Maria Ramirez?, Timothy S. Hartshorne®, Gail Deuce#*, Jude
Nicholas®

“| am starting to be stressed by this article. | wanted it completed some time ago. As
my emotions get on edge, | become a bit grumpy, and find that | am less pleasant
with the people around me, particularly my co-authors. As | notice my feelings
become more aroused, | remind myself that this is a group process, we are all busy,
we are making progress, and it will be good. Telling myself these things helps me to
relax a bit and calm myself down. | have lowered my level of emotional arousal and
am better able to focus on the task at hand. | have self-regulated my emotions”.
(Tim Hartshorne)

The self-regulation of emotions is a process that involves the analysis, control,
alteration, or prevention of emotional expression and experiences that are adaptive
for a situation. Emotion self-regulation may occur at different times relative to the
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emotional response. Emotions may be regulated either by manipulating antecedents
to emotional response tendencies or by manipulating responses to those tendencies
(Gross, 1998).

When focusing on manipulating the antecedents to emotional response, self-
regulatory strategies may include situation selection, situation modification, attention
deployment, or cognitive change (Gross & Thompson, 2007). Situation selection
refers to approaching or avoiding certain people, situations, or environments on the
basis of their likely emotional impact. This strategy requires an understanding of
emotional responses that can be expected from interaction or lack of interaction with
these people, situations, and environments. For example, talking with a certain
person always leads to heightened, negative emotion, and so you avoid that person.
During situation modification, an individual modifies the environment to alter its
emotional impact. If you cannot avoid talking to that person, you might bring a friend
along with you to help you stay calm. Attention deployment is turning one’s attention
away from something in order to influence emotions. You are in a situation where
there is this person you do not want to talk with, and so you make sure that you are
constantly engaged in talk with others. Cognitive change refers to the way with
which we mentally appraise a situation to alter its emotional significance. This may
be done by changing how we think about the situation or about our capacity to
manage the demand it poses. Cognitive change requires strong cognitive self-
regulation skills. For example, one can mentally prepare for having a conversation
with someone and tell oneself that it will be “no big deal.”

When focusing on the emotional response itself, self-regulation strategies include
those that intensify, diminish, prolong, or curtail ongoing emotional experience,
expression, or physiological responding (Gross, 1998). For example, after a
challenging conversation with a person, saying to oneself “That is an idiotic position
to take, or thing to say, but | do not have to be bothered by it,” could reduce
emotional arousal.

It is important to note that emotion regulation is used not only to reduce a negative
level of arousal, but also to intensify or prolong. In order to increase ones motivation
for doing well on an exam, a person might actively seek to increase emotions of
anxiety.

When discussing the self-regulation of emotions, it is important to provide an
understanding of what we mean by the term ‘emotion’. Emotions occur when an
individual evaluates internal or external emotional cues, and this evaluation triggers
a coordinated set of behavioral, experiential, and physiological emotional response
tendencies (Gross, 1998). These tendencies may be modulated, and this modulation
gives final shape to outward emotional responses. During emotion self-regulation, a
person may increase, decrease, or maintain positive and negative emotions (Koole,
2009).

An interesting study conducted by Barrett, Gross, Christensen & Benvenuto (2001)
showed that individuals with more highly differentiated and more intense negative
emotional experience reported greater emotion regulation, while positive emotional
differentiation and intensity were unrelated to emotion regulation. Sometimes our
emotions can be kind of a mess and difficult to sort out, but for those individuals who



are able to be clear about what they are feeling, particularly in the case of negative
feelings, self-regulation appears to be easier. This suggests that the regulation of
emotions might be considered separately for positive and negative emotions. This
may be because negative emotions tend to have more immediate consequences if
they are not dealt with.

Developmental studies have shown self-regulation to play a crucial role in children’s
social competence (Cicchetti, 1994; Eisenberg, Guthrie, Fabes, Shepard, Losoya,
Murphy, Jones, Poulin & Reiser, M. (2000). In other words, impairments in emotion
self-regulation affects children’s capacity to regulate their emotions, and emotion
dysregulation in turn leads to social difficulties. Difficulties with emotion regulation
may result in psychosocial problems, such as high levels of negative affect and
escalation of anger, aggressive-disruptive behaviors, antisocial behaviors,
addictions, suicidal ideations, and mood disorders such as depression (Wyman,
Cross, Brown, Yu, Q., Yu, X. & Eberly (2010). Emotion self-regulation recruits less
cortical activation in the ventral-prefrontal cortex with age, suggesting that
individuals are better able to regulate emotions with age and development (Lamm &
Lewis, 2010). Activation of the ventral medial prefrontal cortex is associated with
successful suppression of emotional responses to a negative emotional signal
(Hansel & Kanel, 2008).

Emotion self-regulation skills closely relate to the other dimensions of self-regulation:
physiological, behavioral, and cognitive. According to Saarikallio (2010), the
regulation of emotion is accompanied by the regulation of physiological and
behavioral processes related to the specific emotion. Thinking about the situation
one is in and what one wants out of the situation, influences the emotional arousal.
Thus, improved cognitive self-regulation will result in a greater ability to assess
emotional situations, monitor emotional situations, and respond using cognitive or
meta-cognitive strategies. In return, a stronger ability to self-regulate emotions will
result in a stronger ability to mentally assess a situation, and respond with
appropriate behavior.

Self-Regulation in CHARGE Syndrome

It is often difficult for children with severe disabilities, including CHARGE, to develop
self-regulation skills, and challenging emotional outbursts are common. Conditions
that may contribute to difficulty with emotion self-regulating include multiple sensory
impairments, difficulty and delay in language development, executive dysfunction,
communication difficulties, and poor health and pain. Communication and sensory
information are important for learning how to regulate through experiences and
feedback, and it is likely that impairments in these areas contribute to poor self-
regulation among individuals with CHARGE. Hearing impairment may cause
difficulty processing new information, answering questions, and following directions,
while vision impairment may cause difficulty in processing facial expressions,
imitating socially acceptable behavior, and focusing on other visual stimuli. Learning
how to interpret and express emotions is highly dependent on how the experience is



shaped through modeling, which is reduced by communication and sensory
problems.

A study by Hartshorne, Nicholas, Grialou & Russ (2007) explored executive
dysfunction among children with CHARGE Syndrome using the Behavior Rating
Inventory of Executive Function (Gioia, Isquith, Guy & Kenworthy, 2000). The study
confirmed the presence of executive dysfunction in over half of children with
CHARGE. These children displayed difficulty with items measuring shifting from one
activity or focus to another, tracking their own behavior and its effect on others, and
controlling their impulses and terminating behaviors as required (Hartshorne et al.,
2007). The authors report that about one third of individuals had difficulty on the
emotional control scale of the instrument, and half had clinical scores on the
behavioral regulation index. Thus it appears that individuals with CHARGE may
have some difficulty with self-regulating their emotions. Due to the many challenges
faced by these individuals, it may be difficult for someone with CHARGE to
understand when they are feeling an emotion, what it is that they are feeling, and
how to regulate or control it. As DeGangi (2000) points out, early deficiencies in self-
regulation may lead to challenging behavior, and deficits in attention and inhibition.

Intervention

An important step in teaching children to self-regulate their emotions is first teaching
those children what it means when they are feeling an emotion. Teaching a feeling
vocabulary to a child may be useful here. This could be done using scaffolding
technigues, or breaking the process of recognizing and responding to emotions
down into smaller, discrete tasks. Modeling of emotions and how to respond in
specific situations, as well as using role-play activities, is a useful method when
teaching feeling words and how to recognize each feeling. When modeling
emotions, mirroring feelings using exaggerated facial and body movements may
help children understand how to recognize emotions in other people. The use of
differential reinforcement can be very effective in teaching appropriate emotional
responses by rewarding positive, appropriate emotions in a situation and reducing
negative, inappropriate emotions. It is important to take advantage of opportunities
to teach a child feelings when they are noticeably feeling an emotion. When you
know that a child is feeling happy, angry, or frustrated, for example, this could be a
good time to help them understand that emotion by modeling, and by showing them
appropriate responses to that emotion. Concrete aids may help children understand
or express emotions as well. Examples of concrete aids may be using a color or
face chart to describe feelings, or using a ‘traffic light’ to describe the strength of the
feeling. For children with more significant difficulties, repetition may be important
when teaching about feelings.

While teaching the child a feeling vocabulary is useful, strategies for reducing the
strong, negative emotions are necessary. When self-regulating emotions, an
individual may either alter or avoid triggers that produce an emotional feeling, or
alter the emotional feeling after it occurs. By helping children to recognize situations
in which they are likely to have a strong feeling, you may begin to teach them how to



engage or avoid those situations, or limit their emotional effect. When dealing with a
feeling after it occurs, practicing how to respond to feelings with the child or walking
them through how to deal with the feeling will likely be helpful. It is also important to
teach the child calming techniques when they are feeling a negative emotion.
Calming techniques may include breathing techniques, exercise or mindfulness
technigues such as meditation, Tai Chi, or yoga, or having attachment or stress
reduction objects available. Having a ‘safe place’ available for the child to go to
during an emotional response may help that child calm down. For children with
significant difficulties, maintaining a consistent environment and routine may also be
important to reducing inappropriate emotional responses. However, it is also
important to teach the child how to respond in different situations and with different
people, and to help the child form secure stable relationships with as many people
as possible. This will help the child’s self-regulation skills to generalize to new
environments, situations, and people.

Case example

Before starting at a new residential school, Sarah, age 14 and diagnosed with
CHARGE syndrome, had been excluded from school for two years as a
consequence of her difficult behavior. Some of Sarah’s issues were:

. Regular emotional outbursts

. Unable to tolerate being with her peers and being very easily annoyed or upset
. Inappropriate attempts to initiate interactions

. Saying hurtful and inappropriate things to others

. Being very angry with herself, with a negative self-image and self-esteem

. Lack of awareness of her own emotions — Sarah had an analytical

understanding but was not able to link this information to what she herself was
feeling

. Unable to negotiate or tolerate when things did not go her way
. Difficulty coping with the unexpected
. Difficulty controlling her own behavior and impulsivity (saying “l just want

someone to make me stop.”)

A full team of practitioners were involved in developing a program to support Sarah,
which was regularly monitored and strategies developed or adapted in response.
Some strategies developed to support Sarah in this area were:

. Providing Sarah with her own space, with a gradual reintroduction to being in
the room with her peers.

. Ensuring a consistent routine, with any changes kept to a minimum and every
effort undertaken to prepare Sarah for changes.

. A highly individualized curriculum, using Sarah’s strengths and interests to
build her confidence and self-esteem.

. Modeling and discussing how Sarah might respond in different social

situations. For example, in preparation for attending a local youth club, staff



discussed with Sarah what was likely to happen; how to respond if someone said
hello; how to initiate a conversation; how to move away if the situation became too
much. A picture-board sequence was used to provide a concrete visual cue.

. Sarah struggled during role play, and so plastic characters were used. Social
scenes were enacted, exploring different ways a person might respond in each
situation. This was also used to re-enact situations that Sarah had found difficult,
exploring what might have been a more positive way of managing the situation.

. Weekly yoga was introduced to help Sarah develop and regulate her
physiological state more effectively. ‘Deep belly breathing’ became a useful strategy
for Sarah to use independently to help her calm.

. Pet therapy provided Sarah with the opportunity to enjoy caring for and
nurturing Darcy the dog.

. Discussing Sarah’s own emotional state. Initially she found this extremely
difficult, and staff who knew her well, labeled her emotional states for her (e.g. ‘I
think you are feeling a bit frustrated,” etc.). A break though came when Sarah was in
conversation about a forthcoming trip and suddenly said: “I'm feeling something”.
Unable to label what she felt, the supporting adult explained she was probably
feeling a bit excited and also anxious.

Now 18, it has taken time but Sarah has made huge progress. She is a much
happier young lady who is fully included in her class and making real friendships.
She is much more socially aware and able to socially engage, sharing a joke and
coping with gentle teasing. Sarah is more in touch with her own emotional state and
is better able to regulate her emotions and behavior. Very importantly, Sarah is now
able to talk about how she is feeling which has proved to be vital as she has
undergone a period of ill-health requiring hospitalization and surgery. Overall she
has grown in confidence and is looking forward to moving on to college in the near
future.
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St. Francis Foundation (Stiftung St. Franziskus) hosts International
Congress ‘Deafblind Education Meets Medicine’

The size of the population of people with deafblindness should not determine the
amount of effort expended on improving quality of life outcomes.

More than 180 national and international professionals, including speakers from five
countries, gathered at the St. Francis Foundation (Stiftung St. Franziskus)® in



Heiligenbronn, Germany. Over September 19 and 20, 2014, these representatives
from the field of deafblind education examined multiple perspectives, including
medical considerations, through lectures and workshops.

In opening the conference, Foundation Director Hubert Bernard quoted Helen Keller:
“Blindness separates us from things, deafness from people”. In her honor,
participants released balloons bearing inspirational sayings into a bright blue sky.
The gathering was enriched by an appearance by the Heiligenbronn School’s band,
‘No Guggies’, who thrilled the audience with their performance of the song “Only For
You” from the Wise Guys?.

The foundation has been developing and expanding its offerings for people with
deafblindness and dual sensory impairment in an effort to become a center of
excellence in the field. The final meeting of the European Union project ‘PropaK’
was expanded to include the international congress “Deafblind Education Meets
Medicine”, which was co-sponsored by the Epilepsy Center in Kehl-Kork, Germany?.
Consequently, additional professionals and representatives of government ministries
and agencies were also in attendance.

The Minister of Social Affairs from Baden-Wirttemberg, Katrin Altpeter, sponsored
the Congress. Verena Bentele, the new federal Disabilities Commissioner also
greeted the participants. Assistant Director of the Ministry of Social Affairs, Petra
Clauss recognized in her welcoming address to the Congress: “We are paying close
attention to the interdisciplinary exchange that is being cultivated here.” Related to
the current government coalition agreement in Berlin and discussions about
recognizing the category TBL (the German abbreviation for Deafblind) on disability
identification cards, she assured the audience that people with deafblindness and
dual sensory-impairment, as a specific population, have gained political recognition.

Special education should exclude no one

Dr. Erwin Lohle, professor at the HNO Clinic in Freiburg, Germany?, reported that
the issue of deafblindness has been introduced into the political sphere through the
efforts of the National Working Group on Deafblindness. Assistant Director Sonke
Asmussen from the Baden-Wirttemberg Ministry of Cultural Affairs defended the
approach of special education with the slogan “From Child to Program”. The size of
the population of people with deafblindness should not determine the amount of
effort expended on education and improving quality of life outcomes. The success of
education for children with multiple disabilities and deafblindness cannot be
compromised: “Special education should exclude no one.”

Atypical reactions to pain

Dr. Peter Martin, Clinical Director of the Sequin Clinic at the Epilepsy Center in Kehl-
Kork, Germany, who has also worked for many years with residents of
Heiligenbronn, presented a medical perspective. He discussed the diagnosis of pain
in people with severe, multiple disabilities: “Manifestations of pain must be taken



seriously; Pain is a warning sign.” He urged greater sensitivity in working with this
population, especially because their reactions to pain are not always typical.

Other presentations

The director of the foundation’s deafblind program, Roland Flaig, did a presentation
about the Heiligenbronn center of excellence, which serves people throughout the
German state of Baden-Wurttemberg, and the networking project PropaK. Deafblind
educator and Coordinator of Deafblind Services at the foundation, Dr. Andrea
Wanka , emphasized the importance of relationship-building, shared experiences
and openness to emotional exchange in communication in general, but especially
with people with multiple disabilities, as seen in CHARGE Syndrome.

Deafblind pastor Peter Hepp from Rottweil, Germany, along with a group of
congress participants, led an impactful prayer to St. Patrick using gestures and
touch. Ulrike Broy, Director of Deafblind Consulting Services, spoke in her
presentation “I see myself speaking” about video analysis as a tool for reflection,
and communicative musicality as a method of getting to know a deafblind partner.
Professors Markus Lang and Klaus Sarimski and their colleague Elisa Keesen from
the Heidelberg School of Education presented the results of a survey about
educational services for children and adolescents with dual sensory impairment
(vision and hearing). More than 80% of the cases of deafblindness with severe
intellectual impairment had never been diagnosed. The size of this target group is
most likely underestimated. The presenters called for greater focus on the issue of
deafblind education.

Dr. Johannes Fellinger, Director of the Institute for Neurology of Senses and
Language in Linz, Austria, presented evidence that people with dual sensory
impairment are often not correctly diagnosed as such. In their social connections,
their hand becomes an important tool for relationship building and communication,
but one which requires additional time for processing.

The program included eleven workshops that were repeated throughout the
congress. Many critical questions about communication and identity were adressed
and expanded upon, such as the use of cochlear implants and audiology. In his
closing remarks, Foundation Director Michael Wollek declared the congress a
success and predicted that the friendly atmosphere of the event would carry over
into many other areas of practice.

Ewald Graf, Public Relations, Stiftung St. Franziskus
Translated by Jim Witmer

L http://l stiftung-st-franziskus.de

21 .youtube.com/watch?v=0yVprFDmezA
31 .epilepsiezentrum.de

41 .hno-arzt-freiburg.de



Conclusion of the First European Union Project on Deafblindness —
‘PropaK’

Exchange and innovation increased

What began in Heiligenbronn has ended here, as well — at least for the time being.
The EU-sponsored project to develop a network for professionals in the field of
deafblindness in German-speaking countries, named “PropaK” (an abbreviation of
the German words for ‘professionalizing educational concepts’), concluded at a final
session in Heiligenbronn, Germany, where it had initially begun®. Although a follow-
up project, “PropaK II”, has already been applied for, the discussion here was about
“PropaK I, that is now completed.

The organizations participating in this Leonardo Program-funded networking project
included the St. Francis Foundation (stiftung st. franziskus), which coordinated the
project, as well as the Deafblind Center in Hannover, Germany, the Foundation for
the Blind in Wirzburg, Germany, the Dutch foundation Kentalis, the Swiss Tanne
Centre of Competence for the Deafblind and the Austrian Relief Organization for
People Who Are Deafblind and People with Significant Vision and Hearing
Impairments. Over the course of the project, Oberlinhaus in Pottsdam, Germany,
and the University of Groningen in the Netherlands also joined as partners.

Special competencies required

Roland Flaig, the director of disability services at the St. Francis Foundation in
Heiligenbronn outlined the formation and course of the EU-sponsored networking
project. Working with people with deafblindness and dual sensory impairment
requires specific knowledge and competencies. However, due to the distances
between them, the exchange between international specialists had previously been
very difficult.

Meaningful momentum

The project partners set as their goal the improvement of initial and ongoing staff
training. The original idea, which began in the still-new deafblind center in
Heiligenbronn, received wide-spread support. “The effort was worth it”, said Roland
Flaig in the closing session, “the work has been enriching and created meaningful
momentum.” The exchange of knowledge and experiences has increased: “As | see
it, our work with children, adolescents and adults with deafblindness and dual
sensory impairment has become more transparent, the exchange more
international, the relationships closer and the practice more firmly rooted in theory.”



Meetings in four countries

The core team, under the direction of Heiligenbronn deafblind services coordinator,
Dr. Andrea Wanka, reviewed the course of the project since its beginning in
September 2012. Innovative approaches and concepts have been discussed and
further developed. A ‘search-offer’ database was established to enable the
exchange of ideas. The ground was laid for a common training program. Transitions
from school to work were also discussed. Meetings were held in Heiligenbronn and
Hannover (Germany), Vienna (Austria), Langnau (Switzerland) and Kentalis
(Netherlands).

Shoulder to shoulder

The Dutch partners presented a retrospective on the project with a slideshow
accompanied by the song “Schouder aan Schouder” (Shoulder to Shoulder), which
captured the emotional closeness that has developed among the participants of the
project. During the closing session, the directors and leaders of the assembled
organizations expressed their thanks to the Heiligenbronn foundation for the
project’s formation and organization. Thanks to this relatively new deafblind center,
“new passion has been reawakened for all of us.” Gifts for the organizers further
underscored their gratitude.

Foundation Director Hubert Bernhard also added his thanks to the Heiligenbronn
team. The foundation “is proud and grateful for your dedication” and for the
inspirational atmosphere of the project.

Ewald Graf, Public Relations, Stiftung St. Franziskus
Translated by Jim Witmer

! See article reporting on the 2012 session in Dbl Review, Edition 50, January 2013

Touch, explore, create:

Students prove artistic vision means so muc