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TALKING TO CHILDREN ABOUT INHERITED GENETIC
CONDITIONS: STUDY FINDINGS

By way of an introduction to our theme for the
2016 meeting, we have included this article
kindly provided by Dr Emma Rowland, Research
Associate at King's College, London

Talking to children about inherited genetic conditions’
was a study that worked with families and genetic
counsellors to develop ways of supporting parents in
talking about the genetic condition and its associated
risks. We also sought to see whether genetic
counsellors can provide support to parents through
the methods we devised.

The study was carried out over three stages. First,
focus groups were held with families affected

or at risk from a variety of inherited genetic
- i families we needed to test whether it was
conditions and genetic counsellors to generate

ideas about what might be helpful for parents, cigszp elols ol gesilie cotizaliens el i

children and young people. We discussed NHS to deliver the intervention to families.
methods that were used in other family situations As a result atraining package was creafed
where there might be difficult conversations and
families agreed a multi-family focus was most

ideal. As a result we adopted the use of Multi- . o .
family discussion Group (MFDG) intervention. In a ieritel = el i e ralllngg) Sessieis el e
Multi-family discussion Group (MFDG) a number

of families come together to work together, e e oo Ueliing) ety

and three genetic counsellors were trained to
facilitate the MFDG. Families who took part in
designing the MFDG method were invited back

genetic counsellors and to provide feedback on

support and provide advice to each other about The feedback was used to refine the MFDG and

coping with their illness. The discussions are a full workshop was held over one intensive

facilitated by health professionals.
secondly, having worked with the families by inherited genetic conditions. Families who

to develop and refine the MFDG suitable to attended this weekend had very positive

weekend with a new group of families affected

experiences. Parents stated that the group had
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provided a cathartic experience as they were
able to talk to other people and other families
who understood what they were going through
and their experiences, and this reduced feelings
of isolation. Families said the activities in the
MFDG although easy to do and take part in,
really helped to bring the family closer together
and encouraged better communication between
family members and stronger feelings of being
able to cope.

An example of this is demonstrated by what one
of the grand-mothers taking part wrote to us:

“It was a very good experience as
Laura [grand-daughter] and myself
were able to talk to other people in
the group about our condition and
they did not judge us...we knew
that we were not alone... Thisis a
brilliant way of helping people with
genetic conditions and...| would
highly recommend genetic group
discussions for families with these

conditions.”
Hollie, Grand-mother affected by

study findings

Familial Adenomatous Polyposis.
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In addition, a survey was distributed to find out

if and how parents communicate genetic risk
information to their children. Data from 353
surveys is currently being analysed. Initial findings
show that: 61% of parents stated that they had
spoken to all of their children about their genetic
condition, 15% of parents had spoken to some

of their children and 23% of parents had spoken
to none of their children about the inherited
genetic condition in their family. Parents who had
spoken to some or all of their children disclosed
the name of genetic condition and the child’s risk
status. Reasons for talking to their children about
the genetic condition included; not wanting to
hide the genetic condition from their children,
feeling that their child(ren) were of a suitable age
and / or had asked questions, wanting to present
the genetic condition in a positive way and / or
because they or other family member(s) were
showing symptoms. Non-disclosing parents said
that their child(ren)’s age was contributing factor.
In addition they were unsure of what to say, felt
that the subject was emotionally challenging and
that they were waiting for the ‘right time’ to start
communication.

Study findings have been published in the
European Journal of Human Genetics. hitp://
www.nature.com/ejhg/journal/vaop/ncurrent/
full/ejhg2015215a.html. Further funding is
being sought to continue the development and
refinement of the MFDG, to enable us to test
whether it is effective in supporting families and
to train more health professionals in using this
approach to care.
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FAD PORTRAYED THROUGH THE ARTS

In recent times we have witnessed a rise in

the number of means by which the reality of
Alzheimer’s disease generally and Familial AD
more specifically has been portrayed within the
arts. Including the release of ‘Still Alice” across
cinemas last year, the use of the written word,
art and drama have helped audiences creatively
explore something of the reality faced by families
affected by these diagnoses.

A particularly notable performance in 2015

was ‘Plaques and Tangles’ at The Royal Court
Theatre. Plaques and Tangles is a new play
about Megan, who is pictured at different points
in her life grappling with the past, present and
future realities of having a gene which will cause
her to develop familial Alzheimer’s disease in
middle life. It's a play which made us laugh, cry,
smile, recoil, think, feel, because it did what great
theatre does — it captured creatively something
that is complex and presented it in a way that
enabled us to both experience it and explore it.
But also because, for us, embodied within the
story on stage were hundreds of real stories and
countless conversations with you and others
whose lives have in some way been touched by
this condition or one like it.

Book review: ‘We are not ourselves’
Over the summer | read the book “We Are Not
Ourselves” by Matthew Thomas, which was
published last year. |thought it might be of interest
to members of the FAD support group, so | wanted
to write a short review fo share with you.

The novel follows the life of Eileen Tumulty, born
into an Irish-American community in New York in
the 1940s. Emerging from a childhood scarred

by alcoholism, she grows into an ambitious and
strong-willed woman who pins all her hopes

on the American dream. Coming of age in the
Sixties, she falls in love with a scientist, Ed Leary,
and they begin to build their life together. In her
marriage and through her career, Eileen constantly
strives towards her vision of what life should
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be, desperate to
achieve comfort
and security. It

is not much of a
spoiler to say that
Ed develops early-
onset Alzheimer’s
disease, as

this is revealed
relatively early

on in the book. As Ed and his family contend
with each stage of his illness, they also grapple
with their own reactions to it and its effect on their
hopes and expectations of life.

Using a calm and carefully-controlled writing
style, the author has created a vivid and

subtle account of the real-time progression of
Alzheimer’s disease in the lives of a very ordinary
family. The characters are also very ordinary:
sometimes hard to warm to, sometimes inspiring,
riddled with insecurities but possessing a great
capacity for love and courage. It is an honest and
unsparing depiction of their experiences, which
makes for some uncomfortable and upsetting
reading at times, yet the book is not ultimately
depressing. It would be unjust to summarise this
as ‘a book about dementia’; it is also a portrait
of American society across the twentieth century,
an intimate study of family relationships and a
testament to love and endurance. The opening
of the book does not indicate how good it will
turn out to be, but it matures into an absorbing
narrative and the slow pace pays off. Thomas
took ten years to write this book, working at

the kitchen table late at night after his wife and
children had gone to bed, fitting it around his job
as a teacher. In an interview with the Guardian,
he said, “I learned how to be a person over the
course of writing this thing,” and | think that's
what shines through.

Book reviewed by Kirsty Macpherson, Research
Assistant at the Dementia Research Centre
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CAN KNOWING YOU AND YOUR FAMILY MAY GET
ALZHEIMER'’S EVER BE POSITIVE?

In September 2015, The Guardian published this
article, documenting the reality of one of our
support group members. The article was written
by Guilia Rhodes.

At the University of Washington’s School of Medicine
there is a computer database that states with
certainty — albeit heavily encrypted — whether or not
Sophie Leggett will develop a form of genetically
inherited early onset Alzheimer’s disease. But she
has chosen not to find out what it says.

A blood test is available to adult children and
siblings of those who develop Alzheimer’s at

a young age and have a family history of the
disease. It identifies whether they carry one of

the three faulty genes known to cause familial
early onset Alzheimer’s, presenilin 1 (the mutation
affecting Leggett's family), presenilin 2 and amyloid
precursor protein. All result in the overproduction of
amyloid, a protein that builds up into the plaques
on the brain which are the hallmark of Alzheimer's.

Now 39, Leggett saw her mother and aunt
develop familial early onset Alzheimers in their
early 40s — as had their father. All died in their 50s.
There is a one-in-two chance that Leggett has
inherited the gene mutation.

“| focus on the 50% chance that |
haven't got it,” she says. “I know
that my world would change totally
if | came home one day and said
to my family: ‘I know I've got it.”

This particular form of Alzheimer’s is rare, and
genetic testing is not available for the vast
majority of people. In most cases of Alzheimer’s,
the cause still remains unclear, a complex
interplay of environmental and genetic factors
not yet fully understood. Several gene variations
that increase a predisposition to Alzheimer’s —
as well as some which decrease it — have been
identified and it is expected that more will be
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found. Researchers hope that developing better
mapping of the pathways of the disease wiill

in turn enable them to develop drugs that may
prevent, delay or stop progression.

Leggett was in her early 20s when her mother,
Gill, began to behave unusually, a few years after
her sister — Sophie’s aunt — had been diagnosed
with early onset dementia. “She became very
anxious and had short-term memory problems,”
recalls Leggett. Yet at this stage, a diagnosis of
anxiety was given.

Within a few years, though, Gill was regularly
wandering at night, often being picked up by the
police in her nightie. She was eventually diagnosed
with early onset dementia shortly before her 50th
birthday. Soon afterwards, she was sectioned and,
after a distressing four weeks, transferred to a
specialist nursing home.

i
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“I told her lies,” recalls Leggett.

“| said it was a hotel where they
would do her washing and cooking.
| didn't want to tell her the truth.”

But the real cause of her terror, Leggett says, is the
knowledge that her own daughter, now 15, might
be affected. “l can cope with it happening it fo me,
but not with the fact that, if it does, then she, too,
has a 50% chance of it happening to her. That is
horrendous.”

Coming to terms with this possibility is a major source
of anxiety for potential sufferers, says Susie Henley,

a clinical and research psychologist at the Dementia
Research Centre, University College Hospital, London,
who works with patients affected by this and other
rare forms of dementia. “Often, partly because early
onset dementia is so rare, and awareness even in
the health profession remains low, there has been a
very stressful and drawn-out process of diagnosis.
Then, suddenly, there is the sledgehammer effect of
all the possible consequences,” she says.

Knowing that the gene is or may be present can
lead to terrifying cycles of anxiety. “You become
very vigilant for signs that you have it - lost keys,
forgotten words — but don’t notice signs that

you don't. The anxiety in itself has the effect of
making you forget more things. Patients have also
usually seen the disease played out before them,
increasing anxiety further.”

Talking through these memories, involving family
members and making sure the patient understands
as much as possible about the disease Henley works
with a model brain — and seeing how it progresses
can be very helpful. “It gives some sense of control

in a situation where they often feel they have none,”
she says.
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She encourages her patients to
become more aware of positive
signs in their behaviour and
memory and to seek out activities
and hobbies they enjoy. “Some
people are able to develop a

real ‘'make the most of my life’
perspective, whether or not they
know they have the gene.”

Leggett herself is now involved in the worldwide
DIAN-TU trial, which is testing two potential
disease-modifying drugs for individuals af risk of
familial early onset dementia. By working with
those who are not yet showing signs of disease,
researchers hope to learn more about bio markers
for Alzheimer’s, means for early detection and the
benefits of early treatment.

“| wanted to do something for

my family, but also for everyone,”
Leggett says. “I think: ‘Well,
Alzheimer’s, you might get me, but
| will do everything to get you first.”

Her family talk about Alzheimer’s openly and
honestly. “We look at the positives — the amazing
research, the opportunities to have genetic
embryo screening before having children.” In due
course, says Leggett, her daughter can make
her own decision about genetic testing. But she
remains confident of her own decision. “A couple
of times a year, | lie awake at night, picturing
myself being able to tell my daughter she can’t
have it. That would be the most amazing thing in
the world. Then | think of being told | do have it. |
cannot cope with it being an absolute certainty.”
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UK supermarkets Iceland, Asda, Morrisons and
Waitrose have pledged funds from the new

levy on single-use carrier bags to support the
construction of a new world class dementia
research centre at UCL. The Dementia Research
Institute will bring together researchers from
across UCL and UCLH to lead  national and
international efforts fo find effective freatments
and improve the lives of those with dementia.
The £350 million project currently has a shortfalll
in funding of £100 million, and the cash expected
to be generated by carrier bag sales from

fundraising

Britain’s food retailers has the potential to bridge
much of that gap. Initial calculations indicate
the project could raise £20m in the first year,
depending on patterns of carrier bag usage
under the new system. No overheads are taken
from the sums raised, with 100% of funds going

UCL AND UK SUPERMARKETS UNITE TO BEAT
DEMENTIA WITH CARRIER BAG FUNDS

to support dementia

research. Professor Nick |Ce|and
Fox, Director of the UCL m
Dementia Research 7

Centre, said: ‘We are M

itted t ti e
commi e' o creating MORRISONS
a Dementia Research

Institute at UCL as part qu'l'rose

of UCL rising to the

challenge set by the

PM and the G8 and posed by the scourge of
dementia. UCL has made this a key priority. UCL
can and will bring unmatched research breadth
and depth as Europe’s leading neuroscience
centre and Europe’s leading clinical dementia
research, integrated and co-located with the
National Hospital for Neurology.

PERSONAL INDEPENDENCE PAYMENT

— SUPPORTING STATEMENT

At the request of a support group member

we have recently developed a supporting
statement for group members to supplement
any application for Personal Independent
Payment they are seeking to make. Personal
Independence Payment (PIP) is a benefit for
people who need help taking part in everyday life
or who find it difficult to get around. It replaces

SAVE THE DATE:
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Disability Living Allowance for people between
the ages of 16 and 64 inclusive.

The Department for Work and Pensions (DWP)
are responsible for PIP and they will make the
decision on your claim.

Please contact jill. walton@ucl.ac.uk for a copy if
relevant or of interest to you.
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