EEEEEEEEEEEEEEEEEEE

< CAMBRIDGE | Heat GRYNREIING

Risk disclosure and its consequences
Perspectives of asymptomatic research
participants in the UK and Spain

Dr Richard Milne

Society and Ethics Research Group, Wellcome Genome Campus

Department of Public Health and Primary Care, University of Cambridge



Thursday, August 21, 1986

Medicine

Alzheimer’s breakthrough seen

slmple €ye exam may said Dr. Carol A. Miller, chief of neuroj PM'ID!OZY 1t's not distinguishing Alzheimer's from normals.

at-the University of Southern Californi: It’y picking out Alzheimer's from any one of 40
. . The study was directed by Dr DI Id R, other diseases. "
lead to diagnosis Hiton, 8 rscarcher i Miler's b, and was Millr sk snotherc-suthor of the esarch,

published in Thursday’s New Eng gland.l nmnl of Dr. Alfredo of the Estelle Doheny Eye
Medicine. Foundatio inLosAnglsxsts ing Alzheimer’s
BOSTON (AP) — The discovery of an Alzheimer's disease attacks nerve cells in the victims to see if the nerve degeneration causes
apparenily nn-que form of optic nerve damage in  brain, Symptoms include memory loss, measurable abrormalities in vision. Finding such
victims of Alzheimer's disease may make it and changes in will be necessary if the condition is
possible someday to diagnose the illness withan  In the study, doctors examined the optic fo serve as a signpost of the discase.
nerves, which carry visual messages from the 'n| optic nerve functions something like
Even though Alzheimer's disease is a major eyes deep into the brain. lephon: pmbl: But instead of being pacl ﬁedwm
cause of senility in the elderly, with an estimated  The actual nerve dnmage can be seen only md vidual wires, it is a bundle of nerve structures
2.5 million victims in this country, it is not the during an autopsy. The researchers examined the called axons, The researchers found a two- o
only cause. Its symptoms are confusing, and optic nerves of 10 Alzhgnn: s victims and found  three-fold depletion of these axons in the
doctors often cannot be entirely sure they have t edegpnemn eight of them. However, they  Alzheimer’s victims.
diagnosed it correctly until the victim dies and an [,,...m it in r 10 normal people of the same .
autopsy is performed. No treatment

eye exam, researchers say.
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In a new study, rescarchers have found - Fowever, they did not check people with other better Singnostic sl """ “d“"“ it
degeneration of lhs npln: nerves in people with forms of bmnyduuu l;-eel‘z Davies, an tinguish it Fomysimilar-looking di that
Alzheimer's discas. Th next siep Wil b 105ee i Alohaing1's oxpert ot aiben Eimaiin Golise af do"ave " hent. o e s onete
this causes s w:ﬁc nique vision abnormalities  Medicine in New York, said the slgniﬂmne of diagnosis may offg little for those w
that can be measu the work won't be clear untl this is done. carly stages of the fisease.

“‘It would be hel Iplnl perhaps in making the ““Is it really going to be specific for Ah_h eimer’s “I don't know Jaow much it will help the
diagnosis, if we come up with a battery of lesu disease and not occur in other neurclogic patient, because wWho wants to know they will
that sort this out in life, rather than at death,”  diseases?"" he said. *‘That’s the rea! issue here. _become demented?]" said Miller.

become demented?"’ said Miller,

“I don't know how much it will help the
patient, because who wants to know they will

On Not Jumping the Gun: Ethical Sunday Review
Aspects of APOE Gene Testing for

Alzheimer’s Disease’ What if You Knew

STEPHEN G. POST
Center for Biomedical Ethics

Coming for You?

Simple blood tests may soon be able to deliver
alarming news about your cognitive health.

By PAGAN KENNEDY  NOV. 17, 2017

“when it comes down to what we
want to use data and Al for, it is
early detection and diagnosis.
That’s, that’s one of the big ones
for us. And [that raises] questions
around, why would you want to

know early?“

(digital health tech researcher, interview
with RM, SPACE study 2020)
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Consequences of risk communication to asym
individuals

> ApoE result communication does not cause distress among the majority of people
who do not have major anxiety or depressive disorders, and who display an interest
in genetic testing

° REVEAL (11/14 studies)

> Selected/non-representative populations
> US based

> Some evidence of change in LTC uptake, behaviour change

> A small % of people did experience psychological effects

> Possible ‘nocebo’ effect

° Increased fears of employment discrimination

> Focus on short-term psychological effects (anxiety, depression)

> Over time, seen as valuable — but with lasting effects for some (Zallen 2018)




Approaches to the Communication of
Alzheimer’s dementia Risk (ACAR)

1. What do older adults involved in dementia research
expect would be the implications of learning
Alzheimer’s dementia risk?

2. What expectations would they have of any disclosure
process?
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Approaches to the Communication of
Alzheimer’s dementia Risk (ACAR)

Focus group based research in the UK & ( PREVENT

(Milne) and Spain (Diaz) and with
EWGPWD

estudialfa
N=61 (32 (20F/12M) in four groups in

Spain, 19 (10F/9M) in four groups in the

UK), 1 group of EWGPWD. ég‘ European Working Group

of People with Dementia

. . . ALZHEIMER EUROPE
Information provided on changing

approach to Alzheimer’s research

Jp%
Thematic analysis around shared A b

structured protocol




Background

Discussion influenced by family
experiences

Some already felt that they were ‘at
risk” because of family history

Most people expressed interest in
learning their risk status — but didn’t
feel their desire to know was typical




Risk and time

“you’re not going to have an
attack of Alzheimer’s, it’s more of
a, it’s a ‘living with’ situation,
which sometimes heart disease
can be, obviously, but sometimes
you don’t get the option of living
with it!” (UK2)



The risk experience
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At, with and beyond risk: expectations of living with
the possibility of future dementia

Richard Milne'!, Ana Diaz?, Shirlene Badger',

Eline Bunnik®, Karine Fauria* and Katie Wells®




Living at risk




“l think it's important to know to act.
Although there is no medication, if
factors such as diet, environment

influence it, you can act somehow”
(SP3)

Reducing risk




“What are we going to change? Do we
eat better? But we already do that, or
we should. Do we exercise more? We
should do it. What are we going to
Reducing risk change? . .. You will not change
anything; | think, honestly.”

(SP4)




“I want to know immediately, that is,
even a risk of 80%, not 99%, to make
Pre-emptive my owh decisions ... Bump me off

suicide before | get to be like my mother.”
(SP2)




Living with risk




Informal

vigilance

“It would have an impact on how |
then lived my life, and how |
conducted my relationships with
others, and my work. | would be
looking for the signs of it . .. I'm bad
enough as it is.” (UK1)



“For me what is important about
knowing the risk is early detection, a
serious advantage is that you can
monitor to diagnosis.” (SP2)

Formal

monitoring




Living beyond risk




| would do many things if | knew that
this was going to happen to me. |
would spend more time with my

: family, | have a grandson of a year and

Planning for a half and one of eight months. |

self and others would try to be with them as much as

possible and all those things.

(SP1)




Summary




Summary

Similar conversations in UK and Spain

Learning one’s Alzheimer’s risk may have medium and long-
term effects

These are neither clearly benefits nor harms, but
disruptions that need understanding and supporting

Future relationships with families and healthcare need to be
accounted for in preventative programmes
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