THE IRISH TIMES
Tuesday, March7,2023

‘This is my brother, he has a tube’

!
Sheila Wayman

Childhood is different

for siblings of a child

with a life-limiting condition.
A young mother from
Dublin tells her story

t is hard for Niamh O’Shaugnessy to

spare her three-year-old daughter, In-

die, from the raw reality of having a lit-

tle brother with a life-limiting condi-
tion.

Two-year-old Ollie, who was diagnosed
with spastic quadriplegia cerebral palsy
last May, regularly has epileptic seizures.
As the only adult in their Belmayne home
in Dublin 13, Niamh has to reassure Indie
when Ollieis having a seizure, while simul-
taneously attending to him.

“You have an upset three-year-old not
knowing why her brother is lying there
shaking,” says the 27-year-old mother,
whose relationship with her children’s fa-
ther broke down soon after the birth of Ol-
lie. “Unfortunately, I can’t take my daugh-
ter out of that situation. Sometimes, she
has to see things I don’t want her to see.
But then why hide her family, because
this is her brother? No matter what age
she s, this will continue to happen.”

Childhood isinevitably different for sib-
lings of a child with a life-limiting condi-
tion. “The positives for them are they
have a huge amount of empathy and com-
passion,” says Sinéad Moran, nursing
manager with the Jack and Jill Children’s
Foundation.

“They see the world very differently.
The negative is they want the normality of
lifeand theydon’thaveit. Theyhave to ad-
just to a new norm, which is very diffi-
cult.”

There can be jealousy when the child
with special needs always takes priority.
Siblings have to live with the fact that
birthday celebrations, outings and holi-

day plans can be swiftly cancelled if that
child gets sick.

During 20 years working with Jack and
Jill, which funds home nursing care for
more than 400 families, she has seen that
siblings need to be kept informed, in an
age-appropriate way, about the child with
the disabilities.

“Siblings want to help, they want to
care, they want to be told what is wrong
with them,” says Moran, who did a thesis
ontheimpact of having a brother or sister
with a life-limiting condition for a mas-
ter’s degree five years ago. If they’re kept
in the dark, they will be constantly worry-
ing.

Parents feel guilty because they can’t
give time to both. “I suppose that is where
I have seen the difference our hours
make,” she adds.

“Itallows them to give that time.”

Niamh, as a single mother, uses many
of the hours of nursing care for Ollie to
spend one-on-one time with her daugh-
ter. Having had a difficult childhood her-
self, she is intent on teaching Indie “to be
grounded in herself”.

“I grew up around trauma as a young
child,” says Niamh, who went into residen-
tial care. “I see these things with Indie,
having a special needs brother, that this
could trigger a little trauma for her, when
sheis aged six-eight. She is a really intelli-
gent little girl, in advance of herself. She
picks up on everything, emotions, ac-
tions. She is very in tune, which is bril-
liant, but sometimes I think she takes on
too much by being in tune.”

Indie adores Ollie, whose “smile lights
up aroom”. She likes to introduce him to
people, explaining “this is my brother, he
has a tube”, referring to his nasogastric
feeding tube.

Conversations

But Niamh does not want her to feel bur-
dened with responsibility. “I like to have
conversations about her mind, her body
and her soul. I know a lot of people look at
me in a weird way when I say that about a
threeyear old.

“I feel if I didn’t have Jack and Jill, I
would not be able to put so much time and
effort into that with Indie. It is huge to
me.”

She says she likes to do activities with
her daughter that are free and involve na-
ture, “so she can continue this way of life
when she gets older. I don’t want her to
feel when she’s overwhelmed that she

‘I remember lying in the
hospital wondering would
I ever be able to take care
of this child at home?’

SHEILAWAYMAN

Concern about the baby’s small size at the
end of Dawn Dunbar’s pregnancy was the
first hint that there might be a problem
with her second child. But, after her labour
wasinduced a little early, Cathal weighed
inat 2.5kg (5.51b) and didn’t need special
care. However, the paediatrician recom-
mended testing him for cytomegalovirus
(CMV), which is harmless to most adults
and children but can be dangerous in the
womb.

“Usually hearing is the problem but that
was fine; all his blood tests were fine but
when they did a urine test, they did find he
had CMV,” she says. “Not many people
have heard of it, but it causes a huge
amount of disability in children. We were
on the unfortunate side of the scale, it was
sosevere.”

Thelevels of infection weren’t particu-
larly high, butit had hit Cathal just at the
time his brain was developing, resulting in
spastic quadriplegic cerebral palsy. He has
asevere form of epilepsy, is non-verbal and
has difficulty swallowing.

The diagnosis came after an MRIscan at

sixweeks confirmed damage to the brain
and Cathal was admitted to Crumlin
children’s hospital to have anti-viral
medicine administered. Suddenly, the
happy visions Dawn and her husband
Jamie had of what it would be like raising
Cathal alongside his big brother Conor,
who was 23 months at the time, were
shattered. “Iremember lying in the
hospital wondering would I ever be able to
take care of this child at home? He wasn’t
in great formin the hospital, on medicine
thatwasn’t very nice. We felt sorry for
ourselves, we were grieving.”

Other children were coming into the
hospital to get better and she and Jamie
did not know what the future held for their
family. Cathal was about six months old
when a disability nurse referred them to
the Jack and Jill Children’s Foundation for
nursing care support at their home in
Ferns, Co Wexford. They have been able to
use those funded hours ever since in
whatever way suits their family. Early on,
Dawn used to take the care in twice weekly
blocks of five hours; one she would use for
catching up on chores but the other she
would spend with a friend who had a child
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needs to go and get her nails done”.

“Me and Indie like to go and get our
nails done as a treat,” explains Niamh, a
beauty specialist, “but I always let her
know it is a treat and would not be a regu-
lar thing.”

She wants Indie to grow up knowing
that the best way to deal with mental pres-
suresisto go forawalkor ajog.

Niambh also uses some of the 60 hours a
month respite to take time for herself. It
means she can have atleast one day a week
when she doesn’t have to be a carer.

“Iam very grateful to be able to do this
for my son, but at the same time, us moth-
ersneed a break-burnout and exhaustion
isareal thing.”

Early on in Ollie’s life, Niamh really

of asimilar age to Conor and they could
playtogether.

“Thatwas my saving grace. had a
couple of hours to get away and pretend
that everything was okay even though our
world had fallen apart and we were
grieving very hard.”

For Conor, who will be eight in April,
there was a dawning realisation that
Cathalis a bit different. His parents have
been very open, explaining that Cathal got
sick while he was in her tummy, that his
brainis affected and there are things that
other children can do that he can’tdo to
the same extent. She remembers when
Conor was nearly three, he noticed that a
family friend’s baby was starting to reach
out, even though she was younger than
Cathal. “Conor said to me, ‘Mummy, why
does she grab and Cathal doesn’t?”” Fora
long time afterwards she could see Conor
trying to get Cathal to grab by presenting

struggled and wasn’t eating. “I was down
to 52kg [8st 2Ib] and my shoulders and
backwere physically sore.I remember sit-
ting down and crying and saying this can’t
be my life, just being at home, like a ro-
bot.”

Broken sleep is a constant challenge.
“Ollie is awake at 5am every day, and will
also wake up during the night and be
quite stimulated.” The noise may wake
her daughter too.

Indie attends a creche, which is a great
social outlet for her, says Niamh, who has
just one sister in her life and she doesn’t
live nearby.

Undoubtedly, there are times when her
daughter feels jealous of all the attention
her mother has to give Ollie.

m Dawn Dunbar
and her husband
Jamie with their
sons Conor and
Cathal: the family
will not be eligible
for Jack and Jill
support much
longer because
Cathal will turn six
on March 14th

him with a toy and explaining to him it was
very easy to hold, he just had to put his
fingers around it.

“They have alovely bond,” says Dawn
who sometimes has to rely on Conor to
keep his brother entertained while she is
getting jobs done. “He does have a bit of
responsibilityand I don’t see that as a bad
thing.” At the same time, he is able to tell
her when he’s tired of doing it.

Although Cathal needs a lot of his
parents’ attention, she has never seen
Conor getjealous over that. “He’s never
said anything but I think thatis due to the
fact that we have Jack and Jill care and we
can focus on Conor for periods of time.
Conor has never had to miss a swimming
lesson.”

Currently on 20 hours a month, they
schedule some fixed time, but the carer
will also respond very flexibly to help them
keep life as normal as possible for Conor.

“I think Indie can get quite annoyed
with my attitude. She is a three-year-old
and she will cry for silly things and I am the
type that says, ‘Do you know how lucky you
are that you can do that? Because if your
brother could do that...” And she will kind
of go ‘humph’ - asifto say, Tdidn’t ask you
for that opinion,” Niamh laughs. “It’s
about giving Indie that selfish time in a
healthy way. It is really, really hard to bal-
ancethat.”

But she is philosophical about the chal-
lenges life has thrown at her, both as a
child in care and now as a parent. “I hav-
en’t got the support of a mam and dad
through life.”

But, “I have learned that life is beautiful
and it’s what you make of it. Just because

Forinstance, if he is having friends around
for a playdate, Dawn likes to be fully
available when there are other children in
the house.

Unfortunately, the family will not be
eligible for Jack and Jill support much
longer because Cathal will turn six on
March 14th and the charity can only cover
children aged six and under . The Dunbars
have applied for HSE nursing assistance
instead but do not expect the same continu-
ity of care or flexibility.

“Iwon’tbe able toleave the house,” she
saysinreference to the “inloco parentis”
rule that the HSE introduced some years
ago for paediatric homecare nursing
hours, requiring parents to nominate
another person to be there if they want to
goout. However, Minister for Health
Stephen Donnelly said in a Dail written
answer last November that the HSE had
told him it was not currently implementing
thatrule. Instead, it had introduced a
“planned parental absence guideline” that
could be agreed at the start orin areview
of the homecare package.

While that might allow a parent, after a
risk-assessment form has been completed,
toleave to pick up another child from
school, there isn’t the flexibility for a
parentto go to the gym, says Sinéad
Moran, a nursing manager with Jack and
Jill, or to get away for two to three hours.
She believes the bureaucracy is unneces-
sary. “If a child is sick, none of the parents
would leave. They won’t go far, they’ll stay
around.”

But a knock-on effect of these operating
procedures, she reports, is that families
who may already have substantial home
care packages from the HSE, still need
Jack and Jill to fund day hours that they
can use flexibly.

m Niamh O'Shaugnessy, with her
daughter Indie (3) and son Ollie (2), is
philosophical about the challenges life
has thrown at her.
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people have let you down, you don’t need
to let people down. You stay true to who
you are - thatis how good comes.”

Registrationfor the Incognito 2023 art sale,in
aid of the Jack and Jill Children's Foundation,
opensonMarch 31st. Each postcard-sized
original artwork costs €65 but theidentity of
itsartistisonly revealed after the sale of the
3,000-plusindividual pieces take place on
April 26th. Seeincognito.ie

Cathal started in mainstream school,
Scoil Naomh Maodhégin Ferns, last
September, which delighted his big
brother. It has also enabled Dawn, a
primary school teacher, to go back to work
onajob share. “Conoris so proud, pushing
in his wheelchair in the morning,” she
says. “He comes home to tell me that
Cathalisreally popular with all the girls.
He keeps an eye on things but, at the same
time, he gets on with his life as well.”

He does express sadness if Cathal is
going through a tough time with seizures.
On the flip side of that, when he came
home from a recent sleepover with his
cousins, he observed that they fight quite a
lot, adding “I am kind of lucky to have
Cathal, he never fights with me”. His
parents try to focus on the positives with
him but naturally, between themselves,
have concerns about what might lie ahead.

“Cathalis Conor’s only sibling and we do
wonder, number one, if we will be lucky
enough to have himinto adulthood and,
number two, there is the worry if we go
before him, where does that leave Conor?
Obviously, you can’t think too far ahead or
youwould drive yourself mad butitis
something we do discuss.

“The thoughts of Cathal going into
full-time care would be horrendous;
equally the thoughts of Conor being
burdened with a disabled brother,” she
says and, although unsure about express-
ingitlike that, “itis aburden to carryin
many ways”, she adds candidly.

“Obviously Cathal has brought us lots of
joysand lots of love but itis intense caring
for somebody with a disability. We are able
to doit because we have support but we
don’tknow what the future holds for the
boys and that is something we worry
about.”

Alzheimer’s sweeps an eraser across the blackboard...we are all dust

Anthea Rowan
Dementia Diary

The drip-drip of memory

loss becomes ariver, then a
deluge and now a waterfall.
Within hours, they are gone

o you ever wonder how a memory

forms? Does it crystallise, images

tightly bound by place or time, a

seed, an acorn to a mighty oak
tree, the branches of interconnectivity: “Re-
member this, remember that, remember
when, remember them?”

I never use the word remember in con-
versation with Mum.

How does a memory take root safely so
that it sustains, deep and permanent with-
in the structures of the brain? An archive of
our past neatly filed away for reference lat-
er. A map: the who and why and where of
every part of us.

Do you ever wonder how long it lasts:
that memory, once planted? I used to: I
used to guess at how far back my mother

couldremember. Twenty years? Thirty? De-
mentia sweeps an eraser across the black-
board where her story was written; it laid
waste to the most recent first: her grand-
children, first, then her children, my fa-
ther. We are all dust.

But every day now, the memories I used
to imagine she might still be able to form,
die faster. There’s nothing to nurture
them. They are shallow and weak and easi-
ly pulled.

HowdoIknow?

Mum has a dentist appointment. A wob-
bly tooth has presented.

“It’ssore,” she complains.

There are only so many daysI can respon-
sibly feed her ibuprofen before I under-
stand the inevitable cannot be put off and
the tooth must be pulled out.

Thate dragging Mum away from the sanc-
tuary that home is, the place and people a
tidy little organigram that lends context
and construct to a coming-undone world.
She might not know where we are (Eng-
land, somewhere-in-Africa, Ireland). But
she knows she’s at home.

The morning dawns and Mum begins to
articulate anxiety about our outing.

“AmImaking too much of a fuss?”

She doesn’t wait for an answer: “I think
I’'m making too much of a fuss.”

I know what she is doing: she is willing

® The morning dawns aﬁd Mum
begins to articulate anxiety about
our outing to the dentist

me to cancel, to call it all off. Leaving the
safety of her bubble is frightening. Where
is she going? She has lost all her bearings,
the name of a town would mean nothing.
Who will we meet and has she met them be-
fore? She does not want to appear a fool
when she doesn’t recognise them. And her
incontinence distresses her.

She can’t understand why it happens so
is never comforted by my explanations
(“You’re old Ma, and you’ve had three
kids.” “Three?! Isn’t it more than that?”
“No Ma, just three.”).

Nor does she remember she wears adult

diapers that will protect her from the em-
barrassment of leaks.

“We need to get this seen to, Mum,” I
urge gently, “your tooth, whilst we can,
whilst the dentist can see you”, before it
flares into an infection I cannot manage
with my over-the-counter approach.

“Yes, yes, you'reright,” she agrees reluc-
tantly.

Then, out of nowhere, “He’s not going to
take a baby outis he?”

“A baby?”

AndIamreminded of arule I'verecently
made for myself: make no assumptions
about dementia - if I thought her anxiety
was about leaving home, it might as easily
have been because she has forgotten what
dentists do.

“No, Ma,” and I can’t resist a smile, “not
a baby, just a tooth, the dentist might have
to take the tooth out.”

Which is exactly what he does. I primed
him in my text message. She has Alzhei-
mer’s. He faces Mum and sweetly de-
scribes what he is going to do and why; he
speaks to her as he might a child, he stoops
to face her. Mum listens intently, her eyes
round. He explains that he will inject her
gum to numb the pain. I stand behind her,
prone and vulnerable in the dentist’s chair,
and I murmur reassurances, keeping my
hand on her shoulder.

She is baffled by the deadening sensa-
tion of gums: “I can’t feel my face,” she
says, looking worried. I pat her gently: “It’s
okay Mum, it’s okay.”

She moans as the root is pulled. I am
briefly alarmed, what if she does not under-
stand we are trying to help and reacts to
what must be painful and frightening, what
if she lurches forward. But she doesn’t; she
just moans softly like something trapped
and tired.

Dazed
And then it’s out and her mouth pours
blood. Mum looks about her, a little dazed.

“All done,” we say, as if she were seven.
And Mum gives us a little smile.

You don’t think about taking dementia
patients to the dentist. You forget that in
thefalling apart of their cognition, their ail-
ing, ageing physical selves have the propen-
sityto fall apart too: joints, eyes, teeth, blad-
der, bowel.

And you forget that in facing the enor-
mous prognosis of dementia, there are still
the small everyday ailments that need ad-
dressing: a fungal infection between her
toes, a sore throat, waxin her ears. A tooth-
ache.

But when we get home, as soon as we get
out of the car, Mum begins to fret: “What is
this place? Where are we? Why are we

here?” Her face is creased by consterna-
tion.

“This is home, Ma,” I say, “we left early
this morning, for the dentist.”

(Remember?)

She won’t have it. She grows agitated,
she casts about herself asif she’s misplaced
something.

“And where are they?”

Whereis who?

“Them, them,” she is almost hysterical:
“The people who lived here.”

Me Ma, I lived - live —here.

No, she insists: “No, no, I can’t believe
they just upped and left without saying
goodbye!”

They didn’t Mum, they - we’re - still
here.

“What’s your name?” she suddenly
shouts.

“Anthea,Ma, ’'m Anthea.”

“No, no,you’re not,” cries Mum. “You’re
not Anthea. Anthea’s gone. I can’t believe
sheleft and never said goodbye.”

And thatis how I know.

Dementia punctures memory so that
our stories drip out. One by one, at first. A
dropped name, a lost event. But time
shears those holes wide; the drip-drip of
memory loss becomes a river, then a del-
uge and now a waterfall.

Within hours, they are gone.



THE IRISH TIMES
Tuesday, May16,2023

We need to talk about excess body
fat- and sooner rather than later

e
Sheila Wayman

Conversations must
be held ‘before obesity
complications setin’,
experts say

eluctance of patients to seek

advice about excess weight and

hesitation among healthcare

professionals to offer it leads to a
huge time lag between onset and
treatment of obesity.

Research in the UK among people living
with obesity found it had taken them nine
years, on average, between starting to
struggle with their weight and having a
conversation about it with a healthcare
professional. There is no reason to think it
is any different on this side of the Irish Sea.

“That is a long time and that is a
conversation that is often prompted by
some other health complication,” says
dietitian Karen Gaynor, a committee
member of the Association for the Study of
Obesity on the island of Ireland (ASOI).
“So people aren’t having that conversation
early enough in order to prevent the
complications of obesity.”

Primary prevention to avoid the develop-
ment of excess weight involves the lifestyle
measures we should take to reduce the risk
of any chronic disease such as cancer, dia-
betes, heart disease, as well as obesity.
These include healthy eating, sufficient
physical activity, good sleep routine and
management of stress. In the context of
obesity, we should be talking more about
earlier secondary and tertiary interven-
tions, she says.

This week, from May 17th to 20th, some
of the most up-to-date research and think-
ing about this chronic disease will be
shared among 1,800 participants at the
30th European Congress on Obesity
(eco2023.org) in Dublin’s Convention
Centre. Ireland is hosting the event at a
time when the Government and the HSE
have made addressing obesity a priority,
says Gaynor, who is programme manager
with the HSE Obesity National Clinical
Programme. Yet, historically, there have
been very limited specialist services here
and that situation won’t change overnight.

Specialistservices

A Model of Care for the Management of
Overweight and Obesity was launched on
March 4th, 2021. But a HSE spokeswoman
says that, “to realise the benefits, in health
and economic terms at individual patient,
health service and societal level”, a 10-year
time frame is recommended for its full
implementation.

Expansion of specialist services for
adults and children has started, along with
the setting up of new community-based
multidisciplinary obesity management
services in Dublin and Waterford and
dietitian-led, community-based obesity
management programmes within the
HSE’s enhanced community care chronic
disease hubs. Meanwhile, last October,
Ireland became the first European country
to adopt new clinical practice guidelines
for obesity care based on Canada’s pioneer-
ing approach.

We know that 60 per cent of Ireland’s
population have a body mass index (BMI)
of over 25; by that measure they are classed
as overweight (up to 29.9) or in the obesity
range (30 or over). “What we are not so
clear about is the exact percentage who
have excess body fat impairing their
health,” Gaynor says. That, not size, iswhat
matters.

On an individual level, the only way to
find out is to have that conversation with a
doctor who can run relevant tests to see if

excess body fat isimpairing your health, or
likely to be soon. Perhaps there is a compli-
cation brewing, she suggests, that could be
caught before you arrive in the GP surgery
with fatty liver disease, diabetes or heart
disease.

The focus of any treatment should be
health gain rather than weight loss. “It’s
not really about the shape and size, it’s
about how is this impacting on your
health,” she says.

Asweight goes on, people’s bodies store
fatin different places and in different ways.
If it is being stored under your skin and on
your legs and thighs, that does not tend to
impact your health as much as if your fat is
stored around your middle and around
your organs. “And BMI isn’t going to tell
you that, it’s only a measurement of size.”

Stigma and misunderstandings around
obesity, among both patients and health
professionals, are delaying intervention,
says Gaynor. To people living with obesity,
she would say: “It’s not your fault and it’s
not your responsibility alone to fix. It’s a
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biological issue.” While they might believe
that if they only dieted harder and
exercised more, they would get the desired
results, their body is primed to fight
against that.

“We know diets in the short term lead to
weightloss, but that weight will go back on.

m A photograph supplied by Obesity
Canada ‘in an effort to reduce pejorative
portrayals of persons with obesity in
media reporting and provide a fair and
non-biased representation of youth and
adults who have overweight and obesity’.
Left: Karen Gaynor, programme
manager with the Health Service
Executive's Obesity National Clinical
Programme

That just shows how complicated this dis-
ease is.” Even after treatment as extreme
asbariatric surgery, people are atrisk of re-
gaining the weight.

“The message we want to get across is go
to your doctor, have that conversation, run
those tests. You could be absolutely fine
and they will say ‘come back in a year’ or it
could be ‘there is something off, let’s watch
that’.”

Stigmaisalso abarrier to healthcare pro-
fessionals raising the issue with patients.

Gerry’s story ‘The food was controlling me, rather than me controlling the food’

GerryBarrett (63) never had weightissues
asayoung man, when he liked totrainfive
or sixdays aweek, doing weights, karate
and other physical activities.

Itwas after getting marriedin his 20s
and starting afamily thathe began to put
onweight. Withabroad, 6ft1in (1.85m)
frame, he says he was always ableto carry
alot of weightand has worked continuous-
lyintelecoms sincehewas17.

“Bythetimelwas 40,1 was probably
22-23 stone (140-146kg) and I finally went
uptomy highestof 28.5 stone (181kg).”

Overtheyears he attended weight-loss
organisations. “l would always lose about
2.5 stone and thenlwould stop and putthe
2.5 stonebackonagain.”

Barrett, wholivesin Ballivor, Co Meath,
was reluctanttogotothe GP aboutit. “Ifelt
asamanlshouldbe ableto sortthese
things out. And I didn'tand, to some extent,
Ifeltasifl hadfailed.”

He looks back now and sees he had
developed anaddictiontofood. “The food

controllingthe food.”

Butthatinsight came only after explor-
ing boththe medical and psychological
reasons for overeating atthe public weight
management servicein St Columcille’s
Hospitalin Loughlinstown, Co Dublin. It
took himabout sixyears togetintothat
service, suchisthe demand.

“Whatreally turned the corner for me
was being diagnosed with diabetes type
twoinmyearly 50s. Thenlgot sleep
apnoeaand | was diagnosed with afiatrial
fibrillation. Thereal killer was when | went
tothe doctor, | was getting blood tests
every sixmonths, and he saidto me, ‘Gerry
you have to do something about your
weightbecause lhavetoincrease your
diabetes medicationbecause your bloods
arestillhigh.”

Thatgave him newresolvetotackle his
weight. Weight-loss nutrition products
worked for him and he lostabout four
stone before he was due to have agastric
sleeve operationin Loughlinstown four

the need togoahead with surgery when he
was doing sowell, hereckoned hewasin
good shape foritand, havingbeen onthe
waiting listfor years, didn’twantto
postpone. “I had the operationand it
changed everything.”

He started getting back into bushcraft
and other nature-related activities he had
beeninvolvedinwithagroup of friends,
enjoying camping out around the country
and goingover tothe UK for events. “We
justhave somuch craicand Iwouldn’t
have been able to do thatif | had stayed
howlwas.”

Between using the nutrition products
and surgery, he lostabout10 stone
(63.5kg) altogether. However, over the
pastyear he has noticed his weight
beginningto creep up again. “Ineedto
knockitonthe head,” says Barrett, who
was atthe GPtodiscussthis the daywe
speak. “Ineed togetback ontrack.lwant
togetback downto17 stone becausel
remember how welllwas and howwelll

“They will think that maybe the individual
in front of them isn’t interested or isn’t mo-
tivated to lose weight and there is no point
inbringing it up,” says Gaynor.

“Or, it is a very sensitive topic and some
healthcare professionals don’t feel
equipped to have that conversation; maybe
they feel they don’t have the time; maybe
they have their own struggles or issues
with weight. It’s a very difficult conversa-
tion to bring up and healthcare profession-
als do need support and training around
that.”

People tend not to go for treatment for
excess weight until complications set in,
agrees Susie Birney, executive director of
the Irish Coalition of People living with
Obesity (ICPO). In your 20s, the “roller-
coaster of lose, regain, lose, regain” is
about your looks and not being able to get
clothes in your size, she says. Later, it
becomes more about your health.

If both external and internalised stigma
prevents people seeking treatment for
obesity in the first place, it’s even worse

m Gerry Barrett: | feltasaman |
should be able to sort these things
out ... | felt as if | had failed

second time around. After you have had
treatment, with professionals having
worked with you, your family delighted to
see you healthier, there’s huge shame if it
happens all over again. The relapsing
nature of the disease tends to be over-
looked, she says,

“It is not that you have failed the diet or

' the treatment; the treatment may have

worked, but then at some point it may fail
you because your circumstances have
changed.

“If you already live with obesity, you
need treatment. But people who have had
treatment still need prevention because it
isachronicrelapsing disease. Youmaylose
weight and get healthier through treat-

~ ment, whether it is through bariatric sur-

gery or lifestyle management, but, because
obesity is complex. something can happen
that will trigger you.”

After surgery, somebody with obesity
might drop from 25 stone (159kg) to 10
stone (63.5kg), she says. “They are living
their best life; they don’t need a seat belt
extender on the plane, they can fit in the
car and they can buy clothes in Penneys.
Then when the regain comes, it’s that
devastation, it’s back, and the shame.”

While Birney has neither gained nor lost
weightin the past18 months, she says “Iam
looking at pre-menopause now and my
treatment may need to be adjusted.”

Sheis16 stone (102kg) and knows people
look at her and think she needs to lose
weight. “I don’t, because I am actually
probably at the best I will ever be right now
because of everything that has gone
against me. I am at my best health and all
my bloods are fine.”

However, she fears the menopause
“could skew everything for me and I will be
back to the drawing board”. Although her
behaviour won’t have changed, she knows
others will “assume I’'m overeating or
stopped walking; it’s outside factors people
don’tunderstand”.

Whenit comes to the lack of patient-doc-
tor conversations about excess weight, she
believes the issue is not so much that GPs
should raise it sooner, but how they broach
the topic.

For somebody attending a GP on a bad
day with some completely different health
concern, a “can we talk about your
weight?” is not likely to be well received,
she points out. “If there was less shame
around weight issues, more patients would
be prompted to talk about it first.”

It would be great if every GP knew how
to talk about obesity and could refer their
patients to services, she adds, “but our
system couldn’t cope with that. It’s a
viciouscircle”.

Greater scientificunderstanding

Birney will be one of 14 ICPO members
participating in the congress, along with
another 44 patient advocates from across
Europe, and they will report back daily to
support groups. She believes the four-day
event will be “invaluable” in raising aware-
ness and sharing knowledge.

“You don’t realise the reality of obesity
until you hear the experts talking about it
and you hear the lived experience talking
about it. When you have the two, it gives a
clear understanding.”

Despite greater scientific understand-
ing in recent decades of body weight
processes, a societal belief persists that
thin is desirable and equals healthy, while
big or fat equals unhealthy.

We’ve seen internationally that as much
more effective, new-generation drugs to
treat obesity become available they are
being “hijacked by people who want to
become thinner”, says Gaynor, “which
means the people who need it to become
healthier aren’t getting it. It’s just
disappointing.”

There are genetic, environmental,
health and social layers to obesity, all affect-
ing calories in and calories out. But it
doesn’tstop there because, back to biology,
we now know that one person’s body uses
calories differently to another.

Thereis no one single fix to obesity, “this
is cross-governmental, cross-societal,” she
stresses.

“Itneeds to be everyone’s business.”

‘Have you got her a toy cat yet?’ I was once appalled by this question

Jot Sl

Anthea Rowan
Dementia Diary

Twelve months later, |
realise Mum seems to feel
more comfortable in the
company of animals

n acquaintance asked, “Have you
gotheratoy catyet?”
Reading my expression as one
of incomprehension, she elaborat-
ed: “You know, a teddy-bear cat — some-
thing she can pet?”

Ayear ago my understanding of the raw
end of dementia was less well developed
thanitis now. I was still straddling an inno-
cent’s position of denial and disbelief. So
the look on my face that day wasn’t just be-
cause I didn’t grasp the question.

It was because Iwas appalled by t.

Atoycat?

I must have said it out loud because she
rushed to expand on the theme. “My moth-

er’s on her fourth,” she said. “She strokes
them until their fur falls out. When they’re
bald, we just buy her another one.”

Just buy her another one.

Twelve months later, though, with Mum
much more frail, and I can see where that
cat-woman might have been going with
this: Mum seems to feel more comfortable,
confident, in the company of animals than
humans.

My fat neutered cat (“Is it a she?” Mum
asksseveral timesaday. “Noma, it’sahe” -
was a he) is greeted with enthusiastic calls
of pusspusspusspuss every time he appears.

Mum rises from her chair, as the cat
weaves his way plumply through the door.
Seeing where she’s headed, towards the
tea-making paraphernalia, the cat gathers
pace and trots alongside her. Mum begins
to dig about for treats for him. I used to
keep abag of cat biscuits in her room so she
could feed him. Every time he miaowed,
she poured him another bowlful and his al-
ready ample girth grew rounder, and I
feared he may keel over with furred arter-
ies. I took the biscuits away. The cat, not
surprisingly, turned his nose up at the pep-
percorns Mum dribbled into his bowl in-
stead.

My Labrador has taken to sitting as close
to Mum as she can during meals. When she

thinks I'm not looking, Mum tosses her all
manner of treats: toast crusts, a biscuit, a
bit of banana (astonishingly, for a Labra-
dor, she declined) and many, many cheese
crisps.

“Stop feeding her at the table, Mum,” I
reprimand. “She’s going to start begging.”

Sorry, says Mum. And - forgetting my
stern words instantly - is at it again min-
utes later. Dementia, in this case, is a dog’s
best friend.

Laughter

Oddly, when the dog went to the vets and
was incarcerated for three weeks post sur-
gery, Mum didn’t forget about her or why
shewasn’twith us. She asked about her eve-
ry day and reported on her progress to any-
body who called: “Jip is still at the vet hav-
ing an operation” on her (variously) foot,
leg, tummy or head.

Mum was thrilled to see her back. Al-
most as thrilled as Jip was to see Mum: she
went barrelling into her room impeded by
abucket collar to stop her chewing stitches
out, which made Mum roar with laughter.
And then the toast crusts and biscuits and
crisps got thrown about again and I could
hear Jip scrabble, hampered by the collar,
toretrieve them.

“Mum! Stop feeding her!”

m Anthea’s mother greets the cat with
enthusiastic calls of pusspusspusspuss
every time he appears

“Ohsorry, I forgot.”

If Mum remembered Jip, the cat didn’t
and was disgusted at the arrival (return) of
the apparent newcomer. He sat up high
glaring crossly down at the very animal
that until three weeks ago he’d shared a
bed, often a bowl, with. So disgruntled was
he that he was forced to find somewhere

new to sleep and why not try your luck with
the peppercorn dispenser again (perhaps
she’d have kibbles this time?)

One night not long after Jip’s return, I
woke in the small hours and noticed my
mother’s bedroom lights ablaze.

On inspection I find her up, chatting to
the cat who is threading his way perilously
between her ankles.

“Mum, what are you doing? It’s two in
the morning!”

“Is it?” She doesn’t look as if she cares.
She doesn’t even comment on the hour.

“Well, puss and I were very cold so I
thought I'd get up and fix us both a snack -
a cup of tea for me and something for
puss.”

Disarray

Something for puss turns out to be a gloop
of Weetabix, hot water and about 17 spoons
of sugar. He sticks his nose into the bowl
briefly, then stalks off. I urge Mum back to
bed but she’s still fretting about the cat.
“Where is he? He was freezing.” (He
wasn’t, he has a thick coat and walrus-like
blubber asinsulation.)

“He’s gone ratting,” I lie. The cat is
watching me beadily from the door hoping
I might push off and let Mum get round to
finding him something else to eat.

“I tried so hard to encourage him to set-
tle down and get warm,” says Mum. “I put
him under the blankets and everything.”

I almost laugh - this mental image of
Mum wrestling an obese cat beneath her
duvet, like a child, intent on keeping him
there.

When I check on Mum again at a civi-
lised 7am, her room is in disarray. Momen-
tarily, I wonder if she has been hunting
down the cat again or, rather, trying to pin
itdown. But that’s not why. She is in a state
of undress because she has soiled herselfin
the night. Faecal incontinence is the latest
symptom of all this. It’s everywhere.

The catlong gone.

I clean Mum up, mop the floor, strip the
bed, chuck the whole lot into the washing
machine. This is our reality now. Adult nap-
pies and eternal laundry and conversations
that go round and round and round.

You think, every time the disease pla-
teaus and you find a new equilibrium, that
things can’t get worse. But they do. They al-
ways do: that’s the nature of this horrible
downbhill disease.

With sad resignation I punch “dementia
toy cat” into Google. There are dozens at
Amazon. I am strangely heartened. Be-
cause I am reminded, again, I’'m not on my
ownin this.
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We fear saying the wrong
thing to a bereaved person

oulose aloved one to death and

thenyou lose contact with people

who avoid you out of embarrass-

ment. The first time I heard of this
phenomenon was a couple of decades ago;
the most recent time was this week. Why
does this happen?

Not only do people not know what to say
to abereaved person, they also fear saying
the wrong thing. And it’s easy to pop into a
shop or cross the road to avoid being seen.

Yetall too often the person who is being
avoided knows what’s going on. After all,
that person may have done the same in the

pastasyou are doing now. We’ve all done
it. And we’reright in the sense that trying
to think of something comforting to say
can,indeed, be amistake. “Atleast his
suffering is over” doesn’t help the one who
is grieving and whose suffering is very
much happening right now, for instance.

But the real mistakeisn’t to say some-
thing ham-fisted. It’s to say nothing at all.
“I'msorry for yourloss” or “You are in my
thoughts” acknowledges what the be-
reaved person is going through. That’s the
human acknowledgment people need.

The pandemic made matters worse and
many bereaved people must be going
around with an extra burden of pain for
which they didn’t have an outlet during
thelockdowns. There’s a certain comfort
in funerals, wakes and the busyness that
surrounds a person’s death. It gets those
left behind through the early days of the
loss and allows them to experience the
fellowship of their community. The
pandemic took that away from some
thousands of people, a good many of
whom will still be carrying the wounds of
thatextra isolation and of the absence of
the normal rituals.

‘I sensed my GP was
beginning to disbelieve me’

Geraldine Walsh

In part two of a series on
hereditary conditions,
Amanda Byrne recalls
receiving an official
diagnosis of Ankylosing
Spondylitis five years after
the pain began

“My Dad has suffered with Ankylosing
Spondylitis (AS) for aslong asI can remem-
ber. He was diagnosed about 40 years
ago,” says Amanda Byrne who was led to
believe the hereditary condition, whichisa
type of arthritisin the spine causing inflam-
mation and gradual fusing of the verte-
brae, was unlikely to affect her.

The literature available to Amanda at
the time of her dad’s diagnosis stated that
AS, which presents with early symptoms
of pain and stiffness in the lower back and
hips, was more common in males than fe-
males.

The hereditary aspect of the condition
asaresultdid notencourage Amandatobe
mindful of the possibility of being affected
by the condition. When she began to suffer
with unexplainable back pain six years
ago, the connection with her dad’s condi-
tion was not immediately considered and
subsequently not deemed a diagnosis by
her GP.

The pain became so bad that Amanda
could not stand for long without being in
crippling pain.

“I tried all sorts of prescribed medica-

tion,” says Amanda who documents her
journey with AS on Instagram. “As the
months went on and nothing seemed to be
working, I sensed my GP was beginning to
disbelieve me. I ended up in A&E three
times. The last time the doctor told my hus-
band to take me to see a psychiatrist as I
wasinno pain, and it was allin my head. In-
stead, I went to see a chiropractor who
asked me about family history, and I men-
tioned that my dad had AS and he suspect-
ed I too had the condition. However, when
I spoke to my GP, they dismissed it and
fobbed me off to the pain management clin-
icin St Vincent’s hospital.”

This was not a solution for Amanda,
who suffers nocturnal back pain, pain or
stiffness which improves with movement,
fatigue and exhaustion which were initial-
ly dismissed as “depressive episodes”.

As AS progresses it can cause your spine
and sacroiliac joints to fuse which can re-
sult in total fusion of the spine also known
as “bamboo spine”. Additional symptoms
include swelling of different joints, bowel
issues, eye inflammation, compression
fractures, and heart and breathing prob-
lems.

It is not known what causes AS, yet ge-
netic factors seem to play a significant part
in developing the condition. Those with
the HLA-B27 gene are likely to be at in-
creased risk, however, not everyone with
this gene will see AS progress. There is
also no cure for AS and it is not possible to
reverse the damage caused.

Family history

Amanda finally received an official diagno-
sis five years after the pain began. She at-
tended the sports clinic in Santry, Dublin,
and brought a file containing as much in-
formation as possible, including bloods. It
was here the doctor asked all the right
questions and delved into her family histo-
ry. After further bloods and an MRI, the in-
flammation in her body was confirmed as
AS and she was referred to a rheumatolo-
gist.

Having been through a system that was
not overtly cognisant of her symptoms or
condition, Amanda recommends that if
you are the heir to a chronic illness to edu-
cate yourself about it. “If you already sus-

pectyou have something and are not being
listened to by medical professionals, get a
second opinion, a third if needed. Advo-
cate for yourself. My biggest regret was be-
lieving medical professionals who made as-
sumptions about me. Never again will T al-
low that to happen.”

Dr Fergus Glynn, GP with webdoctor.ie,
Irelands leading online GP service found-
ed by healthcare and IT professionals, ad-
vises that all types of arthritis, including
the commonest form of arthritis, osteoar-
thritis ("wear and tear”) have hereditary
potential, though some more significantly
so than others.

“Why arthritis develops in a particular
individualisfeltto be theresult of the inter-
play between genetic and environmental

If you already suspect you
have something and are not
being listened to by medical
professionals, get a second
opinion, a third if needed

factors,” says Dr Glynn. “In other words,
you need to carry one or more of the many
gene markers associated with the disease,
but the disease will only express itself as a
result of certain environmental exposures,
often sustained over long periods, such as
stress. Therefore, even ifyou have a parent
orasibling with asevere form of inflamma-
tory arthritis, for example, rheumatoid ar-
thritis, the likelihood of you developing ar-
thritis is very far from inevitable.”

Therisk of developing a form of arthritis
will vary from individual to individual.
However, as Dr Glynn says, even in the
case of the commonest inflammatory ar-
thritis, rheumatoid arthritis (RA), if you
have a parent (or sibling) with RA, the risk
of developing the condition is approxi-
mately 60 per cent higher than the general
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The real mistake isn’t to say
something ham-fisted. It’s
to say nothing at all. “Im
sorry for your loss” or “You
are in my thoughts”
acknowledges what the
bereaved person is going
through. That’s the human
acknowledgment people
need

It’s still not too late to tell people
bereaved during the pandemic that you
are sorry for their loss. As the Irish
Hospice Foundation (IHF) says on its
website, don’t assume people are “overit”.
Don’t avoid mentioning the person who

m Amanda Byrne: ‘My biggest regret was
believing medical professionals who
made assumptions about me’

population.

“Which does admittedly sound alarm-
ing,” says Dr Glynn, “however, when one
considers that the lifetime risk of develop-
ing RA is roughly 3.6 per cent in women
and 1.7 per cent in men, one still has a far
greater likelihood of avoiding this type of
arthritis than developing it. And this again
speaksto the significantinterplay between
a host of genetic and environmental fac-
tors before RA becomes manifest in a par-
ticular individual.”

Delayed diagnosis

Early diagnosis is the best means of ensur-
ing a positive outcome and preventing the
many negative sequelae of delayed diagno-
sis.

“Consequently,” says Dr Glynn, “if there
isahistory of arthritis within your immedi-
ate family and you are experiencing new,
unexplained and persisting symptoms sug-
gestive of arthritis, for example, joint pain
and or swelling, stiffness, particularly stiff-
nessin the morning upon waking, thenitis
essential to attend your GP as a matter of
urgency. Your GP will undertake a thor-
ough physical examination and order fur-
ther investigations such as bloods and im-
aging as appropriate and can refer on-
wards to arheumatologist.

“Early diagnosis can, in many instances,
especiallywith therange of advanced ther-
apeutics available today, prevent the se-
vere and disfiguring joint damage that in
the past was associated with inflammatory
arthritis and which today patients rarely if
ever have to endure. In fact, the majority of
our patients with arthritis lead perfectly
normal lives unhindered by pain or stiff-
ness or loss of joint function so effective
are many of the currently available arthri-
tis treatments.

“Physiotherapy and indeed in some in-
stances occupational therapy have crucial
roles in optimising the patient experience
and outcomes as part of the now estab-
lished multidisciplinary approach to arthri-
tistreatment.”

hasdied, the IHF also says.

When my father died I recall the GP
saying to my mother to mention his name
in the house every day. We did, and I think
it helped. Those for whom itis a rule never
tomention the dead person again are, I
think, imposing a great emotional strain
on themselves and on others. These may
include family members who really need
to talk about the loss.

If you want to offer specific, practical
help to a grieving person, the IHF says,
“try not to make vague offers of help like
‘callmeif you need anything’. Bereaved
people may find it hard to reach out and
ask for help. Make specific offers of help -
cookdinner, cut the grass, go for awalk
with them, etc”.

What if the bereaved personis grieving
inasituation that makes it even more
difficult for others to sympathise? This is
sometimes called “disenfranchised grief”.
It’snot thatlong since the unmarried
partner of a deceased person might not be
acknowledged and might not get the
normal community support. The same
would go for the surviving partner of a gay
person. T hope this happens only rarely
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now but Iwouldn’t be surprised if it still
happened sometimes.

Still, people can find it hard to go up to
the parent, say, of someone who took their
own life and sympathise with them. But
that person still needs the death and grief
acknowledged. It’s still the case that
instead of trying to think of something
special to say, a simple “I'm sorry for your
loss” or “I'was sorry to hear about
so-and-so” will do.

The IHF page referred to above s called
“Someonel know is grieving”. T also want
tomention here a free app for people who
are grieving, produced by the Australian
Centre for Grief and Bereavement. It’s
called MyGrief and it is available for
iPhone and Android.

Padraig O'Morain (Instagram, Twitter:
@padraigomorain) is accredited by the
Irish Association for Counselling and
Psychotherapy. His books include
Kindfulness: A guide to self compassion;
his daily mindfulness reminder is availa-
ble free by email

(pomorain@yahoo.com).

‘'m sorry, I forgot
you were my

daughter’

Anthea Rowan

Living with dementia
ina loved one is often
compared to grief

as bits of a life lived
together are peeled
away and lost

The first time my mother forgot who
I was, who I am, came out of no-
where. At breakfast time, as she sat
across the table from me with her tea
and toast, she knew I was her daugh-
ter. By evening, it had gone: some-
thing had apparently cut clean
through our relationship, like scis-
sors shearing silently through silk.

Remind me, she said, leaning into
our conversation, “because Idon’tre-
member exact/y: When did we first
meet?”

Ithought she was joking. I reacted
as if she was; I laughed. Then I saw
her face; it was plain she wasn’t. And
Iwasn’t sure who was more shocked.
Or what was more shocking to her:
that she had forgotten I was her
daughter. Or that I was.

Afterwards, as I tried to make
sense of it all, I wondered when the
memory lapses my siblings and I dis-
missed affectionately as “forgetful”
had slid sinisterly towards clinical.

It’s easy to blame so much on sen-
ior moments: She’s old. She’s tired.
Perhaps she’s dehydrated, and 1
nudge a class of waterin mum’s direc-
tion.

But forgetting the names of some
of the places you've lived, forgetting
the names of which grandchild be-
longs to which of your children, is
quite different to forgetting who
those children are.

I reeled afterwards. When your
mother forgets you, it’s as if roots
have been pulled up and shaken
loose. If your mother doesn’t know
you, who are you? If your mother has
carved you out of her past, what’s
your history. To know and love a face
plays a fundamental role in human
connection. Suddenly my mother
didn’t know mine.

Why do you think I call you mum, I
asked, hoping common sense might
jogthe memory?

She considered my question for a
nanosecond: “I thought you were just
being polite.”

I spent hours then, curating a col-
lection of photographs, pictorial evi-
dence ofwho Iwastoherand her par-
ents and her siblings as if I must pro-
vide layer upon layer of proof of our
kinship. And then I tailed her, laptop
open to my pitiful PowerPoint: “See,
there’s me and you, mum. And here’s
me and you and your mum. And me
and you and my dad, your husband”.
Me, me, me. Me and you, mum.

She wasn’t convinced. I hear her
on the phone with her sister, her for-
getting has bloomed in proportion to
my desperation as indignant resist-
ance: Who is this woman anyway?

My eldest daughter, concerned at
my distress, asked me how it felt.

It did not feel the same as my fa-
ther’sdeath. Butit felt similar. A sepa-
ration. I didn’t yet understand — I will
learn, later - that living with demen-
tiain aloved oneis often compared to
griefas bits of a life lived together are

peeled away and lost.

And it felt alienating: when dad
died we were in it together. This
seemed selective: why had my moth-
er forgotten me, not my brother or sis-
ter?

Later - for there are many things
that come later as I play catch up in
my understanding of dementia — I
will learn that dementia interferes
not just with memory but also with
the brain’s ability to comprehend
what the eyes see. It compromises
our uniquely human high-level visual
processing; a person with dementia
can look into the face of a loved one -
a daughter - and fail to recognise
those intimately familiar features.
My mother knew she had a child by
my name. She just didn’t believe I
was her. “Youlook tooold,” she insist-
ed, “you look even older than me”. I
feltlike an abstract of myself.

Eventually — even more cruelly -
this face blindness might extend to
sufferers themselves so that they
don’t recognise the reflection that
stares back at them from a mirror.

Why so sudden though? Why did
Mum know me one minute and not
the next? In her beautiful memoir,
Keeper: ABook About Memory, Iden-
tity, Isolation, Wordsworth and
Cake, which describes her moth-
er-in-law’s dementia, Andrea Gillies
writes, “there is change afoot and
changes come as steps and not as

‘ When your
mother forgets
you, it’s as if roots have

been pulled up and
shaken loose. If your
mother doesn’t know
you, who are you?

slopes. There are sudden downward
movements’. I have learned she is
right. The decline into dementia is
not a gradual slide downhill. It is jar-
ring. Breathtaking. It’s not even al-
ways downhill: sometimes you are
jolted hopefully back to the surface.

Two years after that first occasion,
my mother has forgotten I am her
daughter and then remembered ex-
actly the person I am to her countless
times. The first time was just a few
weeks later and coincided with my
birthday. She wished me happy birth-
day belatedly; my brother reminded
her.

“Thanks mum,” I say.

Also, she continues, sounding
sheepish, “I'm sorry I forgot you
were my daughter”.

Shedeliversitin the same tone you
might adopt to apologise for some-
thing unexceptional: “Sorry I forgot
your birthday,” say.

That’s okay, mum.

It wasn’t. Not back then. But it is
now; now I understand that her for-
getting is pathological, never person-
al.

Today, when she needs reminding
of who it is on Skype as she holds her
iPad aloft, my brother or sister on
speaker phone, I remind her which of
my siblings has called, and who they
are to her, to me. Then I giggle and
say loudly enough, so that whichever
sibling is on the other end of the line
will hear and laughingly protest, “but
I’'m your eldest, ma, and I'm your fa-
vourite, don’t ever forget that: I'm
your favourite”.

And mum laughs too.

m Why did Mum
know me one
minute and not
the next?



