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management experiences

Impact

Parents perspectives of the impact of hospitalisation




= — Child with special needs
— 5 @day+ (consecutive) admission
— Good understanding of English
— Willing to participate in a face to face interview
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Positive Negative Negative Positive
cognitive cognitive social social
Impact Impact Impact Impact

Links between the core category stress, and major categories
cognitive pressure and social disharmony.
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-’guilt and regret
. PROWerlessness and frustration

% grief, fear and anxiety
* emotional and physical exhaustion
* health problems
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BINTEENVET A UICHIN o MYy SO ECAUSE g0 0 e
PIElyAmean attimes. He would be crying and
GG} bt would hold him down with my hands
panolput the medicine into his mouth. It was very

= hard and emotionally draining for me to do, but I did

~Itjust out of the determination that he had to come
out of this... But after | had finished doing that | was
emotionally drained because of what | had done to

him...”



SOERILVE pressure
BOJESSUrEd leaning
OSSO CONTUENCE
IETS0NEl growth

”I iEed to keep up with what's happening with my son
— .and What the latest research says about his condition
—'-' S0 that | can pose the right question to the doctors

~ and'specialists. There’s no one else who can put all
the Information together — I'm the only one who can
do that — that’s just how it Is - It's just a fact. | know |
have to get it done...”
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ﬂpnon to family/ fnctioning
Strained relationships™
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\We'd'get ‘aggro’. My husband and | would be very

= iitable. There'd be that resentful feeling about

~~ Who'd been in hospital the longest with our son and
who'd had the longest breaks. That resentment can
Increase, and at the end of the admission, that can

cause problems...”
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TSB.tIOI’I (BroEf‘ﬁbTE‘nner, 1995)

Microsystem influences
Mesosystem influences
Exosystem influences

Macrosystem influences
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garcagiorsefel trleldfsreilelpess
wibIghospital experiences
otlonal and behavioural responses

= m|Iy characteristics
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= “If you happen to be in a different hospital with
—different people and things - you feel uncomfortable.
You have new doctors and you're reluctant to ask
guestions. It's sort of a respect thing...”
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IEEIlcare professmnal Staltitldes andipractice
VEIUIESIand eSS of EXtendea families and others

'_S:Sibility of healthcare supports

: _._.:;L_"F' jooked at me as If | was a bad parent. That thought
= =Gan leave you very shaken even with a healthy child let
~ alone asick one...”

“| had no idea |'was entitled to respite care - | enc
entitled te 24 hours a week, and | didn’t know t

ed up being
nat for 3

months. | could have gone nuts in that 3 months —

didn’t, but | could have...”

luckily. |




EXOS)/Siem INfluences

Staing numbers
SOLIUINEORIGITNEAINCAIE SEIVICES
JeVETIIment unding of hospital services

“Th_@ time ne was in hospital, the nursing shortage

| _,;n e worst I'd ever seen It and there was even

:Iess help to have a break from him — | was ready to

= Jump-out the nearest window. He needed to have
someone with him all the time. People used to say,
‘would you like a break? I'll watch him for a while,’
put | haven't been offered that for a long time. That’s
why | dread going in — once you're there, you just
can’t get away."
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G e anaicultirarbelers

“IFy /OIL sk for nelp;, yourmay start to believe that you are
igllingas a parent, because you are told by soclety that
= u shiould be able to cope with anything...”
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~ “The main thing is to respect the staff, even if you don't like
what they do. It’'s their home - you are the stranger, so
let them do it. Just wait until it is your turn when you go
home, then do It your way - then it’s your turn to look
after your child. It's hard, but it’s very important.”
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SRESS) off control

SA\videdtoyalties

- ﬁing support from employers

2 c’ ifierences in personal beliefs and values

Mack of information

_*_"- -'”assumptlons by healthcare professionals
" e lack of cohesion of healthcare services

® changes in children's behaviour

® |ack of awareness of personal needs

e physical and emotional exhaustion

A —
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i) SpeC|aI NEEds

- \/Uj« rlggers
iee mg oSt or misplaced
- 0-—! ng Perceived differently
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ecause he looked different and was in a wheelchair,

~ people sometimes thought he was a freak... for a while
they tended to lose track of him, and it was all about the

Iliness...”
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SNiwanted change of caregivers

g(iffening routines

.
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_-_é* DEEr pressure
“My daughter hides it with some of her friends but if she
wants to try and get a sympathy vote she’ll say, ‘Now

don't forget my brother’s really chronically ilI"...”




SignIncant stressors for families,.

ARENWhanau

= lole Chalnge
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'_-:'feeling scared about the child’s fragility

8 < [0ss Of privacy
=~ s nfulfilled expectations

® adjusting to change In the home
environment

“Sometimes it's never going to be back to normal™
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2 Autogplaiiefu
SS{ivival mode
-_ Emotienal withdrawal, disassociation
. Dlstractlon
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We ook very much a medical approach even though it was
really emotional. ‘Ok, he’s done this, we've got over that
hurale’. We didn’t look at tomorrow, because If something
went wrong between now and tomorrow, we couldn't
manage that...”
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&= Tjeam work
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= —Delegation

“Working as a team helped us to cope much
petter. We knew what we were doing, even Iin
the uncertainty.”
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2 Recelgiplefcapifof i
SVAGHLITING new knowledge
eestablishing routines - prioritisation
Reassurlng others
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== ;—*‘-‘ = Role;change
~ — Controlling information
— Preparation

“We found we became rather secretive — we didn’t divulge
Information to too many people — we measured our words
with other people.”
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S VACCEDIANCE
_;; iengedipriorities and goals
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__ [My ushand] was ambitious career-wise. But after what
--_%_;-‘—f" Werhave been through he is not all that interested in
= career advancement. He says, ‘family comes first’ —
he’s changed. What's the point in having more money —
We just appreciate having our family... So on one hand
We have given up what we wanted, but in another sense
we have learned to see things differently...

—
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> Chlzlfigeel eleligisflUss

A r ased Knowiedge and skill
) Pl growtn
| ‘hanged goals and priorities
"Adjustment to change

% Emotional toll

“|t’s just such a total disruption to your lives — it's
Incredible what depth it goes to... The damage it
causes s irreparable...”
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SRIenisIhose children had'arange of special'needs had many

SINNEIREXPENERGCES -

SOBpIElISaton of children with special needs had a significant
| g_ flef WiEgative long lasting emotional, cognitive and social

f pact upon families
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Recurrent hospitalisations were common for children with special
needs — however this did not mean that the negative impact of
hospitalisation was reduced for families with each admission
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IONTIENEGENE]

DENIENCES, PIoNIEMISOIVING|Stiategies
WEIENOIENIUSE WHEN family’ members felt they had'seme

ONOIFEMOLION focussed strategies were used primarily to
mj,_rE" [SEIstress
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Healthcare professionals’ practice had an enormous
Influence upon families’ experiences:

thus commitment to, and implementation of

family centred care Is Imperative;

the benefits of this approach can be shared by all concerned



