COMPLEX COPING AND COMPLEX
CARING:

THE EXPERIENCES OF FAMILIES AND
HEALTHCARE PROFESSIONALS
SUPPORTING PEOPLE WITH DISORDERS
OF CONSCIOUSNESS.

SONJA SOETERIK c psvchot, arspss, Hepe
CONSULTANT CLINICAL PSYCHOLOGIST
PG RESEARCH STUDENT RHUL
RESEARCH FELLOW RHN

UNTIL RECENTLY LITTLE HAS BEEN
STUDIED ABOUT DOC FAMILIES

AREN’T THEY JUST “NORMAL"?
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THE BIG 4 QUESTIONS IN 40 MINUTES

WHAT DOES A DISORDER OF
CONSCIOUSNESS IN THE FAMILY MEAN?

AREN’T THEY JUST “NORMAL"?




LOSS WITHOUT A NAME:
“WHO | KNOW IS GONE BUT THERE’S STILL A BODY THE

you elther get up or you dle
anything In between

the person | see | don't feel is him

SYMBIOTIC RELATING:
“WE’VE NEVER BEEN ASSESSED’

we never had the rehab

really cheated

we've had period of stability we just got
another infection

advocate on his behalf
his medical history so well
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FINDINGS

LOSS WITHOUT A NAME Not a death and worse than a death
“who | know is gone but there's stilla body  Constant threats of loss
there”

RELATIONSHIP WITHOUT A TITLE Not being known
L a

“what’s my relationship with him?” ided

Transformed relationship not easily

understood
SYMBIOTIC RELATING Advocacy
“We've never been assessed’ Abandonment
Fighting with professionals

FROZEN FUTURES

Coping with an uncertain prognosis
“This is how she is”

RELATIONSHIP WITHOUT A TITLE:
“WHAT’S MY RELATIONSHIP WITH HIM?

I'm quite worried about soclety
that whole where do you
fit
no longer a be a proper husband

relationship, doesn't really
exist anymore evolved into something different

FROZEN FUTURES: “THIS IS HOW SHE IS”

future
overwhelming

permanence

we just don't
worst thing

that he would’ve have enjoyed

I found myself really enjoylng them
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EXPERIENCES OF HEALTH CARE PROFESSIONALS

Coping with someone they love who Amblguous Loss SUPPORTING PEOPLE WITH PDOC

is there but - not there (Boss, 1999)

A loss that is not Grlef
recognised or acknowledged by (Doka, 1989)
others -as there is no death

Everything is different and they are  The Dual Process Model
moving between loss and havingto  (Stroebe & Schut, 1999)
keep on keeping on

Finding a new way of remaining Continuing Bonds Theory
bonded (Klass, Silverman & Nickman,
1996)

Trying to make sense of what has Meaning-Makingin
happened and what this means Bereavement
(Neimeyer, 2006)

FINDINGS
SUPPORTING FAMILIES IMBALANCE...
articipants

Things to support families within last week 95%
Things done were within their professional role 68%
Received specific training to support families 27%
Interaction was upsetting to the healthcare professional 18%
Pre-planned contact with families over past week 53%
Ad hoc contact with families over past week 89%
Contact focused on emotional support to family 68%
Contact focused on educational support to family 58%
Contact focused on managing concerns raised by family 58%

USE OF CLINICAL TIME: MANAGING FAMILIES HOPE VERSUS THEIR GRIEF
AD HOC COMMUNICATION IMPACTS ON PATIENTS

famlly member will catch you
eating into another patient’s therapy
difficult to try to get out of conversations
got to move on, such a fine,
fine, delicate balance

that does affect other allowing them to
patients retain a measure of hope because that is so important to
them going forward, its such a fine line to tread, we haven't
had that kind of specialist training”
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MANAGING THE PROFESSIONALS OWN SELF CARE

VERSUS CARE FOR THE FAMILY IN DISTRESS PEOPLE CARING FOR PEOPLE...

Highly skilled in own role

“.. there's the idea of your loved one and
them... And that's really ... that's ... | don’t No direct training on families in professional training
know, it must be so so hard, and then, yeah, it s quite Understandings of loss/ grief/adjustment outdated
) Expectations about what = success

Many HCP task focused roles - Family distress doesn’t
“That's one of the hardest parts, like this was what lend itself to being “fixed”
they were like before. You ‘find of end up just Feel working with families is part of their clinical role
work with, but I do ﬁ"d f’?:ttyou, o m,af‘:ﬁ :r:,:a;tssletzto But that systemic work with families more challenging
see the photos up around the bed.” than direct clinical role

Burnout

Soeterik, S.M., Connolly, S, Playford, D., Duport, S, & Riazi, A. In preparation. The experiences of healthcare professionals working with people with
disorders of consciousness.

of consciousness.

PSYCHO-EDUCATIONAL TRAINING SESSION

Single session training session

(n = 56) multi disciplinary healthcare professionals who
work with people with disorders of consciousness

Pre and post self rated measures of confidence and
knowledge on how to best support families when
distressed

Standardised measures of attitude to collaboration with
families (Family and Staff Relationship Attitude Tool)
and general self efficacy (New general Self Efficacy
Scale)

Lecture style psycho-educational training session (60
minutes)

Loss and grief models, family experiences, staff
experiences, techniques and aims of contact

RESULTS CLINICAL IMPLICATIONS

Overall participants rated a they gained more
knowledge of psychological models and that
framework helped participants feel more confident
in responding to families in distress.

Training/induction on post modern loss models and systemic
working for supporting families

Psychological support to demonstrate a sensitivity to this unique
complex loss, a validation of their loss, a framework for naming
the loss, provision of education about the condition and ways to
enhance coping with a chronic situation seem useful starting
points

80% thought they had a degree of awareness about
families needs before the training session but 90%
felt they had gained new knowledge by attending

57% identified a greater degree of confidence at
supporting a distressed family member in an ad hoc
setting

Combine training with a supervision and reflective practice group
to enable healthcare professionals to have key learning
opportunities through their practice

43% more confident in a scheduled session with a
family

Support for healthcare professionals themselves to manage the
challenging nature of this work and what it means to work with
disorders of consciousness to them
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