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Influences on Decision making:

Background:

» Gender is usually seen as a binary construct based on biology
* This is challenging for young people with DSD
* Clinical management & decision making:

» are challenging, complex and often controversial

» are ethically complex

* involve multiple decision points

* have divergent and sometimes uncertain consequences

Research Question:

What influences decision making for young people with DSD from a
clinician’s perspective?

Methods:

‘ .D Interviews with

22 clinicians working
with DSD throughout
Aotearoa/NZ

Iterative thematic analysis:
Braun & Clarke (2006)
provides the methodological
base for this qualitative
research.

One component of larger quatlitative study

Clinicians
Endocrinologist N=11

Gender Age Range

Female N=9 36-45yrs N=10
Male N=13 46-55yrs N =4
56-65yrs N =5
66-75yrs N=3

Surgeon N=8
Allied Health N=3

Findings:

The clinicians considered that overall, decision making is shared. They
felt a responsibility to provide clear clinical information and guidance to
parents, but that it is the parents who are ultimately responsible for the
final decision.

“‘well medicine in geneval is a lot less patevnalistic
than it used to be.. and health protessionals
hopefully vedlise that it's important to involve

patients and families in theiv own cave.. and that

they have a vight and should be involved in the

decision ral-ing process vather than just being told
what to do by sormeone in an ivovy tower with a
stethoscope avound theiv neck” HES

Cormmunication Challenges

“the thing that mak-es ov breaks your futuve
velationship with the family and the patient
is your communication vight at the beginning
and youv vespect for them and for what theyve
having to dedl with and so | think- that
that's veally pavarmount and most ethical guidelines
don't talE- about that at all’ HES

* <o it's not always easy as the health professional to
have the convevsations and you undevstand vevy well
when you've on the other end of the table, you don't
aways want people to vaise things so youve twying
to do a good job and you've tying to think of the
entivety of the issues” HPZ0

“Pvailability of any psychological suppovt ds in
pvofessional psychologists, you Fnow and getting
fhat ov tvained social wovi-evs who would be willing
to corne in, involved in that situation is, fvorn ny
pevception on zevo.” HPIS

"Ny job's a hovmone doctov, I'm not a head doctor”
HEZ

E-now, sonneore’s pevsonal prefevence ov bigs isn't
colowving the advice you've giving 1o the families”

Gveat expectations- social novims

and steveotypes

Y hink well you have fo
think- dbout what pavents want and what theiv
expectations ave.” HP7Z

“IY's just a peev pressuve and having a novmal
child, you Enow that's as sirnple as that and

especially in situations wiheve youve got, you Know

youv childs genitals ave exposed 1o othev people

N day cove centevs and nuvsevies and things like

that, that if's got to be veally difficult to handle”
HP3

Y mean what ave the schools going fo do in the

futue? They going to have a male a female and

anothey toilet for those who don't quite Enow?”
HP?

‘ifs move a fashion staterment 1han a tvue

ovientation... [that high school givis] ave attvacted

to the same sex, they've move hetevosexuadl
[laughs]’ HP4

‘| tvy and say do you have a paviner (and |
just fovget) . look- I just a product of my
genevation, you K-now it's just, yean and |
shouldn’t be” HPZI

“No | don't think- it's covvect to give pavents a
list of options because that's Sophie’s dnoice, |
nnean they don't Enow what to do, | think- you

need to give them an educated clinical opinion..”
HPIS

Some clinicians were aware of bias:

" always being caveful that ouv own pevsonal

opinions aven'’t ovevviding evevything. And again,

that's wihy | think- all of these patients ave best
nmanaged within a group setting, so that.. you

HPL/

Conclusion:

Clinicians are motivated to facilitate informed, shared decision making.
However, this is difficult to achieve in practice.

What does this mean for you?

What's needed?

Targeted professional development and reflective practice to help
clinicans:

* increase their awareness and insight

* reduce unintended bias

» develop advanced communication skills
» understand patient perspectives

» address ethical issues

Health system improvements:

» Multi-disciplinary teams including psychologists and patient advocates

» Specialist national centre in Aotearoa/NZ
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