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Introduction

Health professionals are increasingly being encouraged
to adopt a collaborative approach to making health
care decisions. Clinical practice guidelines advocate

for clinicians to involve clients in decision-making
processes and allow for client preferences (along with
evidence) to guide decisions where possible. Shared
decision making (SDM) is the most prominent example
of this. While this approach has strong face validity, it is
a relatively new approach in the area of mental health,
and evidence for the effectiveness of collaborative
approaches is only just emerging. Decision-making
processes for clients diagnosed with mental disorders
might also be different to those in general or non-
psychiatric health areas. This evidence summary will
review available evidence for the effectiveness of SDM
for mental disorders and related research about the
effectiveness of components of SDM such as allowing
clients to choose treatment options.

What is shared decision-making?

SDM is an approach to treatment decision-making
that involves collaboration between a clinician and a
client. Multiple health professionals and/or caregivers
may also be involved. SDM promotes the selection of
a treatment choice that is based on both evidence and
client preferences. The stages of SDM include:

1. two-way exchange of information between
clinician and client (the clinician communicates
information about the suitable treatment
options and the potential risks and benefits of
these options, while the client communicates
information about their values and preferences
about these treatment options);

2. deliberation on this information (the clinician and
client discuss these possible outcomes and values
and preferences); and

3. selection of an option that is consistent with the
values and preferences of the client (1, 2). It is also
important to make a time to review this decision
(see Suggested Steps).
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Decision aids

Decision aids are paper based or online tools that
facilitate SDM. Decision aids clarify the decision to be
made, explain appropriate treatment options, present
evidence about the potential risks and benefits of
each option, and encourage the client to explore their
values and preferences about these possible risks

and benefits. The International Patient Decision Aid
Standards (http://ipdas.ohri.ca/) provide guidance
about what constitutes a good quality decision

aid. A systematic review of decision aids across all
health areas found that decision aids increase clients’
knowledge of treatment options; give clients more
realistic expectations about the potential risks and
benefits of these treatment options; help clients to
make a decision that is more in line with their personal
values; and be more involved in the decision-making
process (3).

Aren't we already doing this
in mental health?

Although clients may receive aspects of SDM (e.g.
being involved in making decisions in some way)

it is unlikely that a comprehensive SDM approach

is used. For example, three studies that have used

a standardized measure of SDM found on average
clinicians performed poorly on most SDM behaviours
(4-6). No studies have measured systematically the
extent to which young people diagnosed with mental
disorders receive a SDM approach to treatment
decision-making.

Do clients want to be involved?

Overall, preference for involvement in healthcare
decisions appears to have increased in recent years. A
recent review (7) of patient preference for involvement
in treatment decision making for both mental disorders
and non-mental disorders showed that rates of desire
for this type of involvement were 50% in studies
published before 2000 and 71% in those published
between 2000-2007. Although some of this increase
may be a result of measurement differences over

time, it may also reflect the growing shift towards
more client-centred care. Generally studies show that
individuals who are female, young and more educated
are more likely to prefer involvement (7-10).

Looking at mental disorders specifically, there is
evidence to suggest that adults diagnosed with mental
disorders will want at least some involvement in
treatment decision making (8, 11-13), and some studies
have shown that in fact those with mental health
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disorders may be more likely to want involvement than
those with general medical conditions (14-16).

Involving young people in their own
mental health care

Far less research has been done investigating young
peoples’ preference for involvement in treatment
decision-making. However, it is clear that young people
have opinions about what sort of interventions they
prefer. For example, in a study of 444 depressed young
people aged between 13 and 21 years being seen in
primary care, counselling was the most preferred
option (17). A small, qualitative study explored the
experiences and beliefs of young people diagnosed
with depressive disorders and found that although
most clients wanted some involvement, the desire for
involvement varied across participants and also over
time for each participant (18). SDM allows for flexibility
in the level of involvement, and discussing preferred
level of involvement is a step in the SDM process.

Can young people with mental disorders
be involved?

It is important to consider the capacity of young people
diagnosed with a mental disorder to be involved in
treatment decision-making given both their age and
clinical condition. Laws and policy regarding age of
consent will vary according to geographical location.

There is little research investigating the decisional
capacity of young people diagnosed with mental
disorders specifically, however there have been

recent calls for adolescents (particularly those aged
14 years and older) to be deemed competent to
provide informed consent for participation in research
studies (e.g. (19-22)). Decision-making for young
people diagnosed with mental disorders is likely to be
complex, and the point at which adult input is required
needs to be assessed on an individual basis (23-25).

Shared decision making for mental health

Reviews of SDM in mental health describe the small
body of work emerging in the area (26, 27). Two
additional high quality studies have been conducted
since these reviews (28, 29) and, together with the
earlier studies (e.g. (30-32)), SDM interventions for
depression, schizophrenia, substance use and other
serious mental disorders appear to improve client
involvement, satisfaction, and in one study, mental
health outcomes. All of these studies have been
conducted with adult participants.

Evidence Summary: Shared
decision-making (SDM) for
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In addition to these intervention studies, a large study
in the United States focused on outcomes for adults
diagnosed with depressive disorders (the Quality
Improvement for Depression study) showed that
higher involvement in depression care resulted in
higher participant satisfaction and lower depression
scores (33, 34).

Further SDM interventions have also been evaluated
and demonstrate the variability in characteristics of
SDM interventions in terms of design and delivery.
These include an online computer-based program
(that clients work through with a peer support worker
to generate a report and take into their medical
consultation) (35-37); an online hub of tools dedicated
to supporting a variety of decisions faced by adults
diagnosed with mental disorders (38); an intervention
designed to activate and empower clients from ethnic
minorities to ask their treating clinician questions that
result in a more inclusive decision-making process (39,
40); and decision aid libraries (41, 42).

it is clear that young people
have opinions about what sort of
interventions they prefer.

Shared decision-making for
youth mental health

While there are no specific studies investigating SDM
or decision aids for young people, collaborative care
models (CCM) that incorporate patient-centred care,
have been tested in young people (45-47).

A small pilot study of a 6-month intervention that
included client choice of treatment with input from
caregivers was found to be acceptable to young people,
their caregivers and physicians, and depression scores
improved for the majority of participants (43).

The Youth Partners in Care (YPIC) study (44, 45)
tested a 6-month CCM intervention for young people
aged 13-21 diagnosed with either a major depressive
disorder or sub threshold depression. The intervention
involved expert leader teams, case managers who
supported primary care clinicians, cognitive behavioural
therapy training, and professional development around
depression evaluation and management. Additionally,
as part of the CCM intervention, participants were
informed about, and involved in, making decisions



about treatment options. The intervention significantly
improved depression severity, quality of life and client

satisfaction. The results from these studies offer insight
into the effects of CCMs, although it is difficult to tease
apart the contribution of the patient-centred elements.

Although the current review highlights a lack of
intervention studies in the area of youth mental health,
several developing studies have been located (46-

50). Results from these studies will help to inform a
model of SDM for young people diagnosed with mental
disorders.

Conclusion

SDM is an evidence-based approach to treatment
decision-making that also allows for client preferences
to be accounted for. There is evidence to support the
use of SDM and decision aids in adult general medicine
and some emerging evidence in adult mental health.
SDM offers a framework to promote client involvement
and satisfaction. The results of studies currently
underway will provide an initial understanding of the
effectiveness of SDM for youth mental health. In the
mean time, the increasing use of technology within
clinical settings offers the possibility for a variety of
ways to engage young people in the use of decision
aids and other SDM interventions.
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Suggested steps for using SDM with young people

1. Set the scene Discuss the collaborative approach being taken, for example:
* 'How do you feel about working together to make a decision?’
* 'You're the expert on your own experiences’
2. Define and tailor involvement Talk about what involvement in treatment decisions means to the client

and how they might want to be involved. Ask them about their preferred level of involvement and
desire for carer involvement.

3. Psychoeducation Initiate discussion about symptoms, aetiology and likely treatment course.

4. Treatment options State that there is more than one suitable treatment option, including doing nothing
(the potential risks and benefits of this option are discussed in step 6). Describe and briefly explain the
rationale for each treatment option.

5. Information Discuss how they like to receive additional information (e.g. written, oral, websites etc.).

6. Treatment outcomes Discuss the potential risks and benefits of each treatment option, including doing
nothing, using evidence-based information. Encourage the client to think about what these outcomes
might mean for them personally.

7. Explore Talk about ideas, fears and expectations of the problem and possible treatments. Provide the
opportunity for the young person to ask questions.

8. Check in Check with the client about their understanding of the information and reactions to this, for
example:
* "What do you see as your treatment options now?”
* ‘Do you remember any of the common side effects of medication we talked about?”
* 'What is the risk in just seeing what happens without treatment?”’

9. Deciding Make, discuss or defer the decision/s. Arrange a time to discuss further or follow up.

10. Review Once a decision is made, arrange the monitoring of symptoms and make a time to review
progress.

Factors to consider:

«  SDM must be flexible to the needs of the young person.

« Consider client factors such as cognitive capacity, information processing style, attention and
motivation.

* Parental involvement is likely to be higher for younger clients.

*  Some young people will choose not to seek help or engage in treatment. By talking about this openly
as an option, opportunities to explore reasons for this choice and to provide information to the
young person arise. SDM allows this decision to be made with the clinician rather than by the young
person outside of the session. Young people can then be encouraged to review this decision and seek
treatment in the future if needed. (51, 52)

o Orygen, The National Centre of Excellence in Youth Mental Health is the world's leading
. ryge research and knowledge translation organisation focusing on mental ill-health in young people.
%

For more details about Orygen visit orygen.org.au

The National Centre of Excellence

in Youth Mental Health Copyright © 2015 Orygen, The National Centre of Excellence in Youth Mental Health.

This work is copyrighted. Apart from any use permitted under the Copyright Act 1968,
no part may be reproduced without prior written permission from Orygen.

Orygen, The National Centre of Excellence in Youth Mental Health
1300 679 436
info@orygen.org.au

orygen.org.au


http://orygen.org.au
mailto:info%40orygen.org.au?subject=
http://orygen.org.au

References

1.

Charles, C, et al. (1997) Shared decision-making
in the medical encounter: What does it mean?
(or it takes at least two to tango). Soc Sci Med.
44(5):681-92.

Charles, C, et al. (1999) Decision-making in

the physician-patient encounter: Revisiting the
shared treatment decision-making model. Soc Sci
Med. 49(5):651-61.

Stacey, D, et al. (2011) Decision aids for people
facing health treatment or screening decisions.
Cochrane Database Syst Rev(10):CD001431.

Goossensen, A, et al. (2007) Measuring shared
decision making processes in psychiatry: Skills
versus patient satisfaction. Patient Educ Couns.
67(1-2):50-6.

Goss, C, et al. (2007) Shared decision making:
The reliability of the option scale in italy. Patient
Educ Couns. 66(3):296-302.

Loh, A, et al. (2006) The assessment

of depressive patients’ involvement in

decision making in audio-taped primary care
consultations. Patient Educ Couns. 63(3):314-8.

Chewning, B, et al. (2011) Patient preferences for
shared decisions: A systematic review. Patient
Educ Couns.

Hamann, J, et al. (2007) Participation preferences
of patients with acute and chronic conditions.
Health Expect. 10(4):358-63.

Ryan, J, Sysko, J. (2007) The contingency of
patient preferences for involvement in health
decision making. Health Care Manage Rev.
32(1):30-6.

Say, R, et al. (2006) Patients’ preference for
involvement in medical decision making: A
narrative review. Patient Educ Couns. 60(2):102-
14.

Adams, JR, et al. (2007) Shared decision-making
preferences of people with severe mental illness.
Psychiatr Serv. 58(9):1219-21.

Hamann, J, et al. (2005) Do patients with
schizophrenia wish to be involved in decisions
about their medical treatment? Am J Psychiatry.
162(12):2382-4.

Hamann, J, et al. (2011) Why do some patients
with schizophrenia want to be engaged in
medical decision making and others do not? J
Clin Psychiatry.

Arora, NK, Mchorney, CA. (2000) Patient
preferences for medical decision making:
Who really wants to participate? Med Care.
38(3):335-41.

Mckinstry, B. (2000) Do patients wish to be
involved in decision making in the consultation?
A cross sectional survey with video vignettes.
BMJ. 321(7265):867-71.

Schneider, A, et al. (2006) Impact of age, health
locus of control and psychological co-morbidity
on patients’ preferences for shared decision
making in general practice. Patient Educ Couns.
61(2):292-8.

Jaycox, LH, et al. (2006) Adolescent primary care
patients' preferences for depression treatment.
Adm Policy Ment Health. 33(2):198-207.

Simmons, MB, et al. (2011) Experiences of
treatment decision making for young people
diagnosed with depressive disorders: A
qualitative study in primary care and specialist
mental health settings. BMC Psychiatry. 11:194.

20.

21.

22.

23.

24.

25.

27.

28.

29.

30.

31

32.

33

34.

35.

36.

Santelli, JS, et al. (2003) Guidelines for
adolescent health research. A position paper of
the society for adolescent medicine. J Adolesc
Health. 33(5):396-409.

Haller, DM, et al. (2005) Practical evidence in
favour of mature-minor consent in primary care
research. Med J Aust. 183(8):439.

Sanci, LA, et al. (2004) Youth health research
ethics: Time for a mature-minor clause? Med J
Aust. 180(7):336-8.

Toner, K, Schwartz, R. (2003) Why a teenager
over age 14 should be able to consent, rather
than merely assent, to participation as a human
subject of research. The American Journal of
Bioethics. 3(4):38-40.

[ltis, AS. (2010) Toward a coherent account
of pediatric decision making. J Med Philos.
35(5):526-52.

Meccabe, MA. (1996) Involving children and
adolescents in medical decision making:
Developmental and clinical considerations. J
Pediatr Psychol. 21(4):505-16.

Partridge, BC. (2010) Adolescent psychological
development, parenting styles, and pediatric
decision making. J Med Philos. 35(5):518-25.

Duncan, E, et al. (2010) Shared decision
making interventions for people with mental
health conditions. Cochrane Database Syst
Rev(1):CD007297.

Patel, SR, et al. (2008) Recent advances in shared
decision making for mental health. Curr Opin
Psychiatry. 21(6):606-12.

Joosten, EA, et al. (2009) Shared decision-
making reduces drug use and psychiatric severity
in substance-dependent patients. Psychother
Psychosom. 78(4):245-53.

Woltmann, EM, et al. (2011) Trial of an electronic
decision support system to facilitate shared
decision making in community mental health.
Psychiatr Serv. 62(1):54-60.

Hamann, J, et al. (2007) Shared decision
making and long-term outcome in schizophrenia
treatment. J Clin Psychiatry. 68(7):992-7.

Hamann, J, et al. (2006) Shared decision making
for in-patients with schizophrenia. Acta Psychiatr
Scand. 114(4):265-73.

Loh, A, et al. (2007) The effects of a shared
decision-making intervention in primary care of
depression: A cluster-randomized controlled trial.
Patient Educ Couns. 67(3):324-32.

Clever, SL, et al. (2006) Primary care patients
involvement in decision-making is associated
with improvement in depression. Med Care.
44(5):398-405.

Swanson, KA, et al. (2007) Effect of mental
health care and shared decision making on
patient satisfaction in a community sample of
patients with depression. Med Care Res Rev.
64(4):416-30.

Deegan, PE. (2007) The lived experience of using
psychiatric medication in the recovery process
and a shared decision-making program to
support it. Psychiatr Rehabil J. 31(1):62-9.

Deegan, PE. (2010) A web application to
support recovery and shared decision making in
psychiatric medication clinics. Psychiatr Rehabil
J.34(1):23-8.

37.

38.

39.

40.

41.

42.

43.

44,

45.

46.

47.

48.

49.

50.

51

52.

Deegan, PE, et al. (2008) Best practices: A
program to support shared decision making in an
outpatient psychiatric medication clinic. Psychiatr
Serv. 59(6):603-5.

Andrews, SB, et al. (2010) Developing web-based
online support tools: The dartmouth decision
support software. Psychiatr Rehabil J. 34(1):37-
41,

Alegria, M, et al. (2008) Evaluation of a patient
activation and empowerment intervention in
mental health care. Med Care. 46(3):247-56.

Cortes, DE, et al. (2009) Patient--provider
communication: Understanding the role of patient
activation for latinos in mental health treatment.
Health Educ Behav. 36(1):138-54.

Hirsch, O, et al. (2011) Acceptance of shared
decision making with reference to an electronic
library of decision aids (arriba-lib) and its
association to decision making in patients: An
evaluation study. Implement Sci. 6:70.

Perestelo-Perez, L, et al. (2010) Decision aids
for patients facing health treatment decisions in
spain: Preliminary results. Patient Educ Couns.
80(3):364-71.

Richardson, L, et al. (2009) Collaborative care for
adolescent depression: A pilot study. Gen Hosp
Psychiatry. 31(1):36-45.

Asarnow, JR, et al. (2005) Effectiveness of a
quality improvement intervention for adolescent
depression in primary care clinics: A randomized
controlled trial. Jama. 293(3):311-9.

Asarnow, JR, et al. (2009) Long-term benefits
of short-term quality improvement interventions
for depressed youths in primary care. Am J
Psychiatry. 166(9):1002-10.

Closing the gap. Available from: http:/www.
ucl.ac.uk/clinical-psychology/EBPU/ service-
development/closing-the-gap/fags.php.

Mobilizing minds. Available from: http:/www.
mobilizingminds.ca.

Murphy, A, et al. (2010) Collaborating with youth
to inform and develop tools for psychotropic
decision making. J Can Acad Child Adolesc
Psychiatry. 19(4):256-63.

Crickard, EL, et al. (2010) Developing a
framework to support shared decision making
for youth mental health medication treatment.
Community Ment Health J. 46(5):474-81.

O'brien, MS, et al. (2011) Critical issues for
psychiatric medication shared decision making
with youth and families. Families in Society:
The Journal of Contemporary Social Services.
92(3):310-6.

Elwyn, G, et al. (2000) Shared decision making
and the concept of equipoise: The competences
of involving patients in healthcare choices. Br J
Gen Pract. 50(460):892-9.

Simmons, M, et al. (2010) Shared decision-
making: Benefits, barriers and current
opportunities for application. Australas
Psychiatry. 18(5):394-7.

olpig uBisaq UsBRIO 5[ 9ll6



