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Abstract 
Involving patients in decisions about their 
care attracts wide support in theory, but 
making it happen in practice has proven quite 
difficult. Embracing shared decision-making 
with patients will be more important than 
ever when healthcare organisations emerge 
from the COVID-19 crisis and must face the 
inevitable backlog of unmet health needs. 
 

 
Shared decision making 

n
 uild back better” is the oft-heard plea from 
those hoping that something good will 

emerge from the COVID-19 crisis. Medical 
decisions made without the involvement of 
patients is one area that is ripe for improve ment, 
but shared decision-making has been 
conspicuously absent during the pandemic. Why 
does this matter, and what can be done about it? 

Prior to the pandemic, the requirement to 
inform and involve patients was moving up the 
policy agenda in many countries, with govern -
ments, health authorities, and professional bodies 
espousing more collaborative models of care, 
encouraged by patient advocates. Examples were 
beginning to emerge on what could be done to 
encourage a more equal relationship between 
patients and clinicians by involving patients in 
decisions about their care. Case studies from 
several countries underscored the importance of 
effective leadership, appropriate infrastructure, 
training, and practical demonstrations to 
encourage collaboration and partnership.1 

It felt as if real progress was being made, but 
then along came COVID-19 and the mood 
changed. On the advice of public health experts, 
governments adopted a directive, authoritarian 
approach to dealing with the emergency, laying 
down rules of behaviour to prevent the spread of 
the virus. While this abrupt change represented 
a rational and probably unavoidable response to 

the crisis, it was a major setback for advocates of 
patient and public involvement, especially when 
autocratic patterns of decision-making were 
replicated in the clinic or by the 
bedside.  

Too often, doctors tell patients 
what they have decided to do – 
instead of laying out the options 
and asking the patient which they 
would prefer. This is the response 
of clinicians trained to believe 
they are the only expert in the 
room and are uniquely qualified to 
decide on the best treatment. In 
doing so, they ignore vital 
information essential to good 
decisions, namely the patient’s 
knowledge of their own situation, 
their experiences, and their values. A medical 
condition can usually be treated in more than one 
way, so it seems obvious that patient’s views and 
preferences should be sought. The result 

otherwise is poor-quality deci sion-making, less 
adherence to recommen dations, and more 
unwanted, inappropriate care. 

Shared decision-making 
is the antidote to this. It is a 
process in which clinicians 
(doctors, nurses, therapists, 
and other health profes -
sionals) and patients work 
together to select tests, treat -
ments, prevention strategies, 
or support packages, based 
on clinical evidence and the 
patient’s informed prefer -
ences. It involves asking 
patients about their experi -
ences, listening actively, 
providing them with infor -

mation about all feasible options, eliciting their 
pre ferences, and jointly agree ing on a plan of 
action. The aim is to help patients engage in a 
deliberative process, enabling them to 

“B

Patients who are actively 
engaged in the decisions 

about their condition feel 
more responsible and 

motivated to cope with 
their disease; this, in 

turn, improves 
compliance and 

adherence, and thus also 
treatment outcomes. 

Patients are decision makers too

34  |  September 2021  Medical Writing  |  Volume 30 Number 3 



www.emwa.org                                                                                                                                            Volume 30 Number 3  |  Medical Writing  September 2021  |  35

Coulter  |   Patients are decision makers too

understand, think about, and weigh up the 
balance between likely benefits and harms of the 
different options.  

For major or complex medical decisions, the 
process can be supported by the use of patient 
decision aids. These are evidence-based 
information packages outlining likely outcomes 
and uncertainties. They can take several forms, 
from brief summaries designed for use as 
conversation aids in medical consultations to 
more detailed booklets, websites, or videos for 
the patient to review at home.  Such tools are 
available to support decision-making for many of 
the most common medical conditions, and their 
effectiveness has been demonstrated in numer -
ous studies.2 Most patients find this type of well-
designed information helpful, including those 
from disadvantaged groups who are especially 
likely to gain benefit from it.3 

Shared decision making can also strengthen 
people’s capacity to manage long-term con -
ditions. Evidence suggests that a collaborative 

approach to care planning – learning about an 
individual’s concerns, finding out what changes 
they feel able to make, and supporting them in 
doing so – leads to improvements in their 
physical and emotional health and their self-
management capabilities.4 Patients who are 
actively engaged in the decisions about their 
condition feel more responsible and motivated 
to cope with their disease; this, in turn, improves 
compliance and adherence, and thus also 
treatment outcomes. 
 
Making it happen 
Shared decision-making draws 
together two of the major goals of 
modern healthcare – evidence-
based medicine and person-
centred care – into a pinnacle of 
excellence that many aspire to.5 
Recommended more than 30 
years ago by a US Presidential 
Commission, shared decision-
making was seen as a way to 
reform doctor-patient communi -
cations and make informed con -
sent more meaningful. It explicitly 
recognises that clinicians and 
patients bring different, but equally 
important forms of expertise to 
the decision-making process. The 
clinician’s expertise is based on 
knowledge of the diagnosis, likely 
prognosis, treatment and support 
options, and the range of 
possible outcomes, while the 
patient has expert knowledge 
of the impact of the condition 
on their daily life and their 
personal attitude to risk. 
Good-quality decisions draw 
on both types of expertise. 

This approach is now widely 
recog nised as relevant for people facing 
major treatment decisions when there is more 
than one feasible option, for decisions about 
screening tests and preventive strategies, for 
diagnostic decisions, for maternity care choices, 
for setting goals and developing action plans in 
relation to long-term conditions, for advance care 
planning for mental health problems, and for 
end-of-life care. However, despite its many 
advantages, the uptake of shared decision-making 
into main stream care has been slow and highly 
variable. 

Most people want to be involved in decisions 
about their care, but their opportunities to do so 
are often thwarted by clinicians unwilling, or 
unable, to cede control.6 It is quite common for 
doctors to do most of the talking instead of 
listening to patients and responding to their 
concerns. Others believe they practise shared 
decision-making when in fact they don’t – or 
think their patients don’t want it when in fact they 
do. It is true that some patients who are used to a 

more paternalistic style are 
surprised when they are expected 
to play an active part. They may 
need preparation and encourage -
ment for this role, but the essential 
point is that this should be a 
shared process and not a 
delegation of responsibility to the 
patient. 

Many clinicians believe that 
informing patients about options 
for treating or managing their 
conditions, asking about their 
preferences, and making decisions 
together takes far too long and 
cannot be accommodated within 
a standard consultation. Yet the 
evidence refutes this, showing it 
does not have to be burdensome 
if it is well-supported.7,8  
 
Dealing with the post-
pandemic backlog 

A disturbing consequence of 
the health crisis is the fact that 
much of the care needed by 
patients with non-COVID 

conditions was halted, delayed, 
or went online, causing a huge 

backlog and lengthening waiting 
times that will take several years to 

work through. The pandemic has also 
brought the shocking nature of health 
inequalities to the forefront of public awareness, 
and the unfair burden of ill-health borne by those 
in the most vulnerable groups, can no longer be 
ignored. Dealing with this reservoir of unmet 
need will require building a public consensus on 
health priorities, doing everything possible to 
eliminate unnecessary treatments, and providing 
effective support for self-care.  

Whether it comes from leaflets or 
newspapers, much published health information 
has tended to present a biased, uncritical 
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perspective on the benefits of medical care.9 This 
leads both patients and professionals to over -
estimate the benefits and underplay the harms of 
medical interventions.10,11 This fuels the demand 
for unnecessary treat ments, for interventions that 
prioritise longevity over quality of life, and for 
screening programmes that promise early 
diagnosis of conditions that cannot be cured or 
may not require treatment. In the post-pandemic 
world, the aim should be to correct this 
imbalance to ensure that a better-informed public 
will be more critical of false promises and less 
tolerant of clinicians who fail to involve them or 
ignore their views. 

Providing access to reliable, evidence-based 
information about treatment options, benefits, 
harms, and uncertainties and ensuring that this 
informs discussions between doctors and 
patients are key steps in the path to high-value 
care. It has been shown to produce more realistic 
expectations and greater congruence between 
patients’ values and treatment choices.12 In -
formed patients often modify their expectations 
and opt for less aggressive interventions when 
they have a better understanding of the trade-offs 
between benefits and harms. Examples include 
reductions in rates of elective surgery and less use 
of unnecessary antibiotics.13,14 A large US trial 
found that supporting patient involvement in 
treatment decisions resulted in fewer hospital 
admissions and fewer elective procedures, 
leading to an overall reduction in medical costs.15  

Redoubling efforts to promote more 
collabora tive relationships in which decisions are 
shared between clinicians and patients should be 
a central focus of efforts to build more resilient 
health services in the aftermath of the COVID-
19 pandemic. This is what is needed to set us on 
the path to enhanced self-care and less depen -
dence, fewer inappropriate interventions, more 
effective prevention, improved targeting of 
resources on those with the greatest needs, and 
better health outcomes.  
 
Conflicts of interest 
The author declares no conflicts of interest. 
 
 
 
 
 
 
 
 

References 
1. Coulter A. National strategies for 

implementing shared decision-making. 
Gutersloh: Bertelsmann Foundation, 2018. 

2. Stacey D, Legare F, Lewis K, et al. Decision 
aids for people facing health treatment or 
screening decisions. Cochrane Database 
Syst Rev. 2017;4 [cited April 12, 2021]. 
Available from: https://www.ncbi.nlm. 
nih.gov/ pubmed/28402085.  

3. Durand MA, Carpenter L, Dolan H, et al. 
Do interventions designed to support 
shared decision-making reduce health 
inequalities? A systematic review and meta-
analysis. PLoS One. 2014;9(4):e94670. 
doi: 10.1371/journal.pone.0094670. 

4. Coulter A, Entwistle VA, Eccles A, et al. 
Personalised care planning for adults with 
chronic or long-term health conditions. 
Cochrane Database Syst Rev. 
2015(3):CD010523.  
doi: 10.1002/14651858.CD010523.pub2. 

5. Barry MJ, Edgman-Levitan S. Shared decision 
making – the pinnacle of patient-cen ter ed 
care. N Engl J Med. 2012;366(9):780-1.  
doi: 10.1056/NEJMp1109283. 

6. Joseph-Williams N, Lloyd A, Edwards A,  
et al. Implementing shared decision making 
in the NHS: lessons from the MAGIC 
programme. BMJ 2017;357:j1744.  
doi: 10.1136/bmj.j1744. 

7. Dobler CC, Sanchez M, Gionfriddo MR, et 
al. Impact of decision aids used during 
clinical encounters on clinician outcomes 
and consultation length: a systematic 
review. BMJ Qual Saf 2019;28(6):499-510. 
doi: 10.1136/bmjqs-2018-008022. 

8. Sepucha K, Bedair H, Yu L, et al. Decision 
support strategies for hip and knee 
osteoarthritis: Less Is more: A randomized 
comparative effectiveness trial (DECIDE-
OA Study). J Bone Joint Surg Am. 

2019;101(18):1645-53.  
doi: 10.2106/JBJS.19.00004. 

9. Daraz L, Morrow AS, Ponce OJ, et al. Can 
patients trust online health inform a tion?  
A meta-narrative systematic review address -
ing the quality of health informa tion on the 
internet. J Gen Intern Med. 2019.  
doi: 10.1007/s11606-019-05109-0 . 

10. Hoffmann TC, Del Mar C. Patients’ 
expectations of the benefits and harms of 
treatments, screening, and tests: a 
systematic review. JAMA Internal 
Medicine. 2015;175(2):274-86.  
doi: 10.1001/jamainternmed.2014.6016. 

11. Hoffman TC, Del Mar C. Clinicians’ 
expectations of the benefits and harms of 
treatments, screening and tests: A system -
atic review. JAMA Internal Medicine. 2017.  
doi: 10.1001/jamainternmed.2016.8254.  

12. Stiggelbout AM, Van der Weijden T,  
De Wit MP, et al. Shared decision making: 
really putting patients at the centre of 
healthcare. BMJ. 2012;344:e256.  
doi: 10.1136/bmj.e256. 

13. Kennedy AD, Sculpher MJ, Coulter A, et al. 
Effects of decision aids for menorrhagia on 
treatment choices, health outcomes, and 
costs: a randomized controlled trial. JAMA. 
2002;288(21):2701-8.  

14. Coxeter P, Del Mar CB, McGregor L, et al. 
Interventions to facilitate shared decision 
making to address antibiotic use for acute 
respiratory infections in primary care. 
Cochrane Database Syst Rev 
2015(11):CD010907.  
doi: 10.1002/14651858.CD010907.pub2. 

15. Veroff D, Marr A, Wennberg DE. Enhanced 
support for shared decision-making 
reduced costs of care for patients with 
preference-sensitive conditions. Health 
Affairs. 2013;32(2):285-93.  
doi: 10.1377/hlthaff.2011.0941.  

 
 

 
Author information 
Angela Coulter is a UK-based health policy analyst and researcher, 

with special interests in shared decision-making and patient and 

public involvement. Now freelance, she previously worked for the 

University of Oxford, the Picker Institute, the King’s Fund, and the 

Informed Medical Decisions Foundation.  

https://www.ncbi.nlm.nih.gov/pubmed/28402085

	Patients are decision makers too



