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What is the issue?

• Attending to the ‘how’ as well as the ‘what’

• Unease about the vulnerability of people facing illness
• The way a patient is treated as a person has for some 

time been seen as a cornerstone of quality
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What patients say matters…
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Institute of Medicine’s dimensions of patient-
centred care
• Compassion, empathy and responsiveness to needs, 

values and expressed preferences

• Co-ordination and integration
• Information, communication and education
• Physical comfort

• Emotional support, relieving fear and anxiety
• Involvement of family and friends

Institute of Medicine 2001
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Deepening the definition

“The needs of the patient come 
first”

Mayo Clinic

“Nothing about me without me”
Diane Plamping

“Every patient is the only patient”
Art Berarducci
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Making sense of patient-centred care

• Education and shared knowledge
•Involvement of family and friends
•Collaboration and team management
•Sensitivity to non-medical and spiritual 
dimensions
•Respect for patients needs and 
preferences
•Free flow and accessibility of 
information
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Research into dimensions of patient-
centred care
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Co-ordination and integration
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Continuity of care
Team working
Facilitating transition out of 
hospital
Working patterns
Care management
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Continuity of care in patients 
with cancer: development 
and evaluation of an 
intervention

Research Team:
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Types of continuity

• Informational continuity – the use of information on past 
events and personal circumstances to make current care 
appropriate for each individuals

• Management continuity – a consistent and coherent 
approach to the management of a health condition that is 
responsive to a patient’s changing needs

• Relational continuity – an ongoing therapeutic 
relationship between a patient and one or more providers
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Stage 1: qualitative study

• Interviews with patients and their nominated close 
persons and up to two health professionals

• To develop ideas about continuity from studying 
patients’ experiences of care

• Seven complete cases, included 28 interviews
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Themes defining continuity of care

• Patients’ actions
• Role of close persons

• Treatment decisions shared between professionals and 
patients

• Communication between primary and secondary care

• Interface with health professionals
• Hospital administrative systems

Nazareth et al 2007 Eur J Cancer Care
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Statements on experienced continuity of care

Item no. I tems

� � ��� � � � �	 � 
 � �� � � �� 
 � � � � ���� � �� 
 � �� ��� 
 ��� 
 ��	 � � ��� � �
 � 
 
 � 	 �� � 	 � �
 � � �
� �� ���� � ����� � �� � � �
 � ��� � �
 � 
 
 � 	 �� � 	 � �
 � � �� ��� 
 �� 
 � � � � �
� �� ��� � �� � ���
 � �
 � 
 � �� �� 
 ���
 �� 	 � � ��� 
 �� � � � ��� � ����
 � � � ��	 � � �� � � ��� 
 � 	� �� �� ���
� ��� ���	 � � � � 
 ��� �� � � � ��� �
 � � � � �� � �
 � 
 
 � 	 �� � 	 � �
 � � ��� �� � ���� �
 � � �� � 
 � �
� � ��� � � � �� � � 
 �� � ����
 �� 	 � � � �� � � � ��� � � ��� � ��	 � � �� � 
 ��� �����
 � � �� � �� � � 	 ��� � �
 � � ���� � �� � 
 �� � �
 � ���� � ��� � ��� ���� � 
 � �� ��� ��� � �
 � 
 
 � 	 �� � 	 � �
 � � �� � �� � � 
 �� � � � �
 �� � 
 �� �
! � ���� � ��� � � � � 	 �� � �� � ��� � �� � � � �� �
 �� � � � ���� �� � �
" � ���� � ���� � �� � � � �� �
 �� � � � ���� �� � �� 	� �� � �� ��� �
 � � � �� ��� �� � ����
 � � � �
#� ��� � �� � 	 	 �� � �� � � � ���� � �� � � ��� 
 � ��� �� �� �� ���� � �� � � � �� �
 �� � � � ���� �� � �
� $� ���� � ����� � � � 
 � ��� � �� � 
 � �� 
 ��� � �� � � � �� �
 �� � � � ���� �� � �
� � � ��� � � � �	 � 
 � �� � � �� � � � �� �� �� � � �
 � ��
 �� 	 � � ��� 
 ��	 � � ��� � �
 � 
 
 � 	 �� � 	 � �
 � � �
� � � ��� � �� � ��� ��� � ��� � ����� � � � �	 � 
 � �� � � �� ��� ���� � � �
 � ��� � � � �
 � ��� 
 �� ��� �	 � � � 	 � ��� �� � �
 � 
 
 � 	 �
� � � ��� � �� � 	 	 �� � ��� � ��� � � � ��� �
 � � �� � � �� � � � �� � � 
 �� � � 	%�� � &� � �
� � � ��&
 � � ���� � � � �� �� � � 
 ���
 �� � 	 � � 
 �� ���� � �� � � � ��� ��� � � � ���
 � 
 �
 � 
 �� 
 ��� � � 
 ���
 � � � ��� �
� � � ��&
 � � �� � � ��� �
 � 
 �� 
 ���� �� �� � 	 � � 
 ����
�  � ' � � ��� � ����� � ���� � � ��
 �
 ��
 �
 ����� �
 &��� � �
 ��
 �
 � ��� �� ���� � � �� �� � � �
 � �� � ������
� ! � ���� � ��� � �� ��� �� � 
 � � � �� � �� � � 
 �� � � � �
 �� � 
 �� �



13

Stage 3: Cohort study

• Prospective, cohort quantitative survey in 3 cancer networks in 
London

• 5 transitions in disease at 0, 3, 9, 12 months later
• 199 patients with breast, lung or colorectal, 145 carers followed 

over a year
• Experienced continuity, needs for care, quality of life, 

psychological status, satisfaction
• Total interviews = 680, Total missed = 110, Total attrition = 84
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Experienced continuity and heath outcomes over 12 
months
• 81 (41%) people made at least one transition between phases, 

mostly between diagnosis, first treatment and remission
• Experienced continuity did not change significantly in the whole

cohort over time
• No significant association between continuity and a transition 

from one treatment phase to another
• Mean continuity score at one time point was negatively predictive 

of all subscales on Supportive Care Needs Survey at a 
forthcoming time point

%�� &��! �� � �� ��1��� ��� �.� � � � � ���  �� � � � � � �)
 � � 2,��32��4
 35467
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Continuity as a patient-centred 
OUTCOME

• It is a measure of the outcome 
rather than delivery of care 
and something  that can be 
facilitated rather than 
provided

• Rather than something 
professionals offer, it is an 
interaction between care 
setting, professionals’ and 
patients management of itHenry Moore Mechanisms1938
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Stage 4 – Development and testing of patient-centred 
intervention to improve experienced continuity

• Iterative development process
– Observation in clinics and multidisciplinary meetings 

(MDM), patient and healthcare professional interviews
– Not feasible to introduce into MDM directly
– MDM’s focus on diagnosis and treatment, not ‘patient in context’

– Staff very overloaded



17

Patient-completed assessment of experienced 
continuity – 2 components

• Component ONE (partial intervention)
– Self-completed assessment
– 17 items – importance of issue

– Would/would not like to discuss issue further

• Component TWO (full intervention)
– Information passed to CNS and further action recorded
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Flow diagram of the trial
all arms followed up at 6 

weeks

Patients enrolled after 
informed consent obtained

Randomisation
Total N = 93

Arm 1
N= 29

- Usual care

Arm 2
N= 32

- Baseline assessment 
- Component One
- Usual care

(partial intervention)

Arm 3
N= 32

- Baseline assessment
- Component One
- Component Two

(full intervention)
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Baseline and 6 week follow up 
assessments
• 17 item continuity measure (tested for reliability and 

validity (%�� &�� � �� ��
 � � 2)

• Supportive care needs survey (1� � � / �� � 
 � � � )

• Visual analogue scale for satisfaction with care (%�� &�� � �� ��

 � � 2)



20

Outcome measures at follow up

45 (48%)15 (47%)19 (59%)11 (38%)Cont. ticked

15 (3)15 (3)15 (3)15 (4)Cont.* **  mean (SD)

82 (20)80 (23)83 (19)83 (19)Satisfaction**  mean (SD)

20 (25)18 (29)19 (21)23 (26)Sexuality

24 (20)20 (17)25 (20)28 (22)Patient care

28 (21)22 (19)26 (16)34 (24)Health system     

35 (29)29 (25)33 (27)41 (32)Physical

39 (29)32 (28)37 (19)45 (34)Psychological

SCNS* mean (SD)

TotalArm 3Arm 2Arm 1

* SCNS is scored out of 100, 100 indicating high level of need
** Satisfaction, as measured by the VAS, is scored out of 100, higher scores indicating a higher 

level of satisfaction
*** The continuity assessment, is scored out of 17, 17 indicating good continuity
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Challenges

• Clinical feedback forms (trial arm 3) – very low rate of 
return by CNS – 15/30, not all completed

• Unclear what action, if any, taken

• Organisational reaction to change (Iles and Sutherland 
2001) – education, supervision, support

%�� &��! �� � �� ��1��� ��� �.� � � � � ���  �� � � � � � �)
 � � 3,��8� � ��
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Patient-centred care: what does it 
take?

“We’ve gathered tons of data, done many focus 
groups: we know what patients want.  The hard part 
is delivering it!”
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Whole system of care…

• The individual level: improving 
relationships between caregivers 
and patients

• The clinical micro-system level: 
creating and supporting partnerships 
between staff and patients to 
improve service quality

• The institutional and health system 
level
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Experience-based co-design

• A methodology for working with 
groups of patients and staff to 
improve services

• Developed by Paul Bate and Glenn 
Robert

• Draws on knowledge and ideas of 
design science and design 
professions

• Patients and staff work together to 
identify key ‘ touch points’ which 
shape personal experiences of 
service
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A 6-stage design process
1. setting up

2. engaging staff & 
gathering 
experiences

3. engaging patients 
and gathering their 
experiences

4. bringing patients and 
staff together to 
share experiences & 
begin co-design

5. detailed co-design 
activities

6. coming back 
together: celebration, 
review & renewal 

2
1

3

4

1

5

6
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The Integrated Cancer Centre patient-
centred care project

• Guys and St Thomas’ and King’s College Hospitals
• In partnership with the King’s Fund Point of Care 

Project and King’s College London
• 6 months in to a 30 month project – engaging staff and 

gathering experiences

• Focus on breast and lung cancer
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Studying the impact…multiple 
perspectives
• Survey of patient experience pre intervention and post
• Interviews with staff and patients involved in the process

• Qualitative evaluation by the King’s Fund as part of 
Point of Care Project

• Realistic evaluation by PhD student from University of 
Bath

• Real time data on the nature and impact of 
improvements
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