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My aim for today

To address two guestions.

¢ What are we talking about when we say that we
want to achieve person-centred care?

¢ How can we demonstrate that care being
delivered really Is person-centred?




1 . Mean | N g Put simply, being person-centred is about

focusing care on the needs of the person
rather than the needs of the service.

Person-centred care moves away from
professionals deciding what is best for

Royal College of Nursing

a patient or service user, and places the  Being person-centred is about focusing

person at the centre, as an expert of
their own experience.

care on the needs of individual. Ensuring
that people's preferences, needs and

SCIE  values guide clinical decisions, and

...care that is focused and
organized around the
health needs and
expectations of people
and communities rather
than on disease

WHO

providing care that is respectful of and
responsive to them.
Health Education England

...people using a service have care or
treatment that is personalised
specifically for them.

Regulation 9: Care Act Regulations




The challenge of being precise

- Definition by ...

...what it's not

...metaphor and imagery

...generic principles and values, not what it looks like in
practice

- Apparent simplicity, actual complexity

‘Easier to adopt the language of person-centred care as an
alternative to practicing it’

- Lack of recognition of the history of person-centredness

- Termis used as a neologism, not an idea with long history

- Aliterature-based “concept review”




Carl Rogers: Person-Centered Therapy

€ Humanistic psychology

1. Unconditional positive regard

2. Congruence: not hiding behind
professional facade

3. Empathic understanding of
person’s frame of reference

“‘When functioning best, the therapist is so much
inside the private world of the other that he or she
can clarify not only the meanings of which the client
is aware but even those just below the level of
awareness. This kind of sensitive, active listening
is exceedingly rare in our lives”




A historical filtering process

Socliological critique  Social model of Social construction
of medicine disability of ageing
‘Normalisation’ “In our view, it is society Growth of social gerontology
which disables physically
De-institutionalization impaired people. Disability
is something imposed on top
Sans Everything: A Case to Answer of our impairments...”

Anti-psychiatry

19508 “\U 1960(6‘* 1970s (\\\\> 1980s /\/\,. 19908\/‘2000+

Carl Rogers George Engels John & Connie Tom Kitwood
Michael Balint O’Brien

Biopsychosocial model

Client-centered Person-centred planning “[Personhood] is a standing or

counselling status that is bestowed upon

one human being, by others, in
the context of relationship and

Patient-cent(e)red ) .
social being”

medicine



Differences between professions?

& Social workers

¢ Emphasis on person-centredness as empowering
people

¢ Nurses

¢ Emphasis on person-centredness as a means for
developing rapport

¢ Physicians
¢ Did not know how to define person-centredness...
¢ ... but not empowerment or rapport

Gachoud et al 2012 J. Interprofessional Care. 26(6).



Different models of person-centredness?




Some critique and contrasts

Person-centred care as
a means to an end?

—

A focus on care
in institutional
settings and
severe stages of
impairment

A “youthful bias”
on choice and
control?



Differences are not recognised

“The person-centred planning approach has ...
a focus on supporting individuals to live as
Independently as possible, to have choice and
control over the services they use and to access
both wider public and community services...”

“...Person-centred care has the same meaning
as person-centred planning, but is more
commonly used in the field of dementia care and
services for older people”.

SCIE (2012) p3, emphasis in original




Variations
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Three Shared Attributes

1. Knowing the person

Understands personal /

experience of illness
or disability Understands what
person values in

Knows the Understands what is support / care
different dimensions important to a
of life affected person’s wellbeing




Three Shared Attributes

2. Engagement in
decision-making

~

Person involved in

decision-making Information and
processes o options shared
Person’s wishes Person shares in clear format

respected in

all decisions A responsibility for

decisions

Individualised
support planning




Three Shared Attributes

Friendly, caring /

and respectful
interactions

Positive attitude to
person’s capabilities
and roles

3. Promoting
relationships

Reciprocity in
care relationship

Promoting family

and community
engagement

\

Continuity in
care and service
relationships




2. Measurement

Measurement is a process of finding a number
that shows the amount of something

It can be a group or ranking (e.g. coming 1st, 2nd
or 3'9in a race)

But usually we are interested in a refined level of
measurement (so the exact time it took to reach
the finish line)




Why do we measure?

To add to our understanding of a phenomenon
Three common reasons for measuring:

¢ o

1. To classify people/groups
2. To discriminate between people/groups
3. To evaluate change over time

¢ Most valuable when used alongside other
sources of understanding and knowledge




Sources of information?

More generalisable

Surveys

Comment cards

Kiosk questions In-depth interviews

SMS questions Focus groups/panels

Less descriptive More descriptive

Patient stories

Photovoice

Online ratings _
Ward rounds/observation

Publi ti
HORE eetines Complaints and compliments

Less generalisable




Why we avoid bad measurement

Effectiveness of treatment for sch

Using published scale

Izophrenia

Using unpublished scale

(n, col %)
Found treatment had 52
significant benefit (15.8%)
Found treatment had no 277
benefit (84.2%)

329 RCTs
Total

(100%)

(n, col %)
38

(30.0%)
89

(70.0%)
127 RCTs

(100%)

Marshall et al 2000 Brit J Psych 176(pp 249-

252)



What does a good measure look like?

Validity (or accuracy) Reliability (or precision)

Does it measure what we want it to Do we measure it closely and
measure? consistently?




Can we measure subjective things?

¢ Yes —we measure many subjective things
¢ Class

Well-being

Job satisfaction

Political orientation

Depression

Personality traits

Quality

Person-centred care???

® ¢ 6 6 6 O o




Forming scales

SUBJECT OF
MEASUREMENT

IMPORTANT IMPORTANT
IDEA 1 IDEA 2




Coproduction of a questionnaire

Generate
Ideas

Interpret




Generate ideas

. One group in deprived,
Two groups of older predominantly white, community
people and carers using _ _
community day services = One group in deprived, .
predominantly South Asian, community

What words and
statements best
describe a good
care experience?

126 statements between two groups



QUALITIES OF THE PRACTITIONERS

FRAMED POSITIVELY

Showing an interest

Knowing parts of my life aj‘j‘ecred

FRAMED NEGATIVELY

T : Not given time to sa
Personal traits Empathy Familiarity : h f, ind g
Repetition what’s on my min Re-wording
Reciprocality CONTINUITY OF CARE i {
Cultural fit Paying attention what | say
FROM PEOPLE YOU GET | Nervous with
PERSONAL QUALITIES TOo kNOow new people COMMUNICATION | Contradicting me
AND THE CARE Know what makes me tick SKILLS
RELATIONSHIP Body language
Like a friend Language barriers
Time to just sit and be there
Being labelled as argumentative
Knowing when I'm feeling down
"""""""""""""""""""""""""""""""""""""" EXPERIENTIAL QUALITY ;\:—\_‘;_\___‘_—_—FI-EI_EI__II\EG_“ TTFeeling thatl™ """
must do as
Positive about biliti POWERLESS I'm told
Help with life’s ositive about my abilities :
little things l Fighting to be heard .
SUPPORT WITH LIFE ; Problems navi-
Help withmy | BEYOND MY MENTAL | Doing things Access and ayailability gating the system
priorities HEALTH PROBLEM together i
! Often late

CONTENT AND PROCESSES OF CARE

I get to choose what parts of

my life I get help with

of the community

Building my confidence

Supported to be part

ORGANISATIONAL
ISSUES

Bureaucracy c'fnd paperwork

They come at
awkward fimes

“IN AND OUT”
CARE

I feel in their way

Too rushed to pay
me attention



Refining questionnaire items

“Like™? You're not from thew

“They treat me with English Department are

compassion, like | you.
matter to them”

(Compassion? | don’t want
people to feel sorry for me
and “you poor thing”
4

Interpreted /
consistently...

...but some
\ refinements

needed...
an interest, they

show they think '

about you “They treat me with
kindness, as though |
matter to them”

It means they are

“with you” in this They L

They are being
genuine, they are
worried for you




The PERCCI

Q1.
Q2.
Q3:
Q4.
Q5:
Q6.

Q7.
Q8.
QO:

... take what | have to say seriously

... treat me with kindness, as though | matter to them
... can tell my good days from my bad days

| feel | have developed a close connection with ...

... understand the areas of my life that | need help with
| am given enough time to say everything that | want to say

| have a say in decisions taken ....
| am helped to keep in touch with my local community
| get help with the things that are most important to me

Q10: My opinions about my care are support are respected

Q11

. ... helps me to feel optimistic about what | can still do

Q12: ... helps me to build confidence.

_

SJ9)J0M 3U] Jnoqy

S9DIAISS 3Y3 Jn0oqy




How did we test it?

¢ ~600 people with mental health and social care
needs using community support

¢ \alidity

¢ Comparing with our expectations

People would experience more person-centred care, the
longer they have been with a service

People would experience more person-centred care if
they attended day centres rather than received domiciliary
care

¢ Testing correlations with other measures
Moderate correlation with other satisfaction measures

¢ Reliability
¢ Test-retest experiment




Results

Coeff. Robustse. & P
Aged under 70 3.800 1.118 349 001
Dementia diagnosis/other —3.302 1.263 —2.T1 06
organic
Referred < 6 months ago — 50905 1.714 —-345 .00l
Sees registered practitioner 8.670 2157 402 <001
Sees registered practitioner * 2782 1.116 249 013
Sees support worker!
Receives homecare — 2074 1.200 —1.73 D85
Attends daycentre 2093 1.131 1.83 065
Constant 3a.ell 2319 15.36 < .001

n=410, R*=_186, Adj R*=.170. Shapiro-Wilk z=35721 (p< .001);
RESET test F(3,395)=1.95, p> 05




Results

Coeff. Robustse. & P

Aged under 70 3.800 1.118
Dementia diagnosis/other —3.302 1.263

Organic If you started using
Referred < 6 months ago @ J14 the service within
Sees registered practitioner st 2157 1112 [ S8 M

_ B you reported

Sees I'E-E]_"'n-tE-I'E-d. Fﬂﬂtltlﬂﬂﬂl’ * 2782 1.116 Significanﬂy poorer

Sees support worker' person-centred care
Receives homecare — 2074 1.200
Attends daycentre 2093 1.131
Constant 3a.ell 2319 15.36 < .001

n=410, R*=_186, Adj R*=.170. Shapiro-Wilk z=35721 (p< .001);
RESET test F(3,395)=1.95, p> 05



Results

Coeff. Robustse. & P
Aged under 70 3.800 1.118 349 001
Dementia diagnosis/other —3.502 1.263 =277 006
organic
Referred < 6 months ago — 50905 1.714
. . Person-centred care
Sees registered practitioner 8.670 2157 tended to be:
Sees registered practitioner * 2782 1.116
Sees support worker' - Poorer if you
Receives homecare ~2.074 \.200 [eceived
homecare
Attends daycentre 2093 4.131
Constant oil 2319 - Better if you
attended a
n=410, R*=.186, Adj R*=.170. Shapiro-Wilk z daycentre

RESET test F(3.395)=1.95, p> .05




Expected relationship with satisfaction

o_

Extremely unlikely Unlikel\Neither likely nor unlikelyLikely Extremely likely




Excellent test/retest reliability

10

Difference between T1 and T2 scores
O
O
O

T T T T
0 10 20 30

Average of T1 and T2 scores




www.percci.orq (it’s free!)

Home About Whatis PERCCI Why is itimportant How does it work Download PERCCI

“, PERCCI

PUTTING PEOPLE AT THE HEART OF
COMMUNITY CARE

The Person-Centred Community Care Inventory
(PERCCI) is a short, easy-to-complete
questionnaire that measures the quality of care
experiences.

It is an evidence-based tool, co-designed with
people with lived experience of care services.

Download Infographic

33


http://www.percci.org/
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www.percci.org (it’s free!)

~ Putting people at the heart
> PERCCI of community care

The Person-Centred Community Care Inventory (PERCCI) is a

short, easy-to-complete questionnaire that measures the quality
of care experiences.

It is an evidence-based tool, co-designed with people with Fwved
experience of care services. It is free to use.

What is PERCCI?

The PERCCI lpmwmw ‘Percy’) alows cane
providers and the people they suppart to
unoerstand the quality of care and how It Is being
expafenced,

It Is based on rigorous Linfversity ressanch and '
evidence. and evaluates three established

principles of person-centrad care:

« understanding the person

« Inwoilving pecple In deciskons about thelr care

« bullding positive care relationships =1

The tool asks 12 smple questions - designed In il
partrership with people with experience of using
care services. It soores thelr answers In away that
will describe overal quality, but can also help to
Identify paople whose care may be faling below

How do | create
PERCCI scores? -

expeciations The PERCCI s calculated by simply giving the

response toeach questionad, 1, 2ar 2
depending an thelr answer (0 for rany or never’
and 2 for ‘always’. Then add these together
across &l 12 questions, The PERCC] score can
ranige from 2ero up to 36, You can compare
PERCCI scores elther betwesn different people
(e, b Idemtify those were particularty low
scores) of far the same people over time (e.g. o
e [T Care experlences ane Improvinig.

How does it work?

Visit percci.org

These questions m-f:?-d to show whether your care and

~< support is parsonc
" PERCCI

e werranrer For goch stabement, please tick one box to show how often
you feel that each quality is shown.

g

The First six sfatements are about care workers that
,uppcrl:ru.l

o Wy core warkess taks what | have o soy sedoushy

They ireal me with kindness, as though |
o mater o them

o They con tell my good days fom my bod day=
o | hawee developed o dose connedian with them

o They undergond the areas of [Fe
that | need help with

Oo0oo0ooi
0000 oQgtd
0O000Q0goi

o | am given enough lime bo soy the:
thimgs | want lo say

The final six stotements are about your care and
support averall

My core ond suppord helps me o feel oplimisic
about what | con =il do

| have o soy in decisions taken chout my
care and suppart

| om helped bo siay in bowdh with my
local commurity

| gt heelp with the things that are mast
imporiont o me

My opinions chaut my core and
suppart are respeched

My core ond support helips me
to build confidence

ncooooo0f oooooof

000ooo#
OO0 O00oD0o;s
Oo0O0O0oO0OOi

@
o
O
o
)

For anquiries about FERCCI pleass confact Mark Wilbarforce of
mark. wilberforce@york.oc.uk, or visit percciorg



http://www.percci.org/
http://www.percci.org/

We too often asks insufficiently penetrating
guestions, insufficiently often, of too few people...
and our regular surveys, asking if people are
satisfied with the care they receive, sound too much

like asking people whether they are grateful

Paraphrased from Secretary of State, Department of Health, 2010




Potential value

\ 4

¢ o

¢ o

PERCCI Is an evidence-based measure of
person-centredness, and can be used (freely)
to evaluate quality

It is very short and quick to complete

It has been co-produced with people using
services

It helps to identify people with poor experiences
SO you can examine why that might be

Over time you can monitor service quality

It does not tell you what problems might be —
you need to follow-up for more details.




on a scale of 1 to 10 how happy are you?

he's done this before and you're gonna need a much more
sensitive calibration area down the bottom end of the scale




Thank you

¢ |If you are interested in using the PERCCI, or
are interested in its further development,
please contact me

¢ mark.wilberforce@york.ac.uk
¢ @M Wilberforce
4
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