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Background: why PROMS?

PROMS form a core of UK policy
Emerged from surgical contexts
Aim to promote quality and equity (Dawson, BMJ)

“From the life of the virus to the life of the host”
(Alexander, IHV)

Utility

e Structure clinical encounters/ direct care

e Audit services. Benchmark, support standards

« Allocate resources/programme planning/ commissioning

« Research
« Allows us to determine/ attend what matters most to the person



PROMSs: formats

Can be “quality of life measures”
e E.g. MOS-HIV
Can be problem-specific

 E.g. HIV signs & symptoms checklist
Can be generic unidimensional

e E.g. GHQ

Generic multidimensional

e E.g. EQ-5D, WHOQOL



HIV & PROMS

Quality of life has long been of interest in HIV
o 7? Clinical utility compared to problem-measures

Process of development is unclear- how
“person-centred”?

How “different” is HIVV?

o Specific populations/ stigma/ psychosocial
dimensions/treatment/ chronic & progressive

What matters in 20147

 Multidimensional problems from diagnosis (Simms
Lancet Infect Dis 2012, J Pain Symptom Manage
2011) & alongside ART (Lowther Int Nurs Res
2014)



Crucial methodological
considerations

Validity

* Face/content validity

e Construct validity
Acceptability (cognitive interviewing/format/length)
Internal consistency

Reliability

 Ability to discriminate between known groups
o Test-retest reliability

e Sensitivity to change

« Minimal Clinically Important Difference



Implementation

 Beyond face/content validity

 What makes promotes engagement with “users”

« Community & clinicians
« Commissioners (take it beyond “virological control”)
e Support BHIVA standards

 Enormous “change management” potential in
PROM implementation

 Antunes 2014: how to routinely implement
« Etkind 2014: feedback loop & changing outcomes



An example of a

successful PROM in HIV the “POS”
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Abstract

Background: Despite the burden of progresihe incurable dissase in Africa, there is aimost no evidence an patisnt
care or autcomes. A primary reason has been the lack of appropriate locallyvalidated autcome tools This study
simed to validate a mutidimensoral scale the APCA Afiican Palliztive Outcome Scale) in a multicentred
international study.

Methads: Validation was conducted across 5§ Affican sendces and in 3 phases: Phase 1. Face validy: content
anaiysis of qualitative interviews and cognitive interviawing of POS; Phase 2 Conatruct vaiiity. corlation of POS
with Missouia-Vitas Quaity af Life Index (Spaarman’s ranik testsk Phase 3 Internal consistency (Cranbich's alpha
cakaiated twice using 2 datasets), testsetest relibilty fintraciass corelation coefficients calcuated for 2 time
points) and time to complete (clulsted twice using 2 datasets).

Resuits: The validation invlved 682 patients and 437 family cares, intenviewed in & difieent languages. Phase 1.
Qualitative intenviews (N = 90 patients; N = 38 arers) showed POS ftems mapped well onto idertified needs;
cogritive interviaws (N = 73 patients; N = 20 carery demonstrated good interpretation;: Phase 2. POS-MVGQall
Spearmar’s ranik correlations were low-moderate as expacted {N = 285); Phase 3. (N = 307, 2nd asessment mean
1.2 hours after fist, S 7.2) Cranbaci's Alpha was 06 on bath datasets, indicating expected moderate intemal
consistency; testretest found high intra class conelation coefficients for all frems {1.78:0.89); medan time to
complete 7 mins reducing to 5 mins at sacond vist.

Condusions: The APCA African POS has sound psychometric properties i well comprehendsd and brief 1o use.
Appliation af this tool offers the opportunity to at last addiess the amissians of paliative care reach in Affica

Background [2:3] and cancer [4]. In sub-Seharan Africa duting 2007
The luck of clinical and research activity to eshance care  there were 225 million people living with HIV infection:
of the dying amng those HIV-infected is a global chal- 17 million adults and children became infected with
lenge. Despite two million deaths during 2007, with  HIV; and 16 million died of AIDS [1]. Based on GLO-
emerging intermationsl data reporting high mortality BOCAN 2002 caneer rates and UN population predic-
even 25 access o therapy increases, very litle scientlfic  tions, there were an estimated 7.6 millon new cancer
attention is paid o improving the experience of death  cases and 6 million deaths from cancer in Africa in
and dying [1]. 2007 [5], and malignancies are 3 common presentation

The burden of progressive, lfe- Imiting disease in Sub-  of HIV progmssion. The burden of other proressive
Sabaran Aftea & mflected in the epidemiclogy of HIV  non-malignant diseases s unknown.

Significant advances have been achieved in African
palliative care provision to manage the highly prevalent
and burdensome problems experienced by those with
incurable terminal disease. However, there is very litle

* Comezpundmee. Aot e
ong's College London, Depe Pallthe Cane, Policy & stabiiason, King's
Colege London Wieson Echurion Canere, Custcoerhe R, Dererark Hil,
Lewvkon 555 99, LK

- deaths in Africa® and that by 2020,
Few cancer cases will be in the develop
wld* For the overwhelming majority of
15 who currently endure these and other
ssive, life-Emiting illnesses, access to cub
appropriie holsiic palliaiive care (that
s eifecive pain management) is at best
1, and at worst nonexkient.®

ddition 1o extending the eove mge of pab
care services acros the continent, the
labased Afriean Pallative Care Assorka-
APCA) was established to ensure those
s atmain an optimal level of quality that
sizant of their resourceconstrained op
1al emvironment, Progres achieved in
ality of care provided as part of acontin
\provement steategy, however, mist be
Med in, and infarm, rontine servicelevel
Factice o be sustainable. Despite the re-
| need amang care providers® measuring
4 in the quality of palliatve care pro-
in Aftica is problematic in the absence
srousky validated outenme instruments.”
sulting dearth of empirical evidence is
sculiar w palliatve care but indeed is
smate of a wider problen: the *mod-
nature of African health research ®
sequently, this study sought 1o deselop
ilidate a simple and brief multidimen-
outcome measure for palliative eare
| the APCA African Palliative Outcome
[POS]) wing patentlevel indicators
suld be used in routine clinical practice.

ods

alpha and beta tesing protocol fok
these sequential stages in outcome tool
and validation, prioe o the final phases
| validation.

+an expert panel review wa conducied
WHO's definition of palliative care.”
xpert panel represented sk countries
+f which wete Aftiean) and was multipro
al in nanwre, comprised of chinical, acx
, and advocating profesionals. Five key
0 of palliative care were identified for

Fomis i zod g dkbuton d IpCLion i

() bt cervral

et arpendas e gt & oy o

in and symptom relief, aceess

front maser

ORI O,
0k 101016 pamarn. 500 10008

DO 10.1179M9E992607X1 77845

Africa, with 2.4

wt and current wre. Farticipants addressed
wtives of appraising curvent practice and
sriorities for the development and applica-
{maibl, acceptable and appropriate aut-
easures within the African context.

+ None of the 32 multiprofessional pallia-

= participants were currently using @ multi-
onal palliative care scale Current practice
itoring outcomes relied on the wse of

sted scaes, longhand note taking, and wse
siams” recall of previous health siatus
wendations for future measures incuded

i items that take accaunt of the family

of disease, the differences hetween HIV
cer patient trajectories. and the pasdiatric
of advanced disease in South Africa.

te resources should be ailocated to staff
 to familiarise them with measure use, ser-
‘astructure io be able to utilise outcome

1d ensuring accepability and appropriate-
ong patients and families in terms of lan-
ransiation and idemtifying mechanisms to
dise data collection.

hons: Recommendations have been gener-
m the data, addressing: (i) service enable-
v applicd and transiational research: {ii)
o within South Africa; (iii) development
equally applicable to HIV and cancer but
+ toals for children; (is) inchesion of fami-
sins; and () support for staff o imple-
ols The design of multidimensional out-
easurer using this guidance is timely to

+ and inform current practice, and to guide
imding and service development.

ds: HIV, cancer, oufcomes, oufcome mea-
ib-Saharan Africa, South Africa

clogy of HIV and cancer in South Africa demon-
+ pubtic health need for palfistive care expansion.
itimated the South African HIV prevalence to be

in Afica are expected to grow by 0% over the
£

5

‘adults and children living with HIVAIDS in Sub-Saharan
illion AIDS-related deaths and 2.5 mil-

aharan Africa: a survey

os
irconi?, Joseph F O'Neill*

e, Kings College Landon, UK, 20fBce of National
Services Admimisicatice, Depariment of Health
The White Honse, Washingion DC, USA

atherine Marcon - Karcoms@hr gov;

rbor 2003
sor 1003

[ —— mall

Review

Ity HIV and cancer care in sub-Saharan
e care.and o o develop uch s
s than carry

Rmce 05 365197177
Saa o pa 190

y capachty and the resources and amial
Frrais vt b primary concerms Simpie
remans a major conswaine. Areas of good

puTE———y
School o Maciien,

mon 10 communty needs and capacly;
nding &

ginitiatives to HIVIAIDS care in
challenges to delivering end-of-

dressing the domains of service
irsement and strategies, funding,
ve responses were sought.

ms in 14 countries with 2 mean
sy across diverse settings. Care
nd disease stages (65% offering
are for a mean of 301 patients.
ling availabiiity, lack of trained
+ effects of poverty on disease
ted Government endorsement,
S

I nlamgqmm; and d coverge
n, coll
o recioes f ot care

sions. Even considering the current global
treatment, it must be recognized that the

ough
and dissemination of diverse referral and
d auwdt and qualiey assessment.

efnition of pallitive care™*

thatimproves the qualiy of ife of patients
e facing the prokblerns axmociated with bfe-
ness, through the prevention and reief of
A of eary identsication an impeccable
d ireatment of pain and other probler,
sasocial and spirial.”

+In Afrfian counides were asked w©
ng prepared repons on thetr actvites.
ihng Itsts and wehsties that promoee and
lavecare servioes In Affca jeg. the
Associauon for Hospice and Pallizie
1de Hospice and Falliadve Care Onling)
vith requesss for mformavon. From the
unpublished work, service and research
wraced and reviewed with Tespect
spment, lessons, and findings (panel).

26 palliathve care service organisidons,

n 38 repons. Resaarch, mon-
valustion findings from 15 swdles were
gln organisations. A further 169 relevant
nd repons were inchuded The full review
rables with reference lises are avatlable 1o
of charge

nature of the disease, weak public health i
and other factors [1] make quality palliative and end-of-

Page 108

iation of a stematic review and documentary analy We seached
‘sbases with supplementary hand searchesin . 2003. We searched
6-7003), CINAHI(1987- 7003), AMED {1985 2003), Camcestit
e e e

of palliztive care and evalustion findings.

e, ey i,

“dying,

e, “teevinal paliar, "haspice™,
“end cf €. “aranced daea”,“astainabily”, and coverage” together with the

Durmg 2003, funders, organisa-
ons, assocldoms, and pracudomers invokved in

W SheSICE oM Vel 365 Jane 4, 3005




Evolution of HIV PROM use In Africa

Commentary
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BHIVA PROM/PREM Project

Project inspired by Prof. Jane Anderson
Funded by MAC AIDS Fund

Managed by BHIVA

'‘Connected' to BHIVA treatment guidelines
Comprised: community, clinicians, researchers
Connected to PHE work on experience of care



What are we trying to achieve?

Create structures to enable measurement
Map BHIVA standards of care to experience

Ensure clinical priorities mapped

— Reference existing PROMs tools, e.g. EQ5D
Develop patient experience priorities

— PREMSs
Enable regular monitoring, improvement



What have we done?

» Created on-line survey for groups & individuals

» Faclilitated community engagement events

— Explained conceptual background

— Allowed for free discussion
e 3 Mixed groups — London & South East
e 8 African groups — London & England
« Positively UK conference 2013

o Presentation at BHIVA Autumn Conf 2013



What have we learnt?

. All groups support the concepts

« Appetite for engaging with the work

« Key concerns:

— Clinic care and arrangements
— Emotional and psychosocial issues

— Care from non-HIV services, e.g. GPs, social
care

« Specific community iIssues

— Stigma, legal and immigration matters
— Discrimination in treatment



What did we hear?

“Nurses treat you differently; they say they
can't deal with It”

“There Is no confidentiality in hospitals as they
share your medical details with other staff...”

“I went to hospital for surgery and as soon as
they learnt about my HIV they postponed it...”

“Some of the nurses have showed a degree of
ignorance “I'm surprised you look so well”
being an example



What next?

More detailed engagement

— Clinicians, including nurses
— Commissioners
— Provider organisations, including 3" sector

Production of report with proposal for continuation

Development of second research proposal

— Submission to MRC
— Community researchers

NIHR research proposal 'post implementation'’



Key messages

1) PROMs/PREMs

offer great potential to

Influence care and evaluate outcomes, but

science s very c
2) UK consultation

nallenging

nas shown engagement and

support, and highlighted the need for careful
protocol development

3) An opportunity exists to develop innovate

methodology for

an HIV PROM/PREM that has

strong involvement and user empowerment

potential
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