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Pioneering better health for all

Clinical academia for global health:

TRANSLATIONAL PALLIATIVE CARE RESEARCH

Dr Richard Harding Dept of Palliative Care Policy and Rehabilitation
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Generating evidence to improve patient outcomes

1. Epidemiology & need

2. Current activity: translational palliative care research in
developing settings

3. The future: integrated teaching, research and clinical practice
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Palliative care for global public health
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*Essential and effective palliative care
—Component from diagnosis (WHO)

— Improves outcomes for patients and families facing
life limiting progressive disease

e Higginson et al Journal Pain Symptom Manage
2003;25:150-168

e Harding et al Sex Transm Infect 2005;81:5-14
—Evidence generated in industrialised countries

*Sub-Saharan Africa
—HIV 22.5m living & 1.6m deaths in 2007 (UNAIDS)

—Cancer 0.5 million deaths, 70% of global cases by
2020 (WHO/UN)

—? heart failure, XMDR TB, neurological, older people
—? Asia, Eastern Europe
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Translational or translatable research? Appraising the evidence

Harding & Higginson, Lancet
2005; 365:1971-1977

Review

Patient’s carer — aged 7

Palliative care in sub-Saharan Africa

RichardHarding Irme) Higginsan

Summary

Control of pain and ssmproms and terminal care are necessary for qualin HIV and cancer care in sub-Saharan  Lance 2006365 157377
Africa. Howevar, what constuies feasible, accessible, and effecthe pallladye care, and how to develop such Services,  sescommant page13cs
remains 1o be resohed. Africa specific palllathe care Includes components that carry resournce iImplications. HOME  Dupartmank of Paliskisscars
and communiy-based care has been largely successfil. but communiy: capacly: and the resources and clindcal — ard Palicy, Guy's Engase
supervision necessary to sustain qualiy care are lacking. Coverage and referrals must be primary concerns. Simple  Themas School of Madin,

lay and professlonal provocols have been developed. but oplold avallabiliy remains a malor constraint. Areas of good

practice, and areas whene funher success may be achievad incude: anendon to communiy nesds and capacity!  Rasd, Lendon SE5 501, LK
explicit frameworks for service development and palliathe-care Integration throughow the disease course (Induding  ®HedngPho,
antiretrowiral proistony; further educatlon and prowcols; srenghening and disseminaton of diverse referral and =1} HegraenFFRHM

care systems; Increasing advocacy : and funding and vechnical skills to bulld audit and qualiy: assessment. mmh
Eackground Fichard hardin gied sk

In 2003, therewars an estimatad 266 million people in
sub-3aharan Afrkca Iving with HIV, 3.2 million nes
Infectlons, and 2-3 millon AIDS-related deaths!
Addittonally, WHO  estimawes  that  there were
0.5 millon deaths per year from cancer In Africa’ and
that by 2020, 709¢ of new cancer cases will be In the
developing world.” Cancer rates in Africa are expecead
b0 groee by 4009 over the next S0 years.” Palllathe care
has gained bread suppom: as an fmporsane pan of
diseaze management.’ and the WHO Afflcan Inltatke
has extablished the principle thae palliztlve care & “In
the framework of continuum of care from the tme the
Incurable disease is diagnosed undl the end of I

Late presentatlon. Inadequare dlagnestlc facilives and
assessmemt skills, poor availabilly of chemotherapy
and radictherapy. and absence of optolds all increase
the need for adequate cancer patn control 1n Africa.™
Home-hased care has been the most common setvice
model in Africa, although home-care providers are
often Inadequatelr tralned in clindcal skills and lack
access to essentlal drugs" Howewer. clinlcal, nursing.
and lay educarton in terminal care have been achteved
in a small number of places for zome time (ffom 1983
at [zland Hosplee Zimbabeve), and many achievemantes
have besn made In educatlon at professlonal levels *

Although advocacy and lobbying acelviy for cancer
paln comrol o dewsloping countrdes has  been
continuing for some time® palllatke care has been
foruzed on developed countrles™ What consthutes
feasfble. accessible, and effectlve diverse models In
Africa, and hoe b0 devaop such serwices. remains +o be
resalved.* To inform the growing funding and
development fotus on palliatve care In Africa, we
almed v describe the Afflcan context for palllathe care.
tdentlf facvors that lead to sustainabilit, maximum
owerage. and effdent referral syseems, and highlight
examples of good practce through analkysis of models
of palllathe care and evaluation findings.

During 2003, funders, non-governmental organisa-
tlons, assoclations. and practtloners inwolwed in

woww rhedancec com WMol 385 june 4 zoos

Panel WHO definition of pallia tive care™

=i approach that imprewes the quality of life of patients
and their families facing the problems asocdated with ife-
threatening illness, through the prevention and relief of
suffering by means of early identification and impeccable
assessment and treatrment of pain and ather problerms,
physical, payehemodal and spintual.”

palllatke care in Afflcan countres were asked o
prowide existing prepared repors on thelr acthitles.
Electromtc matling lsts and websites that promote and
Eacllltare palllatkecare services in Afrlca (=g the
International Assoclatlon for Hospke and Palllathe
Zare, Worldwlde Hesplce and Palliatlve Care Online)
were posted with requests for informaton. From the
sclemtifc and unpublished work, service and ressarch
data were extracted and revlewed with respect wo
models, development, lessons, and findings (panel).

Results

We identified 26 palllatke care service organisaclons,
which were described in 38 reponts, Research, mon-
toring, and evaluation Andings from 15 studles ware
reported by elght organisations. A further 169 releam
publicatlons and repores were included. The full Tev lesr
and extractlon tables with reference lists are avaflable to
doernload free of charge™

Search strategy and sdlection criteria

We used a combination of a gesternatic review and documentary anabeis. We searched
Eicredical databares with supplementany hand searches in Jube 2003, We searched
MEDLINE (1566 2003), COMAHL [1583- 2003) AMED (19852603 ), CancerLit
{1575-2003) Parchinfo (197 4-2003), EMBASE (19E0-2003), Srience Citation Indes
(1581~ 7003 ) and Sodal Sciences Citation Inde (198 1-2003). Search termsw ene the
unian of*hospice”, “terrminal care”, “berminalky il “palliat®, “hcspice™, “dying”,
“end of life", “achranoed dissase”, “sustainability”, and “coverage” togetherwith the
wnion of al named sub-Zaharan African countries and Africa
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Development of a translational African research programme

1. Identification of research priorities among end of life practitioners
e Electronic survey, 48 facilities in 14 countries

e Need reported for tools and measures to improve care (Harding et al BioMedCentral
2003; 3:33)

2. Clinician focus groups to inform outcome measure development
e Apply to cancer, HIV, poor literacy, ART treatment and family burden of disease
e Harding et al Progress Palliative Care 2007; 15:55-59.

3. Protocol applying scientific principles to develop & validate outcome scale
» POS developed in UK (Higginson et al Qual Health Care 1999; 8:219-227)
« KCL applied methods to international versions
Argentinean: Eisenchlas et al Journal Pain Symptom Manage 2008;35:188-202.
Dominican Republic/Cambodia: Pappas et al BMC Palliative Care 2006, 5:3.
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APCA African POS

1. Development: 11 sites in 8 African countries

— Content & consensus validity (International expert panel, staff interviews)
— Sensitivity to change for item pool (n=100 pts)

Powell et al Journal Pain Symptom Manage 2007; 33:229-232

2. Validation
KCL (lead)
Cicely Saunders International
University of Cape Town, School of Medicine/St Lukes Hospice
University of KwaZulu Natal, Nelson Mandela Medical School/Philanjalo Hospice
University of Witswatersrand/Wits Palliative Care
South Coast Hospice
Hospice Africa Uganda/Makerere University
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Validation protocol: 682 pts, 437 family carers, 8 languages

*Face validity: cognitive/qual interviews with 122 pts

—Pt and family needs mapped well onto POS domains, communication & information;
family needs; symptoms; psychological well-being; spirituality

—Sound user interpretation of items
—Selman et al, BMJ in press

«Construct validity: comparison to MISSOULA VITAS 285 PTS
—As hypothesised low to moderate Spearmans Rank 0.57 for total scores

sInternal consistency: 307 pts
—As hypothesised for a multidimensional tool, moderate Chronbach’s Alpha 0.6

*Test-retest reliability: within 24 hours 307 pts
—High intraclass coeffecient 0.89 for total score

*Time to complete (285 pts)
—Brief, median 7 mins and 5 minutes on successive Visits
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Application of tool in 5-centre full clinical audit n= 1001 pts, 772 carers

*Each site 100 new pts 6 visits for each of 2 cycles

Mean score

POS baseline scores

POS ltem

Cycle 2 targets

Statistically
significant
improvement in
symptom score
by T2

- v Achieved

Mean patient worry
and family worry
score of <2 by T2

- v Exceeded —
achieved by T1
for both patient &
family worry
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Clinical academic partnerships

*African POS application

—Provincial Depts of Health

—PEPFAR USAID and UNC 1200 pts

—DFID Kisumu Kenya evaluation

—QObservational study rural Tanzania, U Maryland Inst Virology
*Health Services Research

—Evaluation Ugandan Morphine Public Health Programme
Multimethods demonstration opioid safety & effectiveness
BioMedCentral Public Health. 2005, 5:82.

—Prevalence of HIV palliative problems rural Tanzania
AIDS Care. 2007, 19:1304-1306

—Investigation into communication and patient outcomes Cuba

J Pain Symptom Manage In Press
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Methodological development & good practice in global partnerships

*Development of respectful partnerships & devising the agenda
*Development of indigenous individuals/scholarships
*Cultural competence (PhD investigations)

él\élse);chodological developments (Harding et al J Pain Symptom Manage 2008; 36:304-

*Fostering cultures of investigation
*EU FP7 PRISMA- international collaboration in measurement
*Facilitating South-South partnerships

Data demand and utilisation
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Future potential for Global Health partnerships in AHSC

sIntegration of research, teaching and care: Cicely Saunders Institute

*Access to teaching and technologies

«Career paths, PhD training

*Further methodological development

*WWHO collaborating centre status

*MSc alumni
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