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 Eras of careEras of care
 Evolution of comprehensive care in Evolution of comprehensive care in 

countriescountries
Guidelines for comprehensive care Guidelines for comprehensive care ––

20082008
What will the future bring?What will the future bring?



ERAS OF CAREERAS OF CARE

1940s1940s Diagnosis, no replacement therapy or fresh Diagnosis, no replacement therapy or fresh 
blood, no surgeryblood, no surgery

1950s1950s Fresh blood, FFP, Dental work, acute Fresh blood, FFP, Dental work, acute 
haemorrhage, long hospital stayshaemorrhage, long hospital stays

1960s1960s CryoppteCryoppte, Factor concentrates, Joint correction, , Factor concentrates, Joint correction, 
physio, physio, 

1970s1970s Home therapy, major surgery, inhibitorsHome therapy, major surgery, inhibitors
1980s1980s HIV, Hepatitis, Joint replacementHIV, Hepatitis, Joint replacement
1990s1990s Prophylaxis, Viral infectionsProphylaxis, Viral infections
2000s2000s Home delivery, Home delivery, TolerisationTolerisation, Hepatitis , Hepatitis C C 
2010s2010s ? Longer? Longer halfhalf--life factor, ?life factor, ?? Gene therapy? Gene therapy



UNITED KINGDOMUNITED KINGDOM
1950s1950s National approach to haemophilia care National approach to haemophilia care –– Medical Medical 

Research Council Research Council –– 19 centres19 centres
19641964 Ministry of HealthMinistry of Health
19681968 Health memorandum Health memorandum –– 36 centres 36 centres –– national national 

meeting of doctorsmeeting of doctors
19761976 Revised criteria  Revised criteria  -- 52 centres 52 centres –– with 7 with 7 

designated Regional Haemophilia Centresdesignated Regional Haemophilia Centres

20012001 Haemophilia Alliance Haemophilia Alliance –– specifications specifications –– involving involving 
professional, hospital and community groupsprofessional, hospital and community groups

‘‘Thus over the past 50 years there has been national Thus over the past 50 years there has been national 
coordination of haemophilia care with arrangements coordination of haemophilia care with arrangements 
having to change in response to advances in therapy as having to change in response to advances in therapy as 
well as the way the government has overall managed the well as the way the government has overall managed the 
state national health servicestate national health service’’

LudlamLudlam C. Comprehensive care and delivery of care: the developed world C. Comprehensive care and delivery of care: the developed world in Textbook of Haemophilia in Textbook of Haemophilia eded
Lee CA, Lee CA, BerntorpBerntorp E, Hoots WK  2005 Blackwell, USAE, Hoots WK  2005 Blackwell, USA
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HEMOPHILIA REHABILITATION CENTER AT 
ORTHOPEDIC HOSPITAL, LOS ANGELES

 Beginnings in 1962Beginnings in 1962
 Funded through grants from 1964Funded through grants from 1964--70 70 –– then then 

Regional Regional HemophiliaHemophilia Rehabilitation Rehabilitation CenterCenter (for (for 
southsouth--west)west)

 Multidisciplinary in scopeMultidisciplinary in scope
 Combined in one coordinated setting offering Combined in one coordinated setting offering 

comprehensive medical, psychosocial and comprehensive medical, psychosocial and 
vocationalvocational--educational serviceseducational services

 PediatricianPediatrician, internist, , internist, hematologisthematologist, , coagcoag lab lab 
technician, technician, orthopedistorthopedist, nurses, physical , nurses, physical 
therapist, therapist, pedoodontistpedoodontist, oral surgeon, psychiatric , oral surgeon, psychiatric 
social worker, vocational rehabilitation counsellorsocial worker, vocational rehabilitation counsellor



COMPREHENSIVE CARE USA COMPREHENSIVE CARE USA –– 1970s1970s

 ‘‘Increasing number of haemophiliacs have Increasing number of haemophiliacs have 
become involved in selfbecome involved in self--therapy programstherapy programs’’

 ‘‘increases patient responsibility and decreases increases patient responsibility and decreases 
physician supervisionphysician supervision’’

 To detect and minimise problems as well as to To detect and minimise problems as well as to 
maximize benefits and long term gains.. maximize benefits and long term gains.. 
Developed a systematic multidisciplinary Developed a systematic multidisciplinary 
approach to each individual approach to each individual -- comprehensive comprehensive 
health care programhealth care program’’

Levine PH et al. Comprehensive Health care clinic for Hemophiliacs. Arch Intern Med. 1976,138,792-4



PROCESSPROCESS

 Complete evaluation Complete evaluation –– 22--3 hours3 hours
 Reviewed Reviewed -- multidisciplinarymultidisciplinary

–– Blood tests, Factor levels, inhibitorsBlood tests, Factor levels, inhibitors
–– Nurse practitioner  Nurse practitioner  -- BP, PR, weight, review BP, PR, weight, review 

venepuncturevenepuncture technique, preparation of concentrates, technique, preparation of concentrates, 
dosages, educationdosages, education

–– Doctor Doctor ––history and physical examination history and physical examination ––review with review with 
directordirector

–– OrthopedicOrthopedic surgeon surgeon –– joint range of motion and functionjoint range of motion and function
–– Oral surgeonOral surgeon
–– Psychologist or social workerPsychologist or social worker

 SurgerySurgery



Smith P, Levine P. Benefts of comprehensive care of Hemophilia: five year 
study of outcomes. AJPH 1984. 74,6,616-8

OUTCOMES OF COMPREHENSIVE OUTCOMES OF COMPREHENSIVE 
CARE CARE -- USAUSA



Smith P, Levine P. Benefts of comprehensive care of Hemophilia: five year study of outcomes. AJPH 
1984. 74,6,616-8



 ‘‘The need to develop a broadly based service at Royal The need to develop a broadly based service at Royal 
Prince Alfred Hospital became apparent about ten years ago Prince Alfred Hospital became apparent about ten years ago 
when it was realised that haemophiliacs were using the when it was realised that haemophiliacs were using the 
hospital staff as their sole source of advice and guidance on hospital staff as their sole source of advice and guidance on 
every conceivable personal and social matterevery conceivable personal and social matter’’

 ‘‘an extensive survey.. Uncovered much that was an extensive survey.. Uncovered much that was 
predictable predictable –– poor educational performance, inadequate poor educational performance, inadequate 
vocational preparation and so onvocational preparation and so on’’

 Educate families and inform them of community sourcesEducate families and inform them of community sources……
but having a constant source of support and guidance in but having a constant source of support and guidance in 
the hospital clinic appeared to be the most helpful factor to the hospital clinic appeared to be the most helpful factor to 
patients and relativespatients and relatives’’

 Change in key hospital and research staff not helpful. Change in key hospital and research staff not helpful. 
Burden of other dutiesBurden of other duties

 ‘‘accordingly fulltime services of social worker and nurse accordingly fulltime services of social worker and nurse 
made available to clinicmade available to clinic’’

Kerr CB. Comprehensive care for HaemophiliaJ. Roy. Coll. Phycns. Lond 1971 
5,3,263-267

SYDNEYSYDNEY



AUSTRALIA AUSTRALIA –– RECENT HISTORYRECENT HISTORY
 Individual states Individual states –– dependent on personnel, state supportdependent on personnel, state support
 19991999 Support from Medical Advisory Panel for Support from Medical Advisory Panel for 

designated Haemophilia Centres / data collectiondesignated Haemophilia Centres / data collection
 Variable approachVariable approach
 Australian Haemophilia Centre Directors Organisation Australian Haemophilia Centre Directors Organisation 

(AHCDO) (AHCDO) –– promote Haemophilia care promote Haemophilia care –– other professional other professional 
organisations organisations –– Nursing, Physiotherapy, Social Work, HFANursing, Physiotherapy, Social Work, HFA

 Australian Bleeding Disorders Registry (ABDR) Australian Bleeding Disorders Registry (ABDR) –– clinical and clinical and 
planning toolplanning tool

 AHCDO using audit tool in paediatric centres (C Barnes) AHCDO using audit tool in paediatric centres (C Barnes) 
and adult centres (in progress and adult centres (in progress –– Dr J Lloyd)Dr J Lloyd)

 Develop gap analysis Develop gap analysis –– present to DOHApresent to DOHA



Comprehensive care Comprehensive care 
centrescentres
Colvin BT et al . European principles of Colvin BT et al . European principles of 
Haemophilia care. Haemophilia 2008,14,361Haemophilia care. Haemophilia 2008,14,361--
374374



 Is comprehensive care required in 2010?Is comprehensive care required in 2010?
 If so what should it look like?If so what should it look like?
 How is it best organisedHow is it best organised??
 Involvement of GPs / community?Involvement of GPs / community?



ISSUESISSUES
 Federal / State boundaries impacting funding and linking Federal / State boundaries impacting funding and linking 

to cost of productsto cost of products
 Treatment products organised nationallyTreatment products organised nationally
 Roles of Haemophilia Centres / staffing Roles of Haemophilia Centres / staffing –– thrombosis thrombosis 

servicesservices
 Impact of prophylaxis on patient outcomes / health / Impact of prophylaxis on patient outcomes / health / 

Quality of lifeQuality of life
 Aging population of persons with haemophiliaAging population of persons with haemophilia
 Rural / regional careRural / regional care
 Inhibitor managementInhibitor management
 Implementation of new therapies Implementation of new therapies –– coordination coordination egeg gene gene 

therapy, clinical trialstherapy, clinical trials
 Support for community organisationsSupport for community organisations
 Gap analysis of Haemophilia Centres in AustraliaGap analysis of Haemophilia Centres in Australia





PROGRESS IN THERAPYPROGRESS IN THERAPY
 Acute management without replacement therapyAcute management without replacement therapy
 Initial replacement with fresh blood, fresh frozen Initial replacement with fresh blood, fresh frozen 

plasmaplasma
 Factor replacement with Factor replacement with cryopptecryoppte and plasma and plasma 

derived derived conentratesconentrates allow active management of allow active management of 
bleeding bleeding –– joint, surgery dental work. Hospital joint, surgery dental work. Hospital 
based based –– intensive treatment of joint intensive treatment of joint 
complicationscomplications

 Home therapy / on demand Home therapy / on demand –– require education, require education, 
venepunctuevenepunctue technique and regular supervision. technique and regular supervision. 
Social/ emotional issues need to be addressedSocial/ emotional issues need to be addressed

 Recombinant products Recombinant products –– less risk of viral less risk of viral 
infectionsinfections

 Prophylaxis Prophylaxis –– prevent bleeds. prevent bleeds. TolerisationTolerisation
 Home delivery of productHome delivery of product


